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1. EXECUTIVE SUMMARY 

 

THE SERVICE 

The Midhurst Palliative Care Service was developed following the closure of the King 

Edward VII Hospital, West Sussex in 2006. Like the inpatient facility, the new service 

was funded by grants from the NHS and Macmillan Cancer Support. On its inception 

the local model of care was developed with the following aims: 

 To put in place a sustainable and affordable specialist palliative care service 

for the population within the Midhurst and surrounding areas  

 To ensure that patient choice is maximised by providing as much treatment 

and support in the home/community setting as possible and 

 To reduce acute hospital interventions and inpatient hospice stays 

Additional aims were  

 To achieve close working between the NHS voluntary, charitable and private 

sector. 

 To increase compliance with NICE guidelines 

The Specialist Palliative Care Service in Midhurst was staffed by members of the 

team previously employed on the King Edward VII inpatient and community service 

and they based their service on the Swedish Motala Model for advanced home care.  

 

THE EVALUATION 

Macmillan Cancer Support commissioned two evaluations of the Midhurst service 

which together served three overall aims: 

1.  To assess whether the Midhurst service meets the original aims of the 

palliative care initiative  

2.  To gather robust evidence that commissioners and Macmillan can use to 

agree future commissioning /funding intentions 

3.  To assess the extent to which the Midhurst service can serve as a model of 

palliative care for other parts of the UK  

This report concerns the clinical evaluations of the service, undertaken by a research 

team from the Universities of Sheffield and Huddersfield. It incorporates data 
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derived from NHS sources, surveys of GPs and bereaved carers as well as interviews 

with health care professionals, patients and their carers. 

The elements of the evaluation are: 

 A comparison of annual activity taken from reports produced by the service 

and compared with reports from a similar service. 

 A survey of palliative care systems and support in General Practices in the 

three PCTS. 

 Qualitative interviews with patients; informal caregivers; health and social 

care staff and Midhurst staff and volunteers. 

 A postal questionnaire survey of bereaved caregivers of those patients who 

died in the course of a year having had a referral to the Midhurst service.  

 

FINDINGS 

 
A Comparison with Hospice at Home, West Cumbria 

 
The research team identified one palliative care service in the UK that is comparable 

to the Midhurst service as it is a consultant-led community specialist palliative care 

service. Documents from both services have been reviewed. The principal findings 

were: 

 Hospice at Home, West Cumbria (H@H) was established twenty years before 

the Midhurst Macmillan service (MMS). Both are consultant-led and care for 

adults with any diagnosis. H@H sees more non-cancer patients than MMS 

and offers round the clock care, seven days a week. MMS offers seven day 

care until 20.30, after which callers are transferred to an answer phone that 

is monitored hourly during the night. MMS operates with approximately 28% 

more funding than H@H. 

 MMS has a full time medical consultant who is supported by a part time 

consultant and associate specialist. H@H has a part time consultant and a 

part time hospice doctor. They have a total of 32 bank nurses and 8 

contracted nursing staff. MMS has around 15 nurses and HCAs working to 

various time commitments; this number fluctuates according to the needs of 

the service. Both services have education and training programmes for staff 

and both utilise volunteers: 70 at MMS; 150 at H@H. 
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 H@H has developed a palliative care website for GPs and out of hours 

doctors when access to specialist advice is unavailable.  ‘North Cumbria 

Palliative Care’ is an online palliative care educational and information 

resource for primary care teams, developed by palliative care health 

professionals in North Cumbria. 

 

 MMS funds access to day services in local hospices. H@H recently disbanded 

day care. They have opted for tailored support in the community using staff 

or volunteers. A ‘Living For Today’ programme has replaced day care; this is 

delivered over six weeks to help patients and carers cope after diagnosis and 

provides information and support in informal groups of no more than eight 

people. (H@H website) 

 

 MMS does not have an out-patient clinic, they see patients as needed. H@H 

patients have access to a palliative care clinic in a community hospital.  Both 

services make complementary therapies available and have bereavement 

services. 

 

A survey of palliative care systems and support in General Practices in the 3 PCTS. 

The GP End of Life Care Index, (GP EoLC-I) is  a self-complete postal questionnaire on 

Practice organisation, clinical behaviour and outcomes in palliative care. Index scores 

on practice organisation (PO), on clinical care (CC) and overall scores are calculated 

from questionnaire items. Higher scores indicate greater concordance with end of 

life care recommendations. Comments were also invited on useful markers of good 

palliative care, and on factors that had (or would) enable improved palliative care. 

 
All GP Practices in three PCTS, West Sussex, Surrey and Hampshire, were sent a copy 

of the GP-End of Life Care Index. There were 232 responses, making the return 

percentage 55.5%.  The principal findings were: 

 

 There were relatively few differences between the Midhurst and non-

Midhurst practices in the GP survey. 

 

 There were greater differences across the three Primary Care Trusts, 

particularly in their use of end of life care initiatives, their ratings of their 

quality of palliative care provision and in the General Practice End of Life Care 

Index scores. 
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 The ratings of the quality of care provision were affected by the Primary Care 

Trust to which the practice belonged, the size of the practice, the Practice 

Organisation (PO) subscale scores and higher Clinical Care (CC) subscale 

scores. 

 

 In 2007, a higher proportion of practices in Hampshire, Surrey and West 

Sussex used the GSF compared with the rest of England. 

 

 Similarly, practices in Hampshire, Surrey and West Sussex had significantly 

higher General Practice End of Life Care Index scores, higher Practice 

Organisation (PO) subscale scores and higher Clinical Care (CC) subscale 

scores than the practices in the rest of England. 

 

 In the 2011 survey, a higher proportion of practices from Hampshire, Surrey 

and West Sussex were using the Liverpool Care Pathway and Advanced Care 

Planning compared with the practices from these counties in 2007. 

 

 The mean Practice Organisation (PO) subscale score among the practices 

 from Hampshire, Surrey and West Sussex in 2011 was higher than those in 

the practices from these three PCTs in 20071 although a direct comparison of 

the 2007 and 2011 practices was not possible. 

 

 The two markers of good palliative care most frequently reported in the 

comments were feedback from carers (which might include feedback from 

patients), and death in preferred place of care. Mentioned nearly as 

frequently was communication with patient and family. 

 

 The two enabling factors for improved care most frequently reported in the 

comments were good and supportive relationships with palliative care, 

including a wish for improved access to palliative care beds; good and 

supportive working with district and community nurses, and more nursing 

services, in particular 24-hour care. Some referred to a reduction in their 

service locally. Mentioned nearly as frequently was training and education. 
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Qualitative interviews with patients; informal caregivers; health and social care 

staff and Midhurst staff and volunteers 

 
The study collected data via semi-structured interviews with three groups of people 

associated with the Midhurst service: staff and volunteers working as part of the 

Midhurst team; patients and carers receiving treatment and/or care and support 

from the Midhurst team; and health and social care staff working in the area covered 

by the Midhurst service and involved in some degree of collaborative working.  

Interviews with all three groups incorporated the ‘Pictor’ technique – a tool 

developed by the Huddersfield team to explore experiences of collaborative 

working, both from staff and lay perspectives. 

Interviews were carried out with 30 Midhurst service staff and volunteers; 21 

patients and carers ; and 18 health and social care staff.  The principal findings are 

shown below. 

 
How Midhurst works with external services 

Policies and procedures 

 Gold Standards Framework (GSF): in those practices where GSF meetings are 

held, Midhurst staff (mostly Clinical Nurse Specialists) routinely and regularly 

attend. This contribution is valued by other professions. 

 

 Continuing care: the assessment process and the time taken to implement 

packages of care is frustrating for Midhurst staff, as well as for other 

professions and patients and carers. Midhurst staff (the Community Support 

Team in particular) sometimes “fill the gap”, providing personal care while a 

continuing care package is being set up. 

 

 Differences between Trusts: Different protocols and procedures can be 

frustrating: most notably concerning whether Midhurst staff can set up 

syringe drivers. Differences in paperwork and in access to equipment are also 

sometimes a problem, though some staff do point to improvements in some 

of these issues. 
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Collaborative working 

 Levels of involvement: these vary between cases and sometimes over the 

course of a case: 

(i) Midhurst taking the lead, especially in more complex cases 

(ii) Sharing care, through ongoing negotiation of roles 

(iii) Supporting other services, giving advice, “dipping in” for specific tasks 

 

 Effective collaborative working: there are generally very positive reports on 

both sides concerning the quality of collaborative working. 

 

 Initially there had been difficulties around role boundaries and mutual 

understanding between the Midhurst team and some District Nursing teams. 

These now appeared to be largely resolved and both groups generally 

reported good collaborative working. In a minority of cases there were still 

sensitivities between Midhurst staff and certain individuals or teams.  

 

 Personal relationships with colleagues in other services are recognised as 

important by Midhurst staff across the team. Above all this is true for Clinical 

Nurse Specialists, who by virtue of their patch-based organisation can build 

relationships with local professionals. Such relationships can help prevent 

flexibility in roles tipping over into chaos. 

 
How Midhurst works with patients and carers 

 The Midhurst service consistently gives serious attention to psychological as 

well as physical needs of patients, and supports carers/families. This is 

recognised by other services and by patients and carers. 

 

 Staff often engage with a wider family/social network around the patient 

rather than just with the main carer(s), and show a high awareness of 

patients’ social worlds. 

 

 Strong personal relationships with patients and families are valued by both 

sides – but can make it hard for Midhurst staff to “step back” when they are 

expected to (e.g. when a continuing care package begins). 
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 Macmillan name: there is high awareness of Macmillan amongst patients and 

carers – as a national organisation, and in relation to the former hospice at 

King Edward VII hospital. This can be a double-edged sword. On the positive 

side, Macmillan is highly respected nationally and locally. On the negative 

side, involvement of Macmillan is often seen as a sign that the patient is “at 

death’s door”. Midhurst staff make an effort to counter such 

misunderstandings. 

 

 A minority of local services may not be as aware as they should be of what 

Midhurst has to offer, which can result in patients and carers not accessing 

care that could help them. The Midhurst team have tried to widen 

knowledge about their service – e.g. through presentations to GP surgeries in 

their area. 

 

Looking forwards 

 Midhurst staff generally do not want to see major changes to the 

composition of the team; just more of the same. 

 NHS changes: Interviews took place over a period in which there were some 

significant local organisational changes in the NHS, alongside uncertainty 

about wider changes in response to proposed national reforms. This did lead 

to some trepidation about the future of the Midhurst service amongst some 

team members. 

 Some Midhurst staff, and patients/carers suggested that the Midhurst service 

should serve as a model for community palliative care services elsewhere.  

 

What makes Midhurst special? 

 Taking complex cases: Midhurst manages cases where there are complex 

medical and nursing needs, and/or complex personal and social situations 

(often both); these would not be able to be managed in the community by a 

conventional community palliative care service. 

 

 Distinctive resources: Midhurst has access to resources which enable it to 

deal with the kind of cases just described. These include: 

(i) A comprehensive team 

(ii) Consultants integrated in the team 
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 The Midhurst Centre: The centre acts as a hub for staff and volunteers and as 

a local venue for some treatments (e.g. blood transfusions) that would 

otherwise require a lengthy trip to hospital. 

 

 Team dynamics: Midhurst works in a very flexible and non-hierarchical way. 

This is crucial to their ability to provide the service. The structure of the 

nursing team facilitates this, with Clinical Nurse Specialists working in 

patches, while Community Support Team members are allocated as demand 

requires. 

 

 Ethos of care: Patient-centeredness is taken seriously; there is a philosophy 

that whatever needs doing will be done. 

 

 Shared history: Many of the staff and volunteers went through the trauma of 

the closing of the previous hospice, and the rebirth of the specialist palliative 

care service in the community. Newer staff are also aware of this narrative. 

This awareness bolsters commitment to the service, despite a continuing 

sense of loss amongst some staff and volunteers. The role of the consultant 

who led the change to the community service is recognised as very important 

within and outside the Midhurst team. 

 

A postal questionnaire survey of bereaved caregivers of those patients who 
died in the course of a year having had a referral to the Midhurst service 
 

VOICES is a retrospective postal questionnaire which has sections on a range of 

settings: home, hospital, care home and hospice. It includes items on areas such 

as quality of care received by patients, symptom control, communication, and 

ease of access to care, as well as questions on the experiences of carers and on 

bereavement support.  

252 bereaved relatives/caregivers were invited to participate and 102 (40.5%) 

returned the questionnaire. Seventy-five (73.5%) of respondents were the 

spouse or partner of the person who had died, and 15 (14.7%) were the son or 

daughter. The remainder were other relatives, and in one instance, a staff 

member in a care home. Sixty-three respondents (61.7%) were aged 60 or above. 

No-one was under 30. Fifty-eight respondents (56.9%) were women. The 

principal findings were: 
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 100 of the 102 respondents reported that their relative had spent time at 

home in their last three months. 

 A substantial majority (83%) reported services at home to be excellent (54%) 

or good (29%) and good experiences predominated in the comments on care 

quality. All but three respondents were receiving one or more nursing 

services and a majority (78%) reported that they received as much support as 

they wanted. 49% of respondents reported the experience to be rewarding, 

with few saying it was a burden.  

 However, 43% of respondents had given up or reduced their work in order to 

look after their relative, underlining the importance of informal caregivers in 

care at home. Personal care needs were less well met, except in the last 

three days of life, where a majority reported that they were well met. 

 There was much praise for Macmillan specifically, but also for other services, 

in care at home. Comments underlined the value of good care at the very end 

of life, the need for continuity, and the need for hands-on care. 

 A minority reported care received at home to be fairly good (7%) or poor 

(5%). Comments on poor support were on difficulty in obtaining services. 

 A smaller, but still substantial, majority  (73.6%) reported GP care to be 

excellent (56.9%) or good (16.7%). 71.6% reported that GP care had been 

very understanding, and 59.8% that it was very easy to get a home visit. A 

minority reported GP care to be fair (13.7%) or poor (8.8%). 

 Comments praising GPs referred to kindness, availability, willingness to listen 

and frequent visits at the end of life. Those criticising them referred to 

abruptness, poor communication and continuity, not being well informed, 

and slowness to respond. 

 Sixty three people (61.8 %) had received care in hospital in their last three 

months. Thirty (47.6%) reported care from hospital doctors to be excellent 

(23.8%) or good (23.8%). Fourteen (22.2%) rated it fair, and 13 (20.6%) poor. 

Thirty two (50.7%) reported care from hospital nurses to be excellent (19.0%) 

or good (31.7%). Sixteen (25.4%) rated it fair, and 8 (12.7%) poor. 

 In the comments on hospital care there was praise for hard work, willingness 

to talk, friendliness, competence, compassion, and personalised care. 

Complaints outnumbered compliments however, with issues reported such 

as poor communication, lack of attention, discontinuity, poor care, low staff 

levels, reluctance to assist and lack of compassion. 
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 A minority of people (12: 11.8%) had received care in a hospice. Hospice 

doctors and nurses were rated excellent or good by all respondents 

 There was praise for sympathetic, dignified care in hospices, with some 

caveats on how discussions with relatives took place, and on assessment of 

level of help required. 

 A minority of people (12: 11.8%) had received care in a nursing or residential 

care home. All but one of these stays appeared related to their final illnesses. 

 Eight respondents rated the home excellent as a place to live towards the 

end of life, two good, and one poor. Where care was excellent, respondents 

valued compassion, comfort and professionalism. The report of poor care 

referred to insufficient staff, none trustworthy, and care non-existent. 

 Control of symptoms (pain and breathlessness) was similar in home care and 

hospital  settings, with under half experiencing complete pain relief all or 

some of the time. Better pain control was reported in hospices and care 

homes, and in the last three days of life. The picture is similar with control of 

breathlessness, which fewer respondents report. 

 Most people were cared for at home (56.9%), or in a care home (9.8%) in 

their last three days. 17.6% were cared for in hospital, and 8.8% in a hospice. 

6.9% were cared for in more than one place in their last three days. Eighty-

one people (79.4%) reported enough help for personal needs and for nursing 

care in the last three days of life, with six (5.9%) reporting not enough help. 

 A majority of deaths took place at home (56.9%) or in a care home (10.8%). 

Hospital was the place of death reported by 22.5% of respondents, and 

hospice by 9.8%.  

 Although there were a few admissions from home to hospital or hospice in 

the last few hours of life, a substantial majority (86.3%) of respondents felt 

that their relative had died in the right place.  

 Bereavement care was reported to have been helpful, and appears to have 

been received by most of those who felt they wanted it. Macmillan services 

were the principal providers. 
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CONCLUSIONS 

1. Midhurst service meeting the original aims of the palliative care initiative:  

 

 Midhurst allows the clinical team to function in a flexible fashion, 

accommodating and complementing various other services.  

 

 It maintains good relationships with other services and gains the confidence 

of patients and carers.  

 

 71% of deaths occur at home or in a care home.  

 

 Reports by patients, carers and bereaved carers and GPs reported 

satisfaction with the palliative care service. 

 

 It may be the case that the existing clinical team, unfettered by institutional 

constraints, with the benefit of good clinical leadership were enabled to 

design a palliative care service that focussed on personalised care.  

 

 Cancer patients, referred early are most likely to benefit from the Midhurst 

service, as are their carers.  

 

2.  Evidence that commissioners and Macmillan can use to agree future   
     commissioning and funding intentions:  
 

 GPs view good access and good relationships with palliative care services as 

an enabling factor for achieving good palliative care. This may be a factor that 

allows it to contain costs over time. 

 

 If the Midhurst service is providing good quality palliative home care for a 

similar level of NHS funding for comparable cases in hospice, there appears 

to be a role for voluntary sector funding.  

 

 External voluntary sector funding appears to facilitate low administrative 

costs within the service and the clinical freedom to work flexibly with other 

local services. This fits well with the priorities of Macmillan Cancer Support. 
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 Evidence from bereaved carers suggests that they receive good or excellent 

support from Midhurst, which can make the experience of care rewarding. 

 

3.  The Midhurst service as a model of palliative care for other parts of the UK: 

 There was no evidence that the Midhurst service was reliant on high quality 

primary care or that it deskilled local GPs or district nurses.  

 

 It is truly complementary, operating at a secondary care level and filling gaps 

in existing community service provision.  

 

 The service operates in an area that spans three PCTs with differing 

engagement with national end of life care policy, suggesting that the 

Midhurst model could apply to diverse areas .  

 

 There does not appear to be any special feature of the Midhurst area that is 

particularly advantageous to the service.  

 

 Midhurst has the potential to serve 25% of a population at the end of life. 

This figure is currently limited by Midhurst’s greater focus on cancer care. 

 

 The ability to care for patients with diagnoses other than cancer would 

depend on referrals of patients with chronic conditions and Midhurst finding 

ways to substitute for hospital inpatient or outpatient or day-care. 

 

 It is likely that flexibility of the individuals concerned in the Midhurst team is 

crucial and necessary for the model to work. Rigidity of institutional control 

or professional working styles would hamper the ability to supplement other 

community services.  

 

 Evidence from a comparable service in the UK suggests that this model is 

sustainable and capable of serving a greater proportion of patients with a 

diagnosis other than cancer.  
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2. SUMMARY OF RESEARCH TOPIC, AIMS AND CONTEXT 

The Midhurst Macmillan Specialist Palliative Care Service was set up to provide 

palliative care as a community service after the closure of the former hospital-based 

provision. A key aim of the service was to provide care for people who wished to 

remain at home, while keeping available options for other care where needed. Our 

evaluation of the service includes an overall description of the service provided, as 

well as a more detailed exploration of the experiences of those using, delivering and 

referring into the service and the context of care.  

The Midhurst Palliative Care Service was developed following the closure of the King 

Edward VII Hospital, West Sussex in 2006. Like the inpatient facility, the new service 

was funded by grants from the NHS and Macmillan Cancer Support. On its inception 

the local model of care was developed with the following aims: 

 To put in place a sustainable and affordable specialist palliative care service 

for the population within the Midhurst and surrounding areas.  

 To ensure that patient choice is maximised by providing as much treatment 

and support in the home/community setting as possible.  

 To reduce acute hospital interventions and inpatient hospice stays. 

 

Study objectives 

 An analysis of annual activity taken from reports produced by the service and 

compared with reports from other similar services.  

 Qualitative interviews with patients; informal caregivers; health and social 

care staff and Midhurst staff and volunteers.  

 A postal questionnaire survey of bereaved caregivers of those patients who 

died in the course of a year having had a referral to the Midhurst service.  

 Survey of palliative care systems and support in General Practices in the 3 

PCTS.  

Analysis of the information obtained by these methods has allowed us to evaluate 

the service; to gain insights from service users as to its effectiveness, and the extent 

to which choice is available; to explore the different roles and relationships of health 

care professionals and others. 
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 Context of the study 

In recent years, end of life has become a subject of national policy as well as 

individual importance. According to the National Institute for Clinical Excellence 

(NICE) guidance of 2004, speaking in relation to cancer care for adults: “Patients 

expect services to be of high quality and to be well-co-ordinated.  They wish to be 

enabled to die in the place of their choice, often their own home.  They want to be 

assured that their families and carers will receive support during their illness and, if 

they die, following bereavement.” (NICE 2004). 

The July 2008 Department of Health End of Life Care Strategy includes comment on 

previous initiatives,  such as the Gold Standards Framework (Thomas and Noble 

2007), the Liverpool End of Life Care Pathway (Ellershaw et al. 2001), Preferred 

Priorities of Care (www.cancerlancashire.org.uk/ppc.html) and Advance Care 

Planning (www.endoflifecareforadults.nhs.uk).   

The importance of primary care is well-recognised, and uptake of the recommended 

initiatives has been substantial (Hughes et al., 2010) The Department of Health 

strategy represents a more comprehensive approach throughout the English health 

service, emphasising continuity of care between agencies (DoH 2008).  

 

Patient preferences for place of care and death 

Many studies have documented the wish of the majority of patients to die at home.  

The qualitative systematic review of patient preference studies carried out by 

Higginson and Sen-Gupta (2000) reported varying percentages of patients stating a 

preference for home-care at the end of life: yet analysis of the studies indicated this 

to be over 50% overall. However, reports of actual place of death have not matched 

these (Higginson et al., 1998, Gomes and Higginson 2008). Some studies have 

documented a declining preference for home death as death approaches (Townsend 

et al., 1990; Hinton 1994). Thomas et al. (2004) noted a greater preference than 

predicted for death in a hospice. They suggest that many factors impact on 

preference, and would support the maintenance of other facilities alongside 

improvements promoting care at home. 

Admissions to hospitals or other institutions may relate to aggravating of symptoms, 

excessive demand on caregivers, or lack of care co-ordination between professionals 

(Grande et al., 1997, Payne et al., 1999, Ahmed et al., 2004)  

According to ONS figures for 2007, under 20% of deaths now take place at home. 

(DoH, 2009). Gomes and Higginson (2006) identified a range of factors which have an 

influence on dying at home: low functional status of patients; patient preference; 
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home care; intensity of home care; living with relatives; and extended family 

support. 

Informal caregivers 

Gomes and Higginson (2006) identified the existence of relatives living with the 

patient as one factor impacting on the possibility of dying at home. Published work 

indicates that the burden on these informal caregivers can be considerable. Payne et 

al. (1999) found that a majority of caregivers on their study reported above normal 

levels of psychological distress. Higginson et al. (1990) and Jarrett et al. (1999) report 

similar issues. 

Given the crucial role of informal carers, Harding and Higginson (2003) reviewed 

interventions for support. Home nursing and respite services were one approach, 

with studies reporting some meeting of need through their services, although carer 

burden remained. In contrast, Hudson (2004) found that although care-giving 

presented challenges, carers could easily identify positive aspects of their 

experience.  

 

Professionals providing end of life care 

A further body of work has looked at the relationship between the different agencies 

providing care (Bliss et al., 2000). Views from the primary health care team suggest 

that there is confusion still about specialised palliative care (Shipman et al., 2005; 

Higginson et al., 1999). Other authors have reported on the problems that poorly set 

up out of hours provision can pose for carers and families (Munday et al., 2002, King, 

et al., 2004).  Our National Survey of General Practices (Hughes et al., 2010) also 

suggested the strong commitment of General Practice to supporting patients and 

carers in the home setting.  

There remains a drive in public policy for patients to be able to die at home or in 

their preferred place of care. Opinions of patients in published studies support this.  

Gomes and Higginson (2008) have followed on from their publication looking at 

trends in place of death (Gomes and Higginson 2006) with a further paper examining 

the situation if current trends extended into the future. They comment on the need 

to consider and reconfigure services for people at the end of life, in view of the 

trends, and greater needs, identified. This is given extra urgency and importance by 

the current focus on exploring and meeting patient wishes on preferred place of care 

and death, particularly if this is to be care at home and death at home.  
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Models of Specialist Palliative Care Services 

Specialist palliative care provision can be considered as provided currently under a 

range of different models. The context in which care has been set up has given rise 

to a wide range of different kinds of provision. 

In-patient care provided by independent and NHS supported hospice care. 

Generally these have been specifically built or adapted facilities, with a strong local 

focus, as this is where their support, both financial and voluntary, comes from. 

Experienced nursing staff and PAMS staff then, with medical input either from local 

GPs with suitable experience; or as the specialism has developed led by palliative 

care consultants.  

In-patient hospital care.  Clinical Nurse Specialists (Macmillan Nurses) and Palliative 

Care Consultants provide support and advice to clinical colleagues who refer patients 

to them.  

Specialist in-patient units along hospice lines, consultant led, providing specialist 

palliative care within hospitals have also come into existence.  

In community settings, community-based clinical nurse specialists, (Macmillan 

nurses) provide specialist palliative care to patients, with district nurses and GPs 

continuing to provide home-based care. Domiciliary visiting may be available at 

home from hospital-based palliative care consultants.  

Inpatient hospice (and hospital) palliative care providers have to an extent 

developed outreach services to provide nursing services at home to look after 

patients and support carers. These services tend to be nurse-led, making use of 

qualified nurses and support workers. Rapid response to need may be a feature of 

these services, and some offer these kind of interventions for a limited period of 

time.  

There are also community services, nurse led, offering specialist palliative care, 

which includes hands-on nursing provided in the patients’ home. In this model this is 

the kind of nursing expertise offered by hospice care, but not using a hospice 

building to deliver care.  

Community based specialist palliative care is a further model led by palliative care 

consultants and which provides specialist palliative nursing care in the home. 

These different models of care are found to varying degrees in different parts of the 

UK; their configuration determined by local provision and organisation of services. 
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3. SUMMARY OF THE RESEARCH TEAM 

Dr Bill Noble is Macmillan Senior Lecturer in Palliative Medicine, Academic Unit of 

Supportive Care, University of Sheffield and a palliative care physician at the 

Sheffield Macmillan Unit for Palliative Care, Northern General Hospital. He has 

extensive experience of service evaluations and postal surveys in palliative and 

primary care. Bill is Principal Investigator and chairs the project committee, taking 

overall responsibility for the structure and coordination of the study.  

Professor Christine Ingleton has extensive knowledge of palliative and end of life 

care research and in recent years her research interests have focussed on palliative 

care service evaluation and needs assessment; providing palliative care in non-

specialist settings; transitions to palliative care for older people. Her research 

expertise lies primarily in qualitative work as well as the use of mixed methods.  

Ms Philippa Hughes is a Research Associate with the Academic Unit of Supportive 

Care, University of Sheffield. She has extensive knowledge of designing, conducting, 

analysing and reporting service evaluation studies in community-based palliative 

care. She is skilled in mixed methodology designs and has experience of qualitative 

interviewing and survey work. She has conducted interviews with palliative care 

patients and informal caregivers, and administered the VOICES questionnaire for 

bereaved caregivers in several previous studies.  

Dr Michelle Winslow is a Research Fellow with the Academic Unit of Supportive 

Care, University of Sheffield. She has broad qualitative research experience and has 

been involved in a number of projects exploring the views of consumers, 

professionals and the public; evaluations of a screening measure to facilitate referral 

of patients with advanced illness; and research into the historical development of 

supportive and palliative care with professionals, patients and the lay public.  

Professor Nigel King is Professor in Applied Psychological Research and Director of 

the Centre for Applied Psychological Research at the University of Huddersfield. He 

has a background in organisational and health psychology, and long-standing 

interest in the use of qualitative research methods in “real world” research. His 

recent research has focused particularly on community palliative care, and issues of 

professional role and identity that arise in this setting. Other current interests 

include the impact of “green exercise” on health and well-being, and the experience 

of chronic illness.  

Jane Melvin is End of Life Care Facilitator for St. Helens and Knowsley Teaching 

Hospitals NHS Trust and a part time Senior Research Fellow at the University of 

Huddersfield. She has a background in community nursing and expertise in 

developing and implementing models of case management in the NHS. Her research 
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experience centres on community nursing roles, identities and relationships in 

palliative and supportive care. She was national Lead Nurse for the Macmillan Gold 

Standards Framework spread programme and a member of the RCN cancer nursing 

national committee.  

Dr Joanna Brooks is a Research Fellow for the Centre of Applied Psychological 

Research at the University of Huddersfield. Her background is in health psychology 

and she has a particular interest in qualitative research methods. Jo has been 

involved in a number of research projects exploring the role of family members in 

chronic illness conditions and her recent research has included work examining 

professional roles and relationships in health care settings.  

Alison Bravington is a Research Assistant for the Centre of Applied Psychological 

Research and the Teaching and Learning Institute at the University of Huddersfield, 

and a part-time psychology lecturer in qualitative research methods. Alison’s 

research interests focus on the health care sector, and on palliative care in 

particular. Her recent research has concentrated on the clinical work placement 

experiences of student nurses and midwives, with a specific focus on the 

methodology of the Pictor technique. 

Dr Peter Bath is a Reader in Health Informatics in the Information School at the 

University of Sheffield. Particular to this project, he has experience in the analysis of 

data using statistical methods. He has previously collaborated on successful research 

projects in palliative care, including an evaluation of specialist cancer and palliative 

nursing and a national survey of progress in implementing national guidance on end 

of life care within UK general practices.  

Ms Jacqui Gath and Ms Deirdre Revell 

The North Trent Cancer Network Consumer Research Panel has been a contributor 

to many projects at the University of Sheffield. Developed within the Academic Unit 

of Supportive Care, panel members now have considerable experience in working 

with researchers on projects and studies.  

 

 

 

 

 

 



21 

 

4. RATIONALE FOR THE METHODOLOGY 

The Midhurst Macmillan Specialist Palliative Care Service was already reported as 

delivering at a high level a key aspect of government policy: end of life care at home 

and in preferred place of care. Some information had been gathered on patients’ 

and carers’ experiences; however, this had not been the subject of detailed 

investigation, and further information was required.  Previous work suggested that 

liaison within the service and with other agencies as well as clarity over professional 

roles would be key areas to address.  

A mixed method approach enabled the research team to understand the 

complexities of service provision.  

Research in supportive and palliative care presents a number of issues in study 

design and ethics. Sensitivity is required as patients may be frail and ill or 

emotionally distressed, and caregivers too will have significant issues to contend 

with. Attrition of the patient group is an inevitable factor affecting study design. 

Patient and caregiver experiences, however, remain at the centre of work to assess 

the effectiveness of supportive and palliative care services. 

Our design was planned to make the experiences of patients and caregivers a central 

part of the study using qualitative in-depth interviews. In view of the difficulties 

outlined above, a retrospective survey of bereaved caregivers was carried out to give 

additional information about patients and carers. The context of care has been 

explored in three ways: in-depth interviews with staff; a documentary survey of the 

service; and a postal survey of supportive and palliative care provision by local 

general practices. 

Qualitative interviews with patients and carers provide rich and informative data, 

allowing details of an individual's particular experience to emerge in a way that 

formal questionnaires may miss. In this group of patients, talking to an interviewer is 

very likely to be easier than writing down comments. Interviewing is recognised as a 

route which is readily accessible to all strata of society. 

All data gathering methods and the subsequent analysis provides indications of any 

unique or unusual aspects of the context in which the service operates. Reviewing 

the data makes it possible to determine whether the model of care is operable in 

other regions. 
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Details of methods 
 

A comparison of annual activity  

Using activity data provided by the service, we assessed the context in which care 

was provided to patients and their informal caregivers. Annual reports derived from 

clinical databases yielded outline activity data. Annual reports from a comparable 

service elsewhere in the UK indicated the relative level of activity of the Midhurst 

service.  

Survey of palliative care systems and support in General Practices in the 3 PCTS 

In a previous study (Hughes et al 2008, Hughes et al., 2010), we examined the 

progress made by UK General Practice in implementing national guidance on 

supportive and palliative care for adults with cancer. In that study we were able to 

derive a measure for compliance with national guidance, the General Practice End of 

Life Care Index.  The mean of that measure varied between nations and Strategic 

Health Authorities. Increases in the score by that measure were associated with an 

increased likelihood of practices reporting high levels of death at home or in 

preferred place of care.  

We repeated our survey in General Practices within the three PCTS: Surrey, West 

Sussex and Hampshire. This data has helped assess the role of General Practice in 

palliative care in the area, yielding useful data for assessing how it compares with 

palliative care in General Practice nationally.  

 

Qualitative interviews with patients; informal caregivers; health and social care 

staff and Midhurst nursing staff 

Studies in palliative and end of life care are known to encounter a number of 

difficulties in collecting data from patients receiving care. Patients may be ill or 

distressed, but notwithstanding, many patients are willing to participate in research. 

Sensitivity is needed in approaching patients, and care in the use of formal 

measures, to make sure that patients are not approached inappropriately, and that 

measures are not burdensome.  

Caregiver experiences are particularly important in their own right in a service which 

is delivering home-based care. Caregivers are the mainstay in care at home, and 

their needs are no less important than patient needs, although different. 

Interviewing allows caregivers the opportunity to discuss the care provided from 

their particular perspective. In this part of the study, the support provided by 

volunteers can be explored. 
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Experiences of palliative care in the Midhurst scheme: patient, carer and staff 

perspectives. 

A key focus of the evaluation study was to examine experiences of involvement in 

the Midhurst service from the perspectives of patients, carers, and health and social 

care staff. This part of the study used a qualitative interview method, incorporating 

the ‘Pictor’ technique that has proved a very useful tool in an earlier project for 

Macmillan for exploring the complex networks of professional and lay support that 

are often engaged in community palliative care cases (King, Melvin and Ashby, 

2008). It has also been used previously to examine relationships and role 

understandings between community nurses and social care staff (Ross, King and 

Firth, 2005).  

The Pictor technique 

The Pictor technique uses a simple participant-constructed visual layout to represent 

a case to be examined with the researcher. It aims both to help the participant to 

reflect on the chosen case of collaborative working and to enable the interviewer to 

explore this with them in detail. A further benefit of the technique for this research 

is that it encourages participants to keep focused on roles and identities as enacted 

in practice rather than on abstract notions of how these “should” be understood. 

The first step in the ‘Pictor’ process is to ask the participant to bring to mind a 

palliative care case that they remember clearly (or in patient and carer interviews, 

their own case). They are then provided with a large blank sheet of paper (A1 size) – 

and a stack of arrow-shaped ‘Post-It’ notes. The participant is asked to write on the 

arrows the initials, role title or a pseudonym for every person they can think of who 

had some involvement in the case. They must include themselves and the patient. 

There are no fixed rules as to how they should place the arrows, but we do suggest 

that they might use aspects such as the direction of the arrows and proximity to 

other arrows to indicate features of relationships in the case. The participant is left 

alone to complete the task, to remove the danger of the researcher in any way 

leading them. Once the layout (or “chart”) is completed, the interviewer uses it as 

the basis for a discussion of the case.  

Patient interviews 

We recruited patients who had been referred to the Midhurst scheme, via the 

Midhurst nursing team, seeking as varied a sample as possible in terms of age, 

gender, location (i.e. urban, suburban, rural) and diagnosis. We excluded patients 

about whom the Midhurst team had any doubts as to their physical and/or 

psychological ability to cope with the interview. We carried out interviews in 

patients’ own homes, unless they expressed a wish to use a different location, and 
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expected interviews to last between 45 minutes and an hour. The structure of the 

interviews would make it relatively easy to break part way through and recommence 

at a later time if patient fatigue made that necessary. 

The interviews were in three parts. First, we asked some general questions regarding 

the patient’s life – their family, work, interests and so on – and about the impact of 

their illness on this. Second, we asked the patient to complete a Pictor chart, 

displaying the individuals and agencies that have been and/or are currently involved 

in their care. We encouraged them to talk us through the chart, explaining how they 

saw the roles of the individuals/agencies they have identified, and commenting on 

the nature of the support provided. The final part of the interview built on this to ask 

broader questions about what was and was not helpful in the care and support 

provided, and how (if at all) they feel services could be improved. 

Carer interviews 

We asked participating patients to nominate a family member or friend who they 

see as their main carer, and to invite this person to be interviewed. In the event that 

some of the nominated carers declined to participate, we would approach carer 

support organisations in the Midhurst area in order to identify additional carer 

participants. 

Carer interviews followed broadly the same structure as those with patients, 

covering personal background (including relationship with the patient), use of the 

Pictor technique to explore understanding of services and experiences of multi-

agency care and support, and more general questions about quality of care and 

support and ideas for improvements. 

Staff interviews: Health and social care staff 

We were keen to interview a wide cross-section of health and social care staff who 

were involved with patients receiving support from the Midhurst team. Our previous 

research (King et al, 2008) suggests that a great variety of different agencies and 

professions are likely to be involved with these patients. Rather than basing our 

sampling strategy on a priori assumptions about which are most important, we 

derived our sample by considering those who have been included on the Pictor 

charts of our patient and carer interviewees. For participants, we approached 

agencies and professional groups that occurred most frequently on the Pictor charts. 

In addition, we sought to recruit representatives of those that appeared in relatively 

few charts but were perceived to have had an especially strong impact on the case. 

We interviewed a total of 30 participants for this section of the study.  
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Interviews were held at the participant’s workplace, or in another location selected 

by them. They began with a section asking about each participant’s role, and their 

knowledge of and experience in community palliative care. Participants then each 

selected a community palliative care case and completed a Pictor chart relating to it. 

This was discussed in terms of their own role in the selected case, the roles of other 

professionals included, and the nature and quality of collaborative working in the 

case. The concluding section focused on their wider views of community palliative 

care services, especially the Midhurst scheme, and their thoughts regarding the 

future development of such services. 

Staff interviews: Midhurst nursing team 

We would invite to interview members of the core Midhurst nursing team: either all 

or a sub-sample depending on numbers. These interviews would follow the same 

format as those for other health and social care staff. 

 

A retrospective postal questionnaire survey of bereaved caregivers of those 

patients who received care over the course of a year 

The questionnaire used was the “VOICES”, which has been widely utilised in various 

studies, both by the team who developed it and by our department. VOICES (Views 

of Informal Carers- Evaluation of Services) is a self-complete postal questionnaire 

gathering the views of informal carers on care and treatment received by the 

patient, either by tick-box responses, or by free-text comments. It can include 

sections on a range of settings: hospital, hospice, community and nursing home. It 

has been widely used in cancer and other illnesses, and has been found acceptable 

to respondents (Addington-Hall et al., 1998, Ingleton et al., 2004).  

VOICES can provide data about patients in palliative care context where patients are 

too ill to provide comments and information directly. Importantly, caregivers are 

also providing information about support they receive for themselves as well as 

providing data as proxies for patients.  

VOICES (Views of Informal Carers- Evaluation of Services) 

A minimum of three months elapsed before approaching anyone who had been 

bereaved. The initial contact was by letter, inviting people to complete a slip to say if 

they would or would not be willing to receive the questionnaire. Questionnaires 

then go only to those who have said they are willing to participate. We included a 

covering letter, with our phone number for any questions, and numbers for 

bereavement support agencies, in case the questionnaire raises issues for people 

that they would like to talk about further. The use of this questionnaire has been 
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widely discussed with our local consumer research panel, who have assisted us in 

refining our method of approach. Our experience from previous studies, and that of 

others is that this is an acceptable questionnaire which produces a wide range of 

data on symptoms, treatment, communication, care provided by professionals, and 

other services provided. It has sections covering care at home, in hospital, in 

hospice, and in nursing or residential care. 

 

5. PROJECT ACTIVITY AND PROGRESS 

The study has taken place over a two year period. A substantial period of 9 months 

was necessary for setting up the project; during this time we consulted with service 

user representatives, became familiarised with the service context and obtained the 

necessary ethics committee and research governance permissions for carrying out 

the work. The extended set up period did not place the project behind schedule. 

During this time we conducted searches to identify material relevant to the context 

and overview of the service. In particular we requested and gathered material from 

the Hospice At Home service in West Cumbria; the only comparable community-

based hospice service in the UK identified during the study.  

The project has combined qualitative and quantitative methods and the project 

team have liaised extensively with MONITOR. Sheffield researchers carried out a GP-

EoLC-I questionnaire survey of GP practices in West Sussex, Surrey and Hampshire; 

this provided data about the supportive and palliative care climate in primary care in 

which the Midhurst service operates. A VOICES questionnaire survey of bereaved 

carers gathered the views of informal carers on care and treatment received by the 

patient. The Huddersfield team conducted qualitative interviews with staff and 

subsequently interviewed patients and carers, incorporating the PICTOR technique. 

The final months of the study allowed for data analysis and report writing.  

Analysis of information obtained by these methods has allowed us to evaluate the 

service; to gain insights from service users (patients and carers) as to its 

effectiveness, and the extent to which choice is available; and to explore the 

different roles and relationships of health care professionals and others. 

Two representatives from the North Trent Consumer Research Panel have worked 

with the project group throughout the study, both face to face, by e-mail, and they 

have attended some project meetings. The research team reported on the study to 

the whole consumer panel at their quarterly meeting on 26th October 2010. 
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There have not been any significant changes to the project in its aims, methodology 

or timescale. 
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6. COMPARISON OF THE MIDHURST MACMILLAN SPECIALIST PALLIATIVE CARE 

SERVICE WITH HOSPICE AT HOME, WEST CUMBRIA  

The research team have identified one palliative care service in the UK that is 

comparable to the Midhurst service as it is a consultant-led community specialist 

palliative care service.    

Hospice At Home, West Cumbria 

The Hospice At Home community palliative care service was established in Cumbria 

in September 1987 by a local GP and a Macmillan Nurse. From the outset it 

benefited from a team of skilled volunteers, amongst them a solicitor, accountant, 

nurse manager, GP and nurses.  West Cumbria Area Health Authority (WCHA) agreed 

to act as Pay Masters and provided a Nurse Manager; the service was managed 

alongside the Marie Curie Nursing Service, by Adult Community Services. (Hospice at 

Home West Cumbria 2010) 

Now in its 23rd year, West Cumbria Hospice at Home provides a range of services to 

patients in their own homes that would normally be associated with a hospice 

building. The service is consultant-led and its home nursing service is central to 

operations, delivering one-to-one nursing support at home, enabling patients to 

remain at home or to return home from hospital.  Additionally they provide hospice 

support in three community locations, a ‘Living for Today’ programme delivered to 

individuals over six weeks to help patients and carers cope, a Lymphoedema Service, 

and a Bereavement Support Service.  Patients may have Complementary Therapy 

treatment at Hospice Support sessions, at Hospice Day Care, or at home.  NHS 

funding covers around one third of costs, the remainder is fundraised locally. 

(Hospice at Home 2010) 

The successful development of ‘Hospice At Home’ in Cumbria prompted the 

question - ‘a model for others’?  Andrew Bibby, author of a history of the service, 

found in favour of establishing community palliative care services, arguing that a 

service based within a single hospice building was unlikely to adequately meet the 

needs of a dispersed population in a large rural geographical area. Brian Herd, co-

founder of the Cumbrian home service and GP, argued that the hospice at home 

model had validity in both urban and rural locations, whilst acknowledging that 

different circumstances come into play. For example the Hospice At Home service 

recognises its dependence on family members and friends to act as informal carers; 

such close family networks may not exist in other areas, particularly urban centres. 

(Bibby, 1999) 
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Midhurst Macmillan Service 

Some twenty years after the establishment of a consultant-led community service in 

Cumbria, the sudden closure of the King Edward VII Hospital, West Sussex, left a 

large geographical and predominately rural area with a scattered population without 

a palliative care facility. With no physical building from which to operate or funds for 

maintenance, the staff from the former service became the driving force behind the 

institution of a new home service that did not require a building.   

The consultant-led community specialist palliative care service in West Sussex was 

established after the private hospital went into provisional liquidation in 2002. The 

hospital specialised in cardiac and cancer treatments and had served 12,000 NHS 

and 8,000 private patients a year in Sussex, Hampshire and the Isle of Wight (BBC 

report, 2008).  

The sudden closure of King Edward VII Hospital led to the transfer of patients to 

other NHS facilities and created the need to re-establish specialist palliative care 

services previously provided by the hospital-based Macmillan inpatient community 

teams. At a meeting in March 2006 it was agreed that the specialist care consultant, 

community team and some support staff would transfer employment to the PCT.  A 

commitment to funding was given by Macmillan and West Sussex, Hampshire and 

Surrey PCTs until September 2006, during which time a new community service 

model was to be developed and proposed. The mandate for the new service was: 

To put in place a sustainable and affordable specialist palliative care service 

for the population within the Midhurst and surrounding areas. To ensure that 

patient choice is maximised by providing as much treatment and support in 

the home/community setting as possible, reducing acute hospital 

interventions and inpatient hospice stays (Penney, 2009). 

In re-developing the hospital palliative care service as a community-based service 

the intention was to provide care at home for people in the Midhurst and 

surrounding areas. A key feature was to keep available options for other care while 

providing care in the home. Patients choosing to remain at home would be provided 

with as much treatment and support as possible. West Sussex PCT and Macmillan 

Cancer Support worked with generalist and specialist providers and the voluntary 

sector to develop the community-based service. Other aims were to reduce acute 

hospital episodes, achieve close working between sectors, increase compliance with 

NICE guidance, and provide a sustainable specialist palliative care service for the 

area. (Penney 2009) 

It was proposed that the new service would be backed by a commitment of up to 

£600,000 per annum for five years (to March 2011) from Macmillan and existing 
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levels of funding from PCTs would continue. This figure represents 50% of Midhurst 

service funding during this period. From October 2006, work commenced on 

establishing the resources and facilities and associated requirements for delivering 

the recommended model (Penney 2009) 

In 2008 the Midhurst Macmillan Specialist Palliative Care Service was highlighted by 

the NHS as an exemplar for care in the community, and that since start-up it had 

been within budget and had doubled the number of patients whose wish to die at 

home (72% compared to 36%). (NHS 2008). The service works across a large area 

and ‘aims to ensure that patient choice is maximised, acute hospital interventions 

and admissions are reduced, and that partnership working maximises use of 

resources and minimises costs’ (West Sussex Health MacMillan Service 2008). 

The Midhurst service covers the predominantly rural area around Midhurst, 

Haslemere, Petersfield and Bordon where travel times are long and the local 

preference is for patients to be cared for at home wherever possible.   

In 2011, the Midhurst service reported the characteristics of the local population: 

 An ageing population 

 The workforce is changing and ageing 

 The disease profile is changing 

 Mental health becomes a priority 

 Rural location means travelling times to traditional services are long  

(Dewar, Stuttaford, 2011) 

 

In planning the new community based service, West Sussex Primary Care Trust and 

Macmillan Cancer Support worked with a range of partners and were particularly 

impressed by two international models of community based palliative care, the 

Motala system in Sweden and the Kaiser Permanente Tricentral Palliative care 

Program in California.  

The Midhurst Real Choice Project was modelled on the Motala hospital based home 

care programme which began in 1977.  The normal pattern of care in Sweden had 

been for patients to be cared for either in hospitals or by visiting a primary care 

centre; care within the home was provided by district nursing services, mostly by 

day, with rare home visiting by doctors. This pattern of care was associated with 85% 

of deaths in Sweden taking place in hospitals and other institutions. For crises and 
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difficulties at home, especially out of hours, hospital admission was the usual option 

(Beck-Friis and Strang 1993). 

The innovation of the Motala model hospital-based home care service was to make 

available help, including medical help, on a 24 hour basis, while retaining the option 

of admission to hospital. Beck-Friis and Strang reviewed 179 terminally ill cancer 

patients over a ten year period and concluded that the service could bring much of 

the hospital into patients’ homes which can be the ideal choice if patient and family 

want this option. Costs were calculated to be less expensive than hospital care, but 

more expensive than care for other patients in the programme.  

As a model for development, the Motala Hospital-based Home Care Service was 

designed to provide a ‘hospital bed in the patient’s own home’ on a 24 hour basis. 

The service was intended as an alternative rather than as a complement to hospital 

care in a context where a preference for home care existed but where 85% of deaths 

were taking place in institutional settings. (Clark et al 2000)   

 

A comparison of services 

The following table offers a comparison of the community services in West Cumbria 

and West Sussex, focusing on availability of services, staff, volunteers and funding.  

 

Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

Date established 

February 2007 September 1987 

Cost 

Less than 1.2 million per annum 

The agreed upper limit of the budget for 

Midhurst Macmillan is £1.2 million. 

(Budget not yet reached for 2010/2011) 

Spend for 2010/2011 = £1,093,640 

Total expended (2010-11): £862,404   

Total income: £963,294 

Breakdown: 

 NHS funding: £241.596 

 Gift aid, investment income, midnight 
walk, charity shop, legacies, donations: 
£477,664  

 Donations and events: £193,728 

 Big Lottery Fund grant: £21,923 

 Grants: £15,827 

 Charitable Trusts: 12,556 
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Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

 

 

 

Deaths per annum 

2010-2011 total = 283 
 
Breakdown by PCT: 
Hampshire = 89 
Surrey = 75 
West Sussex = 111  
 
 

2010-2011 total = 256 
 
Breakdown by Locality  
(the service works across one PCT) 
Copeland = 116  (provide service to all 
Copeland) 
Allerdale = 128  (provide service to approx half 
of Allerdale) 
Furness = 12  (provide service to one town in 
Furness) 
 

Referrals per annum 

2010-1011 = 409 
 

2010-2011= 210 

Access to services 

Home visits: 08.30 – 20-30. 7 days a week. 
 
Office open: Monday – Friday. 08.30 to 
20.30. Answer phone at other times, which 
is monitored hourly during weekends and 
Bank holidays. 
 
Out of hours: contact number for specialist 
team advice and limited amount of night 
support for carers. 
 

24 hour care, 7 days a week. 
 
 
Office open: Monday – Friday. 09.00 -17.00. 
 
 
 
Out of hours: contact number for specialist 
team advice and limited amount of night 
support for carers. 

Patient profile 

Adults 
 

Adults  

Cancer/non cancer 

Any diagnosis. Small number of non-cancer 
cases increasing to 20% in last quarter of 
2011. 
 

Between 60% and 70% have a cancer 

diagnosis.  
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Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

Lead 

Consultant led community service. Consultant led community service. 

Medical staff 

Consultant in Palliative Medicine, supported 

by part-time Consultant and an Associate 

Specialist. 

Consultants: Catherine Waight 0.6, Carla 

Bruni. 1.0.  6 sessions over 3 days. 

Associate Specialist: Catherine Dent. 0.5.     

5 sessions over 2 days. 

Part time Consultant in Palliative Medicine and 

part time Hospice Doctor. 

Nursing staff 

Lead nurses 1.0 FTE (Jobshare)  

CNS x 6 nurses  4.66 FTE (4 whole time 

nurses and one on 1.66) 

Care assistant x 2.  One 30 hours a week. 

One 20hrs per week (1/2 time spent with 

CNS and ½ with clinical team) 

Community band 5 x 4 nurses. 4 WTE 

I HCA. 3 nights per week 

Other clinical Staff: 

Counsellor: 0.5 

Physio: 0.30 

OT:  0.30 

Admin Staff: 2.0 

Volunteer Coordinator – 28hrs 

2 x admin  (bank) 

4x18h plus 1x 26h RGN contracted staff 
 
3x18h HCA contracted staff 
 
25x RGN Bank staff 
 
7x HCA Bank staff 
 
Total 32 Bank staff, 8 contracted staff 
(annualised hours) NB This is much lower than 
average, the average would be 50-60 staff in 
total; 10 contracted, 50 Bank staff. 
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Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

Bank x 2 Band 5.  

Bank x 2 band 3 

 
 
 
 
 

Volunteers 
 

70 volunteers. Have a volunteer 

development group aimed at widening the 

remit of volunteers. (Midhurst Annual 

Report 2010-2011). Rapid response service 

about to start. 

Volunteers undertake, transport, home sits, 

shopping, take people out  to lunch or to 

shops, work in the office and manage the 

volunteer duties.  

Approximately 150 

Clinical: fully trained volunteer Befriending 

service, volunteers in support groups and in 

bereavement support service. 

Volunteer drivers. 

Fundraising volunteers and volunteers in our 3 

shops and for other events 

Training 
 
All staff undertake mandatory education 
and training via Sussex Community Trust 
(Midhurst Annual Report 2010-2011) 
 
All staff have regular supervision and are 
able to access support from an external 
supervisor as they feel the need. 
 

Induction training in-house 1 day a week for 5 
weeks on joining. 
Paid clinical supervision 2h every six weeks. 
1 study day/year (clinical update) 
2 half day mandatory training sessions/year 
All provided in-house. 
Mindfulness-based cognitive therapy training 
available to all Hospice at Home nurses 
 

Day centre 

Access to day services in local hospices. Paid 

for from Midhurst budget. 

H@HWC Hospice Support services provide 

support groups, complementary therapies, 

creative therapies, a “Living for Today” six 

week program for patients or carers (separate 

program), one to one support, Hospice 

Support volunteers in individually tailored 

flexible packages which are reviewed on a 

regular basis. 

Drop Ins 
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Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

Has a drop in information service at the 

Unit. 

See Hospice support services, Day Centre. 

Out Patient Clinic 

Not held but patients can be seen ‘as 

required’ in Unit. 

Weekly “easy access” palliative care clinic in 
local community hospital, with same day fax-
back to GP. 

Complementary therapies 

Aromatherapy and massage. Limited to 6 

treatments per patient/carer.  

All Band 3 staff undertake hand and foot 

massage. 

Massage, Reiki and reflexology available for 

patients, carers and the bereaved via H@HWC 

Hospice Support services (Hospice Hub)  

Bereavement service 

The CNS, or the person who knew the 

patient and family best, completes a risk 

assessment form which is passed to the 

bereavement service.  

Next of kin contacted as soon as practicable 

to offer support and information about 

bereavement service. 

Nursing staff will attend funeral service if 

appropriate. 

All next of kin are sent a letter after six 

weeks offering support from the 

bereavement service. The bereavement 

service and volunteers are managed by a 

counsellor. All volunteers undertake a 

recognised bereavement education 

programme. 

The bereaved are offered telephone 

support, home visit or visit to the Unit. We 

also have a bereavement support group 

which offers a monthly meeting for six 

months; this is facilitated by our counsellor 

Nurses can visit family after the patient has 

died and/or attend the funeral. This is not 

always possible.  

Bereavement support service within H@HWC 

Hospice support services: Clinical lead and 

team of trained staff and bereavement 

volunteers (in house training program now 

linked with University of Cumbria) provide 

group support; one to one support and 

bereavement counselling 
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Midhurst Macmillan Service, West Sussex Hospice At Home, West Cumbria 

and bereavement volunteer but led by the 

bereaved. 

Twice a year multi faith memorial services 

are held. 

 

 

 

 

 

 

NICE compliance 

Lacks provision of 24 x 7 advice, social care 
and some therapy services and training of 
generalists. 
 
Has sufficient therapy services and access to 
psychological support at level 4. 
 
Has a visiting Macmillan supported Citizens 
Advice Bureau visitor one day a week and 
access to other Macmillan CAB advisors 
enough to cover the whole area. 
 
Takes student nurses and GP registrars on 4 
month rotation from West Sussex GP 
training scheme. 

Lacks provision of 24 x 7 advice, social worker, 
dedicated spiritual care coordinator. 
 
24/7 medical advice via rota from 
neighbouring inpatient hospice. 
 
Also 24/7 “virtual” advice via website www.gp-
palliativecare.co.uk (Hospice consultant plus 
local GP/GP-trainer/previous Macmillan GP 
advisor NW England run this) 
Lacks capacity for seven day face to face 
assessments in all care settings 
 
Has access to dedicated OT services, generalist 
physiotherapy, and access to psychological 
support at level 4 
 
Access to Macmillan benefits advisor 
 
Educational outreach to GP’s via RCGP 
Cumbria training days, regular training 
sessions for in hours and out of hours GPs; 
Medical Director co-founded Cumbria faculty 
and tutors on university accredited six month 
distance learning program for GP’s. 
 

 
 
 

Sources: Hospice at Home Cumbria Annual Reports; Midhurst Macmillan Specialist 
Palliative Care Service Annual Report 2010-2011; personal communication with both 
services) 
 

http://www.gp-palliativecare.co.uk/
http://www.gp-palliativecare.co.uk/
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Summary of comparator table 

Hospice at Home, West Cumbria (H@H) was established twenty years prior to the 

Midhurst Macmillan service (MMS). Both services are consultant-led and care for 

adults with any diagnosis. H@H sees more non-cancer patients than MMS and offers 

round the clock care, seven days a week. MMS offers seven day care until 20.30, 

after which callers are transferred to an answer phone that is monitored hourly 

during the night. MMS operates with approximately 28% more funding than H@H. 

MMS has a full time medical consultant who is supported by a part time consultant 

and associate specialist. H@H has a part time consultant and a part time hospice 

doctor. They have a total of 32 bank nurses and 8 contracted nursing staff. MMS has 

around 15 nurses and HCAs working to various time commitments; this number 

fluctuates according to the needs of the service. Both services have education and 

training programmes for staff and both utilise volunteers: 70 at MMS; 150 at H@H.  

H@H have developed a palliative care website for GPs and out of hours doctors for 

times when access to specialist advice is unavailable.  ‘North Cumbria Palliative Care’ 

is an online palliative care educational and information resource for primary care 

teams, developed by palliative care health professionals in North Cumbria. 

MMS funds access to day services in local hospices. H@H recently disbanded day 

care. They have opted for tailored support in the community using staff or 

volunteers (Interview: E. Palmer, L. Hewitt. 5/12/11) A ‘Living For Today’ programme 

has replaced day care; this is delivered over six weeks to help patients and carers 

cope after diagnosis and provides information and support in informal groups of no 

more than eight people. (H@H website)  

MMS does not have an out-patient clinic, they see patients as needed. H@H patients 

have access to a palliative care clinic in a community hospital.  Both services make 

complementary therapies available and have bereavement services.  
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7. GP-EOLC-I SURVEY  

A postal survey of GP practises was important to illuminate the context of care in 

which the Midhurst community service operates. Previous work has shown the 

acceptability of sending a concise questionnaire on supportive and palliative care, 

(Hughes et al., 2010) to GP practices. This gives data on practice organisation and 

care delivered for palliative care patients generally, from the perspective of General 

Practice. 

Early in the study a comprehensive list of GP practices in West Sussex, Surrey and 

Hampshire PCTs was compiled using information in the public domain, to ensure use 

of the most up-to-date information. For this part of the study, the GP-EoLC-I, a self-

complete questionnaire on practice organisation (see Appendix 1), take up of 

national and local initiatives and clinical care in supportive and palliative care, was 

sent to all practices in West Sussex, Surrey and Hampshire PCTs.  

The initial mailing of the GP-EoLC-I was sent out to all GP practices on 19 October 

2010. Four hundred and twenty-seven questionnaires were sent in total, to the 

senior partner in each of the practices. Freepost envelopes were provided for the 

return of the completed questionnaire. A schedule of regular reminders was used to 

maximise the response rate, with two reminders to the GP partner followed by 

subsequent reminders to the practice manager. This method, based on the literature 

on questionnaires to GP practices, was used in the national survey, and produced a 

response rate of 60.0%. 

We sent out 427 questionnaires to GP practices, of which 284 were returned.  After 

removal of duplicate mailings to Practices, and removal of duplicate replies, the 

population was identified as numbering 418 Practices. 232 (55.5%) of Practices 

returned completed questionnaires.  

Several practices who received questionnaires believed that the study was not 

relevant to them, as non-users of the Midhurst service. We sent individual reminders 

to these practices with an explanatory letter indicating that our research includes all 

practices in West Sussex, Surrey and Hampshire. We continued to follow up further 

returns from practices who believed the survey did not apply to them and increased 

the return rate slightly as a result. Once all replies were received, we carried out a 

final check to ensure that all addresses mailed represented valid practice addresses. 

Questionnaire data was entered into an SPSS database. 
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Quantitative analyses of questionnaire data 

Descriptive statistics 

232 questionnaires were returned giving a response rate of 55.5%. 

Person completing the questionnaire 

Of the 232 practices, the GP completed the questionnaire for 185 practices (79.7%; 

missing data =2). The practice manager completed 29 questionnaires (12.5%), the 

practice nurse complete 13 questionnaires (4.5%), the palliative care co-ordinator 

completed one questionnaire (0.4%) and the lead for palliative care completed seven 

questionnaires (3.0%). These figures add up to more than 100% because in seven 

practices (3.0%) two people completed the questionnaire, in one practice (0.4%) 

three people completed the questionnaire. In four practices, data were missing for 

who completed the questionnaire. 

Number of patients in each practice 

Figure 1 shows a histogram of the numbers of patients in each practice. It can be 

seen from the histogram that the mean number of patients in the practices was 

9450 (n=230 practices). 

 

 

 

 

 

 

 

 

 

 

 

Figure       1 - Number of patients in general practices        
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Figure 2 shows a histogram of the numbers of GPs in each practice. It can be seen 

from the histogram that the modal number of GPs in the practices was six (mean = 

6.15; n=229). 

 

Figure 2: Number of GPs working in each practice 

 

GPs holding palliative care related posts / qualification 

Table 1 shows the proportions of practices with GPs holding particular posts/ 

qualifications. The majority of practices did not hold any posts/ qualifications. 

 Response n (%) 

Do any of the GPs hold the following: No Yes Missing 

Macmillan GP Clinical Facilitator post? 202 (87.1) 1 (0.4) 29 (12.5) 

Medical post in Hospice or Palliative Care? 199 (85.8) 10 (4.3) 23 (9.9) 

GP with Special Interest post in palliative care? 197 (84.9) 16 (6.9) 19 (8.2) 

Diploma or Master's in Palliative Care? 200 (86.2) 7 (3.0) 25 (10.8) 

Other managerial or academic post related to palliative 

care? 

196 (84.5) 7 (3.0) 29 (12.5) 

 

Table 1: Palliative care related posts/qualifications within the GPs/Practices 
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Practice characteristics: 

Table 2 shows the proportions of practices that were training practices for GP 

registrars and teaching practices for medical students. The majority of practices 

were training practices for GP registrars (62.5%) and/or were teaching practices for 

medical students (69.4%). 

 Response n (%) 

 No Yes Missing 

Is this a training practice for GP registrars? 84 (36.2) 145 (62.5) 3 (1.3) 

Is this a teaching practice for medical students? 68 (29.3) 161 (69.4) 3 (1.3) 

Table 2: Characteristics of practices  

 

Practice characteristics: 

Table 3 shows the level of access to palliative care services across the practices. The 

majority of practices had access to palliative care advice (78.9%), 24 hour access to 

care by community nurses (65.5%), 24-hour access to admissions to a specialist 

palliative care unit (53.0%) and 24-hour access to syringe drivers (72.8%). 

 Response n (%) 

 No Yes Missing 

Does the practice have 24 hour access to specialist 

palliative care advice from palliative care physicians, 

specialist nurses, or by phone to a specialist unit? 

39 (16.8) 183 (78.9) 10 (4.3) 

Does the practice have 24 hour access to care by 

community nurses? 

73 (31.5) 152 (65.5) 7 (3.0) 

Does the practice have 24 hour access to admissions to 

a specialist palliative care unit, hospice, or designated 

palliative care beds? 

98 (42.2) 123 (53.0) 11 (4.7) 

Does the practice have 24 hour access to Syringe 

drivers 

57 (24.6) 169 (72.8) 6 (2.6) 

 

Table 3: Access to palliative care among the practices. 
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Demographics 

Forty-five practices described themselves as rural (19.4%), 64 practices described 

themselves as urban (27.6%), 55 practices described themselves as suburban (23.7%) 

and 65 practices as mixed (28.0%). Three practices had missing data (1.3%). 

Practice Organisation 

Table 4 shows the proportion of respondents who reported having read the National 

Institute of Clinical Excellence Guidance on improving supportive and palliative care 

for adults with cancer. The majority of the respondents had read the Guidance 

(80.6%). 

 Response n (%) 

 No Yes Missing 

Have you read the National Institute of Clinical 

Excellence Guidance on improving supportive and 

palliative care for adults with cancer, in relation to 

primary care? 

41 (17.7) 187 (80.6) 4 (1.7) 

 

Table 4: Level of having read the National Institute of Clinical Excellence Guidance. 

Table 5 shows the level of participation in initiatives to improve palliative care within 

the practices. The majority of practices were participating in the Gold Standards 

Framework (84.1 %) and Liverpool Care Pathway (64.7%) initiatives, and a minority 

of practices had participated in the Advanced Care Planning (22.4%), Preferred Place 

of Care (12.5%) and other (4.7%) initiatives. 

Participation in initiatives to improve palliative care Response n (%) 

 No Yes Missing 

Gold Standards Framework 37 (15.9) 195 (84.1) 0 (-) 

Liverpool Care Pathway 82 (35.3) 150 (64.7) 0 (-) 

Advance Care Planning 180 (77.6) 52 (22.4) 0 (-) 

Preferred Place of Care 203 (87.5) 29 (12.5) 0 (-) 

Other initiative 221 (95.3) 11 (4.7) 0 (-) 

 

Table 5: Level of participation in initiatives to improve palliative care. 
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The total number of initiatives in which the practices were participating varied from 

zero (n=27; 11.6%) to five (n=3; 1.3%), the mean number of initiatives was 1.88 and 

the mode (n=92 practices) and median were both two. This is shown in Figure 3. 

 

Figure 3: Frequency distribution for general practices participating in Palliative 

Care initiatives. 
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Progress with cancer register 

Table 6 shows the progress of the practices with their cancer register. The majority 

of practices (66.4%) reported that their register was fully operational. 

Progress with cancer register Response n (%) 

No register 4 (1.7) 

Little progress 6 (2.6) 

Partly operational 13 (5.6) 

Mostly operational 53 (22.8) 

Fully operational 154 (66.4) 

Missing 2 (0.9) 

   

  Table 6: Level of progress with cancer register. 

 

Table 7 shows the inclusion criteria of the practices with their cancer registers. The 

majority of practices included cancer diagnosis (88.4%), DS-1500 (81.5%), Life-

limiting malignant disease (79.7%) and terminal care (92.2%) in their registers. 

Inclusion criteria in register Response n (%) 

 No Yes Missing 

Cancer diagnosis 11 (4.7) 205 (88.4) 16 (6.9) 

DS-1500 19 (8.2) 189 (81.5) 24 (10.3) 

Life-limiting malignant disease 22 (9.5) 185 (79.7) 25 (10.8) 

Terminal care 5 (2.2) 214 (92.2) 13 (5.6) 

 

Table 7: Inclusion criteria in register. 
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Multi-disciplinary practice forum 

Table 8 shows the level of multi-disciplinary practice forums across the practices. 

The majority of the practices reported having a formal regular meeting (88.4%). 

 

Multi-disciplinary practice forum Response n (%) 

 Not ticked Ticked Missing  

A formal regular meeting 25 (10.8) 205 (88.4) 2 (0.9) 

A formal occasional meeting 213 (91.8) 17 (7.3) 2 (0.9) 

Regular informal discussions 193 (83.2) 37 (15.9) 2 (0.9) 

Ad hoc liaison 188 (81.0) 42 (18.1) 2 (0.9) 

Not applicable 230 (99.1) 0 (-) 2 (0.9) 

 

Table 8: Level of Multi-disciplinary practice forums. 
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Practice Organisation 

Table 9 shows the systems in place within practices for providing palliative care. A 

system for co-ordinating palliative care and for making available anticipatory 

medication, were the two behaviours most widely reported (86.6% and 90.9%). A 

majority of Practices (over two thirds) report a named co-ordinator for palliative care 

and unified record-keeping. Almost half of the practices reported using a protocol in 

the last days of life. 

 

Organisational issues Response n (%) 

 No Yes Missing  

Do you have a system for coordination of palliative care 

in your practice? 

26 (11.2) 201 (86.6) 5 (2.2) 

Do you have a named coordinator for palliative care? 67 (28.9) 159 (68.5) 6 (2.6) 

Is there unified record keeping for palliative care 

patients? 

60 (25.9) 164 (70.7) 8 (3.4) 

Do you have a system to make available anticipatory 

medication in the home for the dying patient out-of-

hours? 

19 (8.2) 211 (90.9) 2 (0.9) 

Do you use a protocol for the care of dying cancer 

patients (i.e. in the last days of life)? 

90 (38.8) 110 (47.4) 32 (13.8) 

 

Table 9: Organisation of systems for palliative care in practices. 
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Clinical Practice questions 

 Response n (%) 

 No Yes Missing 

Do you or your team regularly use a symptom 

assessment instrument for patients on your palliative or 

supportive care register? 

189 (81.5) 32 (13.8) 11 (4.7) 

 

A minority of respondents reported regular use of such a tool. 

 Response n (%) 

 In every 

case 

In most 

cases 

In some 

cases 

Rarely or 

never 

Missing 

Do care plans appear in the notes of 

palliative care patients? 

32 (13.8) 102 

(44.0) 

54 (23.3) 40 (17.2) 4 (1.7) 

Do you or your team encourage your 

palliative care patients in preparing for 

death in an active manner, (such as 

making a will or planning funeral 

arrangements?) 

21 (9.1) 115 

(49.6) 

67 (28.9) 23 (9.9) 6 (2.6) 

Do you or you team assist your palliative 

care patients in addressing unfinished 

business so that there are no 

outstanding issues? 

15 (6.5) 97 (41.8) 83 (35.8) 31 (13.4) 6 (2.6) 

Do you or your team assist your 

palliative care patients in preparing 

advance directives (such as Living Wills)? 

14 (6.0) 57 (24.6) 87 (37.5) 69 (29.7) 5 (2.2) 

Do you or your team record patients' 

wishes or spiritual beliefs concerning the 

dying process? 

34 (14.7) 76 (32.8) 84 (36.2) 31 (13.4) 7 (3.0) 

Do you or your team record preferred 

place of care/place of death? 

62 (26.7) 127 

(54.7) 

30 (12.9) 9 (3.9) 4 (1.7) 
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Deaths taking place at home 

Figure 3: Number of patient deaths taking place at home 

 

 

Reliability of death number 

Reliability of cancer death figure Response n (%) 

N/a, not provided 134 (57.8) 

Taken from records 43 (18.5) 

Estimated 53 (22.8) 

Missing 2 (0.9) 
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Figure 4: Percentage of patient deaths taking place at home 

 

 

 

 

Reliability of % of cancer deaths at home Response n (%) 

N/a, not known 132 (56.9) 

Taken from records 41 (17.7) 

Estimated 53 (22.8) 

Missing 6 (2.6) 
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Figure 5: Preferred place of death 

 

 

 

Reliability of preferred place of death Response n (%) 

N/a, not known 182 (78.4) 

Taken from records 11 (4.7) 

Estimated 36 (15.5) 

Missing 3 (1.3) 
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Figure 6: % preferred place of death 

 

 

 

Reliability of % of preferred place of death Response n (%) 

N/a, not known 167 (72.0) 

Taken from records 13 (5.6) 

Estimated 49 (19.8) 

Missing 6 (2.6) 
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Other questions 

 Response n (%) 

 In every 

case 

In most 

cases 

In some 

cases 

Rarely 

or 

never 

Missing 

Do you or your team routinely assess 

and discontinue inappropriate 

interventions (including medication) in 

the last days of life? 

73 

(31.5) 

134 

(57.8) 

15 (6.5) 3 (1.3) 7 (3.0) 

Do you or your team record a named 

family carer with whom care can be 

discussed and coordinated? 

58 

(25.0)  

119 

(51.3) 

44 

(19.0) 

6 (2.6) 5 (2.2) 

Are the family and carers given 

appropriate written information? 

24 

(10.3) 

101 

(43.5) 

87 

(37.5) 

14 (6.0) 6 (2.6) 

Do you or your team document the 

family/carers' insights into the patient's 

condition? 

25 

(10.8) 

113 

(48.7) 

74 

(31.9) 

12 (5.2) 8 (3.4) 

Do you or your team send a handover 

form for out-of-hours care for your 

palliative care patients? 

109 

(47.0) 

97 

(41.8) 

20 (8.6) 2 (0.9) 4 (1.7) 

Do you or your partners make yourselves 

available out-of-hours to your palliative 

care patients in the terminal stages of 

illness? 

11 (4.7) 21 (9.1) 81 

(34.9) 

112 

(48.3) 

7 (3.0) 

Is evidence of impending death routinely 

documented? 

31 

(13.4) 

137 

(59.1) 

46 

(19.8) 

9 (3.9) 9 (3.9) 
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Quality 

Which of the following form part of your practice’s 

regular activities in relation to palliative care? 

Response n (%) 

 No Yes Missing  

Audit 142 (61.2) 89 (38.4) 1 (0.4) 

Reflective practice or Significant Event Analysis 36 (15.5) 195 (84.1) 1 (0.4) 

Practice protocols 176 (75.9) 55 (23.7) 1 (0.4) 

Targeted learning 155 (66.8) 76 (32.8) 1 (0.4) 

 

How do you rate the quality of palliative care in your practice? 

How do you rate the quality of palliative care in 

your practice? 

Response n (%) 

Very good 38 (16.4) 

Good 122 (52.6) 

Satisfactory 66 (28.4) 

Poor 1 (0.4) 

Very poor 0 (-) 

Missing 5 (2.2) 

 

General Practice End of Life Care Index  

The mean General Practice End of Life Care Index score across the 162 practices that 

had responses for these questions was 32.61 (SD= 6.50; 95% confidence interval = 

31.59,33.64; median = 32).  The mean Practice Organisation (PO) subscale score 

across the 169 practices that had responses for these questions was 11.40 (SD= 1.80; 

95% confidence interval = 11.15,11.67; median = 12).   The mean Clinical Care (CC) 

subscale score across the 213 practices that had responses for these questions was 

21.40  (SD= 5.87; 95% confidence interval = 20.58,22.25; median = 21). 
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Comparison of Midhurst versus non-Midhurst practices  

 

Participation in End of Life Care Initiatives 

Initiative     

  Non-Midhurst Midhurst Total 

Gold Standard Framework No 33 (15.5) 4 (21.1) 37 (15.9) 

 Yes 180 (84.5) 15 (78.9) 195 (84.1) 

Liverpool Care Pathway No 76 (35.7) 6 (31.6) 82 (35.3) 

 Yes 137 (64.3) 13 (68.4) 150 (64.7) 

Advanced Care Planning No 165 (77.5) 15 (78.9) 180 (77.6) 

 Yes 48 (22.5) 4 (21.1) 52 (22.4) 

Preferred Place of Care  No 187 (87.8) 16 (84.2) 203 (87.5) 

 Yes 26 (12.2) 3 (15.8) 29 (12.5) 

Other initiative No 203 (95.3) 18 (94.7) 221 (95.3) 

 Yes 10 (4.7) 1 (5.3) 11 (4.7) 

Total  213 (100) 19 (100)  
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There was no significant difference between the practices signed up for Midhurst 

and those that were not in the number of Palliative Care initiatives in which they 

were involved (χ2
trend = 0.002; df=1; p=0.965).  

 

 

Palliative Care provision 

There was not a significant difference between the practices referring patients to 

Midhurst and those who did not and whether the practices had 24-hour access to 

specialist palliative care advice and whether the practices had 24-hour access to care 

by community care nurses. There was a significant difference between the practices 

referring patients to Midhurst and those who did not and whether the practice have 

24-hour access to admissions to a specialist palliative care unit, hospice, or 

designated palliative care beds (χ2 = 5.00; degrees of freedom (df) = 1; p = 0.025). Of 

the 18 practices referring patients to Midhurst, five (27.8) had 24-hour access to 

admissions to a specialist palliative care unit, hospice, or designated palliative care 

beds, compared with the 203 practices which did not refer patients to Midhurst, of 

which 118 (58.1%) had 24-hour access to admissions to a specialist palliative care 

unit, hospice, or designated palliative care beds. 
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  Non-Midhurst Midhurst Total 

Does the practice have 24-hour access to 

specialist palliative care advice from 

palliative care physicians, specialist 

nurses, or by phone to a specialist unit? 

No 36 (17.7) 3 (15.8) 39 (17.6) 

Yes 167 (82.3) 16 (84.2) 183 (82.4) 

Does the practice have 24-hour access to 

care by community nurses? 

No 67 (32.5) 6 (31.6) 73 (32.4) 

Yes 139 (67.5) 13 (68.4) 152 (67.6) 

Does the practice have 24-hour access to 

admissions to a specialist palliative care 

unit, hospice, or designated palliative 

care beds? 

No 85 (41.9) 13 (72.2) 98 (44.3) 

Yes 118 (58.1) 5 (27.8) 123 (55.7) 

 

     

  Non-Midhurst Midhurst Total 

MacMillan GP Facilitator No 185 (100) 16 (100) 201 (100) 

Yes 0 (-) 0 (-) 0 (-) 

Medical post in Hospice or 

Palliative Care 

No 180 (97.3) 16 (100) 180 (97.5) 

Yes 5 (2.7) 0 (-) 5 (2.5) 

GP with Special Interest post in 

Palliative Care 

No 177 (95.7) 16 (100) 193 (96.0) 

Yes 8 (4.3) 0 (-) 8 (4.0) 

Diploma or Master’s in 

Palliative Care 

No 181 (97.8) 16 (100) 197 (98.0) 

Yes 4 (2.2) 0 (-) 4 (2.0) 

Other managerial/academic 

post related to Palliative Care 

No 179 (96.8) 15 (93.8) 194 (96.5) 

Yes 6 (3.2) 1 (6.3) 7 (3.5) 

 

Participation in Educational Activities 

     

  Non-Midhurst Midhurst Total 

Training practice for GP 

registrars 

No 71 (38.4) 4 (25.0) 75 (37.3) 

Yes 114 (61.6) 12 (75.0) 126 (62.7) 

Teaching practice for medical 

students 

No 55 (29.7) 7 (43.8) 62 (30.8) 

Yes 130 (70.3) 9 (56.3) 139 (69.2) 

Total  185 (100) 16 (100)  
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Rating of quality of palliative care 

 Non-Midhurst Midhurst Total 

Poor 1 (0.5) 0 (-) 1 (0.4) 

Satisfactory 63 (30.1) 3 (16.7) 66 (29.1) 

Good 113 (54.1) 9 (50.0) 122 (53.7) 

Very Good 32 (15.3) 6 (33.3) 38 (16.7) 

Total 209 (100) 18 (100) 227 (100) 

 

 Non-Midhurst Midhurst Total 

Poor / Satisfactory 64 (30.6) 3 (16.7) 67 (29.5) 

Good / Very Good 145 (69.4) 15 (83.3) 160 (70.5) 

Total 209 (100) 18 (100) 227 (100) 
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General Practice End of Life Care Index 

There was not a significant difference in the mean General Practice End of Life Care 

Index score between the practices that referred patients to Midhurst and the sample 

of those that did not (t=0.067; df= 13.182; p=0.947). The mean General Practice End 

of Life Care Index score for the practices that referred patients to Midhurst was 

32.46 (95% CI= 27.39, 36.54; n=13) and the mean score for practices that did not 

refer patients to Midhurst was 32.62 (95% confidence interval (CI)= 31.60,33.64; 

n=149). 

There was not a significant difference in the mean Practice Organisation (PO) 

subscale score between the practices that referred patients to Midhurst and the 

sample of those that did not (t=0.625; df= 14.735; p=0.541). The mean Practice 

Organisation (PO) subscale score for the practices that referred patients to Midhurst 

was 11.07 (95% CI= 9.93,12.07; n=14) and the mean score for practices that did not 

refer patients to Midhurst was 11.43 (95% CI= 11.14,11.68; n=155). 

There was not a significant difference in the mean Clinical Care (CC) subscale score 

between the practices that referred patients to Midhurst and the sample of those 

that did not (t=-0.269; df= 16.510; p=0.791). The mean Clinical Care (CC) subscale 

score for the practices that referred patients to Midhurst was 21.88 (95% CI= 

17.60,25.25; n=16) and the mean score for practices that did not refer patients to 

Midhurst was 21.37 (95% CI= 20.57,22.21; n=197). 
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Comparison across Primary Care Trusts 

 

There was not a significant difference across the three PCTs as to whether the 

practices had 24-hour access to specialist palliative care advice (χ2 = 1.88; degrees of 

freedom (df) = 2; p = 0.391) or whether the practices had 24-hour access to care by 

community care nurses (χ2 = 5.33; degrees of freedom (df) = 2; p = 0.070) or 

whether the practices had 24-hour access to admissions to a specialist palliative care 

unit, hospice, or designated palliative care beds (χ2 = 0.233; degrees of freedom (df) 

= 2; p = 0.890).  

 

Initiative  Primary Care Trust n (% within Trust)  

  West Sussex Hampshire Surrey Total 

Does the practice have 24-

hour access to specialist 

palliative care advice from 

palliative care physicians, 

specialist nurses, or by 

phone to a specialist unit? 

No 6 (11.3) 19 (19.6) 14 (19.4) 39 (17.6) 

Yes 47 (88.7) 78 (80.4) 58 (80.6) 183 (82.4) 

Does the practice have 24-

hour access to care by 

community nurses? 

No 18 (34.0) 38 (39.2) 17 (22.7) 73 (32.4) 

Yes 35 (66.0) 59 (60.8) 58 (77.3) 152 (67.6) 

Does the practice have 24-

hour access to admissions 

to a specialist palliative care 

unit, hospice, or designated 

palliative care beds? 

No 25 (47.2) 41 (43.2) 32 (43.8) 98 (44.3) 

Yes 28 (52.8) 54 (56.8) 41 (56.2) 123 (55.7) 

Total  53 (100) 95 (100) 73 (100) 221 
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Participation in End of Life Care Initiatives 

There was a significant difference in the use of the Gold Standard Framework (GSF) 

(χ2 = 7.72; degrees of freedom (df) = 2; p = 0.021) and the Liverpool Care Pathway 

(χ2 = 8.87; degrees of freedom (df) = 2; p = 0.012) across the three Primary Care 

Trusts (PCTs). Hampshire Primary Care Trust had the largest proportion of practices 

using the GSF (90.8%; n=89) and the Liverpool Care Pathway (73.5%; n = 72). There 

was not a significant difference in the use of Advanced Care Planning, Preferred 

Place of care or in the use of other initiatives. 

 

Initiative  Primary Care Trust n (% within Trust)  

  West Sussex Hampshire Surrey Total 

Gold Standard Framework No 9 (15.8) 9 (9.2) 18 (24.7) 37 (15.9) 

 Yes 48 (84.2) 89 (90.8) 58 (75.3) 195 (84.1) 

Liverpool Care Pathway No 19 (33.3) 26 (26.5) 37 (48.1) 82 (35.3) 

 Yes 38 (66.7) 72 (73.5) 40 (51.9) 150 (64.7) 

Advanced Care Planning No 42 (73.7) 72 (73.5) 66 (85.7) 180 (77.6) 

 Yes 15 (26.3) 26 (26.5) 11 (14.3) 52 (22.4) 

Preferred Place of Care  No 50 (87.7) 86 (87.8) 67 (87.0) 203 (87.5) 

 Yes 7 (12.3) 12 (12.2) 10 (13.0) 29 (12.5) 

Other initiative No 54 (94.7) 95 (96.9) 72 (93.5) 221 (95.3) 

 Yes 3 (5.3) 3 (3.1) 5 (6.5) 11 (4.7) 

Total  57 (100) 98 (100) 77 (100)  

 

There was a significant difference across the three PCTs in the numbers of initiatives 

in which the practices were involved (χ2
trend = 3.89; df=1; p=0.049). Hampshire had 

highest rate of participation, with 74 of the 98 practices (>75%) participating in two 

or more initiatives, and Surrey had the lowest rate of participation, with 40 of the 77 

practices (52%) participating in two or more initiatives. 

 

 Primary Care Trust n (% within Trust)  

 West Sussex Hampshire Surrey Total 

0 5 (8.8) 5 (5.1) 17 (22.1) 27 (11.6) 

1 16 (28.1) 19 (19.4) 20 (26.0) 55 (23.7) 

2 21 (36.8) 48 (49.0) 23 (29.9) 92 (39.7) 

3-5 15 (26.3) 26 (26.5) 17 (22.1) 58 (25.0) 

Total 57 (100) 98 (100) 77 (100) 232 (100) 
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Palliative Care provision 

There was not a significant difference in the level of Palliative Care provision across 

the three Primary Care Trusts (PCTs). This was partly due to the low cell counts for 

participation in certain activities, which meant that some p values that appeared 

significant were not reliable.  

 

  Primary Care Trust n (% within Trust)  

  West Sussex Hampshir

e 

Surrey Total 

MacMillan GP Facilitator No 51 (100) 84 (100) 66 (100) 201 (100) 

Yes 0 (-) 0 (-) 0 (-) 0 (-) 

Medical post in Hospice or 

Palliative Care 

No 51 (100) 79 (94.0) 66 (100) 196 (97.5) 

Yes 0 (-) 5 (6.0) 0 (-) 5 (2.5) 

GP with Special Interest post 

in Palliative Care 

No 50 (98.0) 79 (94.0) 64 (97.0) 193 (96.0) 

Yes 1 (2.0) 5 (6.0) 2 (3.0) 8 (4.0) 

Diploma or Master’s in 

Palliative Care 

No 51 (100) 82 (97.6) 64 (97.0) 197 (98.0) 

Yes 0 (-) 2 (2.4) 2 (3.0) 4 (2.0) 

Other managerial/academic 

post related to Palliative 

Care 

No 51 (100) 78 (92.9) 65 (98.5) 194 (96.5) 

Yes 0 (-) 6 (7.1) 1 (1.5) 7 (3.5) 
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Participation in Educational Activities 

There was not a significant difference in whether practices were training practices 

for GP registrars across the three PCTs. The only reliable p value that approached 

statistical significance was whether practices were teaching practices for medical 

students (p=0.055). 

Training practice for GP 

registrars 

No 18 (35.3) 29 (34.5) 28 (42.4) 75 (37.3) 

Yes 33 (64.7) 55 (65.5) 38 (57.6) 126 (62.7) 

Teaching practice for 

medical students 

No 16 (31.4) 19 (22.6) 27 (40.9) 62 (30.8) 

Yes 35 (68.6) 65 (77.4) 39 (59.1) 139 (69.2) 

Total  51 (100) 84 (100) 66 (100)  
 

Rating of quality of palliative care 

There was a significant difference in the way the practices rated the quality of 

palliative care (χ2 = 12.47; degrees of freedom (df) = 6; p = 0.052) across the three 

Primary Care Trusts (PCTs). The practices within the Hampshire Primary Care Trust 

had the highest proportions of practices rating their palliative care as good (n=58/95; 

61.1%) and very good (n=19/95; 20.0%). 

 Primary Care Trust n (% within Trust)  

 West Sussex Hampshire Surrey Total 

Very poor / Poor 0 (-) 0 (-) 1 (1.3) 1 (0.4) 

Satisfactory 17 (30.4) 18 (18.9) 31 (40.8) 66 (29.1) 

Good 31 (55.4) 58 (61.1) 33 (43.4) 122 (53.7) 

Very Good 8 (14.3) 19 (20.0) 11 (14.5) 38 (16.7) 

Total 56 (100) 95 (100) 76 (100) 227 (100) 
 

There was a significant difference in the way the practices rated the quality of 

palliative care (χ2 = 10.91; degrees of freedom (df) = 2; p = 0.004) across the three 

Primary Care Trusts (PCTs). The practices within the Hampshire Primary Care Trust 

had the highest proportions of practices rating their palliative care as good or very 

good (n=77/95; 81.1%) and Surrey had the lowest (n=44/76; 57.9%). 

 

 

Primary Care Trust n (% within Trust)  

 West Sussex Hampshire Surrey Total 

Poor / Satisfactory 17 (30.4) 18 (18.9) 32 (42.1) 67 (29.5) 

Good Very Good 39 (69.6) 77 (81.1) 44 (57.9) 60 (70.5) 

Total 56 (100) 95 (100) 76 (100) 227(100) 
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Practice End of Life Care Index 

Overall, there was a significant difference in the mean General Practice End of Life 

Care Index score among the three Primary Care Trusts (F=4.325; p=0.015). The mean 

General Practice End of Life Care Index score for the practices in West Sussex was 

30.90 (95% CI= 28.85, 32.82; n=40), the mean score for practices in Hampshire was 

32.10 (95% confidence interval (CI)= 30.61,33.62; n=71) and mean score for practices 

in Surrey was 34.67 (95% confidence interval (CI)= 33.08,36.33; n=51). 

Overall, there was not a significant difference in the mean Practice Organisation (PO) 

subscale score among the three Primary Care Trusts (F=0.647; p=0.525). The mean 

Practice Organisation (PO) subscale score for the practices in West Sussex was 11.48 

(95% CI= 11.02, 11.90; n=42), the mean score for practices in Hampshire was 11.23 

(95% confidence interval (CI)= 10.73,11.69; n=74) and mean score for practices in 

Surrey was 11.58 (95% confidence interval (CI)= 11.17,12.02; n=53). 

Overall, there was not a significant difference in the mean Clinical Care (CC) subscale 

score among the three Primary Care Trusts (F=2.310; p=0.102). However, the mean 

Clinical Care (CC) subscale score for the practices in West Sussex was significantly 

lower, i.e., 19.98 (95% CI= 18.53, 21.40; n=53), than the mean score for practices for 

Hampshire, which was 21.61 (95% confidence interval (CI)= 20.52,22.73; n=90), and 

lower than the mean score for practices in Surrey, which was 22.21 (95% confidence 

interval (CI)= 20.64,23.61; n=70). 
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Factors associated with poor/satisfactory quality of palliative care provision 

A forward stepwise method of variable entry was used for selecting variables for the 

logistic regression model. Variables that were significantly associated with 

poor/satisfactory quality of palliative care provision were considered for the model. 

Four variables were included in the final logistic regression model, of which there 

were significantly associated with poor/satisfactory ratings of quality of care 

provision: Primary Care Trust (p<0.001), size of practice (in terms of patients 

numbers) (p=0.054), Practice Organisation (PO) subscale score (p=0.027)  and the 

Clinical Care (CC) subscale score (p=0.009). Practices in Hampshire were less likely to 

rate their palliative care provision as poor/satisfactory (Odds ratio (OR) = 0.34; 95% 

CI = 0.123,0.939;  p=0.037) than practices in West Sussex. Practices in Surrey were 

more likely to rate the quality of their palliative care provision as poor/satisfactory 

(Odds ratio (OR) = 3.00; 95% CI = 1.12,8.02;  p=0.029) than practices in West Sussex. 

Each increment in the Clinical Care (CC) subscale score was associated with a 

reduction in the likelihood of a practice rating its palliative care provision as 

poor/satisfactory (OR=0.78; 95% CI = 0.62,0.97) and each increment in the Clinical 

Care (CC) subscale score was associated with a reduction in the likelihood of a 

practice rating its palliative care provision as poor/satisfactory (OR=0.90; 95% CI = 

0.83,0.97). 

 

Comparison of three Primary Care Trusts with other Primary Care Trusts in England 

in 2007 national survey. 

Initiative     

  Rest of England Hampshire, Surrey, West 

Sussex 

Total 

Gold Standard Framework No 616 (38.5) 16 (17.4) 632 (37.4) 

 Yes 984 (61.5) 76 (82.4) 1060 (62.6) 

Liverpool Care Pathway No 1164 (72.8) 61 (66.3) 1225 (72.4) 

 Yes 436 (27.3) 31 (33.7) 467 (27.6) 

Advanced Care Planning No 1442 (90.1) 88 (95.7) 1530 (90.4) 

 Yes 158 (9.9) 4 (4.3) 162 (9.6) 

Preferred Place of Care  No 1365 (85.3) 84 (91.3) 1449 (85.6) 

 Yes 235 (14.7) 8 (8.7) 2443 (14.4) 

Other initiative No 1472 (92.0) 88 (95.7) 1560 (92.2) 

 Yes 128 (8.0) 4 (4.3) 132 (7.8) 

Total  1600 (100) 92 (100) 1692 (100) 
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There was a significant difference in the 2007 national survey between the practices 

in Hampshire, Surrey, and West Sussex and those in the rest of England in the take-

up of the Gold Standard (χ2= 15.68; df=1; p<0.001). A higher proportion of practices 

used the GSF in Hampshire, Surrey, and West Sussex (76/92; 82.4%) compared with 

the rest of England (984/1600; 61.5%). 

 

Rating of quality of 

palliative care 

Rest of England Hampshire, Surrey, 

West Sussex 

Total 

Very Poor / Poor 30 (1.9) 1 (1.1) 31 (1.9) 

Satisfactory 407 (26.0) 23 (25.0) 430 (26.0) 

Good 774 (49.5) 54 (58.7) 828 (50.0) 

Very Good 353 (22.6) 14 (15.2) 367 (22.2) 

Total 1564 (100) 92 (100) 1656 (100) 

 

There was not a significant difference between the practices in Hampshire, Surrey, 

and West Sussex and those in the rest of England in the way the practices rated their 

quality of palliative care provision (χ2= 3.95; df=3; p=0.267). 

The mean General Practice End of Life Care Index score for the practices in 

Hampshire, Surrey, West Sussex in the 2007 survey was 32.05 (95% CI= 30.08, 33.95; 

n=73) and the mean score for practices in the rest of England was 30.89 (95% 

confidence interval (CI)= 30.41,31.33; n=1263). 

The mean Practice Organisation (PO) subscale score for the practices in Hampshire, 

Surrey, West Sussex in the 2007 survey was 10.84 (95% CI= 10.27, 11.40; n=73) and 

the mean score for practices in the rest of England was 10.28 (95% confidence 

interval (CI)= 10.14,10.41; n=1263). 

The mean Clinical Care (CC) subscale score for the practices in Hampshire, Surrey, 

West Sussex in the 2007 survey was 21.22 (95% CI= 19.56, 22.78; n=73) and the 

mean score for practices in the rest of England was 20.61 (95% confidence interval 

(CI)= 20.22,20.99; n=1263). 
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Comparison of three 

Primary Care Trusts in 2007 

with those included in the 

Midhurst survey in 2011. 

 Hampshire, Surrey, West Sussex n (%) 

  2007 national survey 2011 Midhurst study 

Gold Standard Framework No 16 (17.4) 37 (15.9) 

 Yes 76 (82.4) 195 (84.1) 

Liverpool Care Pathway No 61 (66.3) 82 (35.3) 

 Yes 31 (33.7) 150 (64.7) 

Advanced Care Planning No 88 (95.7) 180 (77.6) 

 Yes 4 (4.3) 52 (22.4) 

Preferred Place of Care  No 84 (91.3) 203 (87.5) 

 Yes 8 (8.7) 29 (12.5) 

Other initiative No 88 (95.7) 221 (95.3) 

 Yes 4 (4.3) 11 (4.7) 

Total  92 (100) 230 (100) 
 

 

There was a clear difference in the proportion of practices from Hampshire, Surrey 

and West Sussex in the 2007 survey and in the 2011 survey in the use of the 

Liverpool Care Pathway and Advanced Care Planning. 

 

Rating of quality of palliative 

care 

2007 national survey 2011 Midhurst study 

Very Poor / Poor 1 (1.1) 1 (0.4) 

Satisfactory 23 (25.0) 66 (28.4) 

Good 54 (58.7) 122 (52.6) 

Very Good 14 (15.2) 38 (16.4) 

Total 92 (100) 227 (100) 

 

The overall rating of quality of palliative care provision among the practices in the 

2007 national survey and in the 2011 Midhurst survey was very similar. 

The mean General Practice End of Life Care Index score for the practices in 

Hampshire, Surrey, West Sussex in the 2007 survey was 32.05 (95% CI= 30.08, 33.95; 

n=73) and the mean score for the practices in the 2011 Midhurst evaluation study 

was 32.61 (95% CI = 31.59,33.64; n=162). 

The mean Practice Organisation (PO) subscale score for the practices in Hampshire, 

Surrey, West Sussex in the 2007 survey was 10.84 (95% CI= 10.27, 11.40; n=73) and 
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the mean score for the practices in the 2011 Midhurst evaluation study was 11.40 

(95% confidence interval = 11.15,11.67). 

The mean Clinical Care (CC) subscale score for the practices in Hampshire, Surrey, 

West Sussex in the 2007 survey was 21.22 (95% CI= 19.56, 22.78; n=73) and the 

mean score for practices in the 2011 Midhurst evaluation study was 21.40  (95% 

confidence interval = 20.58,22.25). 

Comparison between Midhurst and non-Midhurst practices: 

 There were no significant differences between the Midhurst and non-Midhurst 
practices in: 

o The levels of participation in end-of-life care initiatives (either overall, 
or with respect to individual initiatives) 

o Whether the practices had 24-hour access to specialist palliative care 
advice and 24-hour access to care by community care nurses 

o Their rating of their quality of palliative care 
o The mean overall General Practice End of Life Care Index score, the 

mean Practice Organisation (PO) subscale score and the mean Clinical 
Care (CC) subscale score 
 

 There appeared to be significant differences between the Midhurst and non-
Midhurst practices in: 

o Whether the practices had 24-hour access to admissions to a 
specialist palliative care unit, hospice, or designated palliative care 
beds (Midhurst practices had less access) 

 

Comparison across Primary Care Trusts  

 There were no significant differences across the three PCTs as to: 
o Whether the practices had 24-hour access to specialist palliative care 

advice, whether the practices had 24-hour access to care by 
community care nurses and whether the practices had 24-hour access 
to admissions to a specialist palliative care unit, hospice, or 
designated palliative care beds 

o The levels of participation in the Advanced Care Planning and 
Preferred Place of Care end-of-life care initiatives 
 

 There appeared to be significant differences across the three PCTs in: 
o The numbers of end-of-life care initiatives in which the practices were 

involved and in the use of the Gold Standard Framework (GSF) and 
the Liverpool Care Pathway (Hampshire had the highest use of both 
end of life care initiatives 

o The way the practices rated the quality of palliative care (the 
Hampshire Primary Care Trust had the highest proportions of 
practices rating their palliative care as good or very good and Surrey 
had the lowest) 
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o The mean General Practice End of Life Care Index score among the 
three Primary Care Trusts (Surrey was highest, then Hampshire, then 
West Sussex) 
 

Factors associated with poor/satisfactory quality of palliative care provision 

 Primary Care Trust, size of practice (in terms of patients numbers),  Practice 
Organisation (PO) subscale score and the Clinical Care (CC) subscale score were all 
independently associated with poor/satisfactory quality of palliative care provision 

o Practices in Hampshire were less likely to rate the quality of their 
palliative care provision as poor/satisfactory and practices in Surrey 
were more likely to than practices in West Sussex 

o Practices with higher Practice Organisation (PO) subscale scores and 
higher Clinical Care (CC) subscale scores were less likely to rate the 
quality of their palliative care provision as poor/satisfactory 

 

Comparison of three Primary Care Trusts with other Primary Care Trusts in England 

in 2007 national survey 

 There was a significant difference in the 2007 national survey between the practices 
in Hampshire, Surrey, and West Sussex and those in the rest of England in the take-
up of the Gold Standard Framework. A higher proportion of practices used the GSF in 
Hampshire, Surrey, and West Sussex in 2007 compared with the rest of England 

 There was not a significant difference between the practices in Hampshire, Surrey, 
and West Sussex and those in the rest of England in the way the practices rated their 
quality of palliative care provision 

 The practices in Hampshire, Surrey, West Sussex included in the 2007 survey had 
significantly higher General Practice End of Life Care Index scores, higher Practice 
Organisation (PO) subscale scores and higher Clinical Care (CC) subscale scores than 
the practices in the rest of England 

 
Comparison of three Primary Care Trusts in 2007 with those included in the 

Midhurst survey in 2011. 

 In the 2011 survey, there was a higher proportion of practices from Hampshire, 
Surrey and West Sussex using the Liverpool Care Pathway and Advanced Care 
Planning compared with the practices from Hampshire, Surrey and West Sussex in 
2007 

 The overall rating of quality of palliative care provision among the practices in the 
2007 national survey and in the 2011 Midhurst survey was very similar 

 The mean General Practice End of Life Care Index score and the mean Clinical Care 
(CC) subscale score for the practices in Hampshire, Surrey, West Sussex in 2011 
survey was similar to that in 2007, but the mean Practice Organisation (PO) subscale 
score was higher in 2011 
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Qualitative responses from the GP End of Life Care survey 
 
The questionnaire included free text questions to ask respondents their views and 

experiences of what constituted good supportive and palliative care in General 

Practice, and what would (or had) helped to improve it. Two questions were used:  

‘In your view what are the useful markers of good quality in palliative care in general 

practice?’  

‘What has enabled you, or would enable you to improve supportive and palliative 

care?’ 

This part of the survey is presented here, in the context of the responses made 

elsewhere in the questionnaire. 

Questionnaires were sent out to all GP Practices in the three PCTS of Hampshire, 

West Sussex and Surrey. After removal of duplicate mailings to Practices, and 

removal of duplicate replies, the population was identified as numbering 418 

Practices.  232 (55.5%)  Practices returned completed questionnaires, and of these 

165 (71.1%) gave responses to the first question, and 165 to the second, although 

these were not always the same respondents. The majority (81.6%) of the 

questionnaires were completed by GPs.  

A framework analysis approach was used to describe and group the markers 

identified by respondents. Additionally, some wider themes could be identified in 

the answers given. 

In your view what are the useful markers of good quality in palliative care in general 
practice? 
 
Feedback or response from the family was the factor most named by Practices:  this 

was sometimes simply named, sometimes examples were given, which might be 

either formal or informal. Some GPs included feedback from the patient within this. 

This factor was named by 47 GPS, and 12 of these included patient feedback.  In 16 

instances, this was the only marker stated. 

For example: 
 

‘Family and carers being satisfied that the process had been led to a good 
death.’   

 
‘That surviving relatives are overtly thankful for the care given by our 
team.’   
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‘We get very good feedback from both patients and relatives during and 
after terminal care and it is usually very positive.’         
 
‘Family able to cope and feel no guilt when their relative has died.’ 
 
‘Letters of thanks.’ 
 
‘Good feedback from rest of the family.’ 
 
‘Satisfaction of relatives and patient.’ 
 
‘...The relatives are happy with the way it was all handled.’   
 
‘...Carers’ response after death...’    
     
‘How well the post death follow-up phone call goes with the next of kin.’                   

 
 

Dying in preferred place of death was named by 45 Practices. This was variously 

described as ‘achieving’ death in the preferred place, ‘enabling’ or ‘allowing’ it. 

There was usually an assumption that the preferred place was home. It might be 

coupled with the idea of a ‘good death’, or respecting patients ‘wishes. An additional 

4 Practices named reducing or avoiding admissions to hospital. This was the sole 

marker stated in only two cases. 

For example: 
 

‘...Preferred place of care achieved...’ 
 
‘...Enabling death where patient chooses...’ 
 
‘To allow patients to have a pain free dignified death in the place that they 
choose to die.’ 
 
‘...enabling patient to die in their preferred place of death i.e. home.’ 
 
‘...Trying to respect end of life wishes e.g. preferred place of death...’         
 
‘...Set out objectives such as preferred place of death and achieve those 
objectives.’ 
 
‘Probably the number of patients who actually die at home.’       
 
‘Patient died where they wanted to die.’ 
 
‘Deaths occurring at preferred place of death...’ 
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‘Emergency admission and death in hospital avoided, where patient would 
prefer to be at home. ...’                                               
 

 
Communication with the patient and family was named by 38 Practices. This might 

also include ideas such as liaising, contact and access. In 5 instances this was the only 

marker named. 

For example: 
 

‘...Good communication with patient & family.’ 
 
‘...Continuous liaison between all professionals with feedback to carers and 
patient’s family.’ 
 
   ‘Communication carer -doctor- nurse- patient...’ 
 
‘...Involvement of pt and carer in frank, open discussions good 
communication...’ 
 
‘...Patient and family fully aware of disease, prognosis events and who to 
contact at any time...’   
 
‘...Good communication and honesty with patient and family...’ 
 
‘Engagement of family and openness...’ 
 
‘...Liaising closely with families/carers.’   

                
 

Continuity of care was indicated by 37 Practices. Of these, 16 were referring to 

keeping continuity by having consistent staff members; 11 were referring to their 

liaison with Out of Hours care; and 7 to ease of access to care by the patient and 

family. In three instances this was the sole marker named. 

For example: 
 

‘Continuity of care’. 
 
‘...Good handover...’ 
 
‘...Consistency of team staff...’ 
 
 ‘Continuity of care with a named practitioner of pts preference...’ 
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‘Continuity of care. We have personal lists.’ 
 
‘...Able to contact different agencies easily.’ 
 
‘...Continuity of care is vital. Ensuring OOH and DNs are kept informed and 
vice versa...’ 
 
‘...Good handover and note keeping - partners and OOH...’ 
 
‘Own GP available out of hours in last week...’    
 

                   
Communication with professionals and communication in general was named by 36 

Practices. Of these, 11 mentioned communication in general, and 5 combined their 

comments on patients, families and professionals. Occasionally, it is unclear whether 

the word ‘carer’ refers to family members (informal carers), or to professional 

careers. In 5 instances this was the only marker named. In one case the responder 

was indicating the need to improve communication. 

For example: 
 

‘...Ensuring good communication to allow for 'good death' at preferred 
place.’  
 
‘Good regular communication with full primary healthcare team especially 
community nurses.’       
 
‘...Continuous liaison between all professionals with feedback to carers and 
patients family...’ 
 
‘Good communication within the primary health care and local hospice 
provider.’ 
 
‘Good regular communication between GPs district nurses team and 
palliative care team...’ 
 
‘...Good communications by ALL involved...’ 
 
‘Good communication between all members of the primary health care 
team from reception staff through to GPs, practice nurses, district nurses 
and hospice. Also OOH's service...’ 
 
‘...All agencies to work in conjunction, which requires excellent 
communication.’    
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Related to communication between professionals was the idea of teamwork, 
including the co-ordination of care. There were 22 mentions of this. In 6 instances it 
was the only marker mentioned, and in one instance the focus was on the need to 
improve it in the Practice. 
 

For example: 
  
‘Multidisciplinary team working & communicating within team...’ 
 
‘Coordinate palliative care team/GP practice/patient/carer.’ 
 
‘Good team functioning, particularly the role of reception and admin staff.  
 
District nurses are I think the most important members of the palliative care 
team, and locally are being cut in numbers and staff grade.’ 
 
‘...Involved multi-disciplinary team...’ 
 
‘Good team of district nurses and good Macmillan nurse support is key.’   
 
‘Team work and communication...’ 
 

Regular meetings, formal and informal were named by 12 respondents. In 4 

instances this was the only marker mentioned. 

 
‘Multidisciplinary team working with regular formal and informal meetings 
and close liaison/relationship with hospices.’   
 
‘Regular meeting. Regular 'ad hoc' discussion between GPs/team.’ 
 
‘On-going regular meetings with the hospice and monthly clinical meetings 
with all Drs to identify and discuss any new / on-going patients.’ 

 
Organisational/Practice related factors were named by 9 respondents. In three 
instances this was the only marker mentioned. 

 
‘...DNs based in surgery and easily available.’ 
 
‘...Level of GP interest.’ 
 
‘A supportive, reactive and available District Nurse team. Unfortunately 
recently these teams have been moved out of GP surgeries and are now 
centrally located in Dorking creating difficulties in communication and 
feedback.’   
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The involvement of specialist palliative care was mentioned by 24 respondents. 

Sometimes this was in the context of another factor (such as communication), but in 

some instances a particular point was being made about specialist palliative care. In 

one instance this was the sole marker named. 

For example: 
 
‘...Input by palliative care team/specialists...’ 
 
‘...Close liaison between Macmillan nurses & GPs.’     
   
 ‘...Well managed symptom control, visits by palliative medicine 
specialists...’   
 
‘Ready accessibility of the palliative care team...’ 
 
‘Access to specialist palliative care services to advise and support 
community primary care team in assessing patients. Advising on end of life 
care plans.’ 
 

 
Symptom control was indicated by 33 Practices. Most of these were simple 

mentions, with a few making a further point, such as whether all symptoms could be 

controlled, and whether they felt confident in this area. No-one named this as their 

sole marker. 

For example: 
 
‘...patient pain free and comfortable.’   
 
‘Relief of distress, symptoms controlled. Adequate pain relief...’ 
 
‘Patient remains symptom free...’ 
 
‘...Pain relief...’ 

 
‘...we will do our utmost to ensure symptoms are controlled...’ 
 
‘...In least discomfort pain possible. Least side effects of medication & 
sedation.’ 
 
‘...Confidence in treating symptoms...’ 
 
‘...Good symptomatic control and anticipation.’ 
 
‘Relieve pain. Reduce suffering...’ 
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‘...Patient is as comfortable as possible...’ 
 
‘...Management of symptoms effectively...’ 

 
Making the patient’s wishes central was named by 22 Practices, with making the 

family’s wishes central included by 15 of these Practices. A range could be seen, 

from those who would plan care based on their own view of need, those who would 

take wishes into consideration, through to those who would comply with wishes. A 

few responses made explicit that they would like to fulfil wishes, but might not be 

able to do this completely. In addition, 5 Practices referred to providing for or 

understanding patients’ needs, without actually saying these were based on patient 

wishes.  

Patient/carer wishes was the sole marker stated in only one instance. 
 
For example: 
 

‘Patients' wishes discussed, documented and fulfilled...’ 
 
‘...Respecting patients wishes.’ 
 
‘...Patient remains in control as long as possible. Where appropriate the 
patient's wishes are carried out...’  
 
‘...Patients / family wishes taken into account.’ 
 
‘...Trying to respect end of life wishes e.g. preferred place of death...’ 
 
‘...To know in advance (if poss) patient and carer wishes. To explain to carer 
what might happen. Personally I feel it is important not to give false high 
expectations, we will do our utmost to ensure symptoms are controlled...’ 
 
   ‘...If their preferences re the type of care mainly managed.’ 
 
‘Patient centred...’ 
 

 
Support for the carer and information for the carer was given by 13 respondents. In 

no instance was this the sole marker. 

 
‘...information for carers.’ 
 
‘...Looking after the carer as well.’   
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‘...To explain to carer what might happen...’ 
 
‘...Support for family to care for patients in place of choice.’   
 
'…After death family support.’                                         

 
 
A good death was indicated by 18 respondents: what made for a good death were 

factors such as being peaceful, symptom-controlled, dignified, with family present 

and in the place of choice. For 5 Practices this marker, including one or more of the 

contributing factors was the sole marker given.  

For example: 
 

‘...Ensuring good communication to allow for 'good death' at preferred 
place.’     
 
‘...Peaceful death...’ 
 
‘...Family/carers content with level of comfort / peacefulness of loved ones.’ 
 
‘Patient experiencing a good death - good symptom control and enabling 
patient to die in their preferred place of death i.e. home.’          
 
‘Peaceful dignified death in preferred place of care.’ 
 
‘Pain free. At rest. In desired place. Family present.’      
     

 
Planning was indicated by 26 respondents, which included ideas on preparing, 

assessing, anticipating, and avoiding crises. Anticipatory prescribing was mentioned 

by fifteen respondents of which only 2 had not mentioned other kinds of planning. In 

4 instances planning was the only marker mentioned.   

For example: 
 

‘No surprises' i.e. anticipation, and forewarning of staff carers and if 
requested the patient.’   

 
‘...Proactive rather than reactive - good planning. 'Scheduled' rather than 
unscheduled...’ 
 
‘Planned care. Avoiding crises...’ 
 
‘Timely anticipation of death. Preparing amongst multidisciplinary team.  
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‘Preparation for OOH events/need...’         
 
‘...Forward planning drugs in home etc.’ 
 
‘...To know in advance (if poss) patient and carer wishes. To explain to carer 
what might happen.[...] Equipment, medication in house early on.’ 
 
‘...On-going evidence based assessment. Early assessment to provide the 
means to develop a good relationship with the patient and family.’            
 
‘...Reduced unplanned hospital admissions.’       

 
Documentation was a related area mentioned by 13 respondents. Use of processes 

such as GSF & LCP imply documentation. No one gave this as a sole marker. 

‘Documentation of end of life, preferred place of death...’ 
 
‘...Documentation of care and planning in notes...’ 
 
‘...GSF. Use of LCP.’    
 
‘...Recording ACP discussion which implies that they have occurred...’ 
 
‘...Good record keeping including documentation of patients wishes. W.R.T. 
place of death resuscitation status and in the case of drugs in the home...’ 

 
Reviewing, feedback or staff feelings was indicated by 12 respondents, not always 

related to documentation. In no instance was it the sole marker. 

‘...Reflections of team...’ 
 
‘...It would be helpful to have a sample audit too to check patient relative  
views on service...’ 
 
‘...Audit of recent deaths..’. 
 
‘...An open - no blame - approach to discuss when things could have gone 
better...’    
 
‘...The staff involved were happy with the terminal process.’        
 
‘...Feedback from District Nurses...’ 
 

There were some markers indicated by respondents which were more intangible in 

nature.  There were 22 of these, (of which 4 overlapped with other markers such as 



78 

 

feedback from family and a good death). These were concerned with feelings, 

spiritual and holistic dimensions, and might be to do with professionals or with the 

patient and the family. In 2 instances this was the only marker given. 

For example; 
 

‘Little evidence but general feeling we get on reasonably okay.’         
 
‘... patients 'comfortable' with  process [...]  family 'comfortable' with  
process. 
 
‘...Sympathy, Efficiency, Kindness.’ 
 
‘...Spiritual needs discussed.’       
 
‘A holistic approach to end of life care - encompassing physical, 
psychological, emotional, and spiritual needs of the patients and their 
family.’         
 
‘...Trying to meet their needs in a caring way...’ 
 
‘..Feeling relaxed when enter house on a visit.’    
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Summary 
 

 The two markers most frequently mentioned were feedback from carers 
(which might include feedback from patients), and death in preferred place of 
care. Mentioned nearly as frequently was communication with patient and 
family. 

 

  Continuity of care was nearly as prominent, as was communication with 
professionals. Related to professional communication was the idea of 
teamwork, along with regular meetings and the involvement of specialist 
palliative care.  

 

 Keeping patients’ symptoms under control was another marker frequently 
named, as was a related factor, good death. Making the patient’s or family’s 
wishes central was also frequently given, with support and information for 
carers less frequently.  

 

 Forward planning, including anticipatory prescribing, was frequently 
mentioned. Documentation and reviewing, including staff feelings appeared, 
but to a lesser extent. 

 

 Intangible factors, concerned with feelings or spiritual dimensions were 
frequently mentioned. 

 

 Feedback from carers was also most frequently given as the sole marker of 
good palliative care. 

 
To a large extent, responses can be seen as picking up points that had already been 

raised in the earlier part of the questionnaire, as many of the markers mentioned 

had been prompted by items on the questionnaire. Data on numbers of deaths in 

home/preferred place of care was requested, and many questionnaire items imply 

communication with patients and families. Continuity of care, professional 

communication, co-ordination and so on featured strongly in the questionnaire 

items, with frequent reference to ‘you or your team’. Control of symptoms, noting 

wishes and giving support and information had all been on the questionnaire, as had 

planning, documenting and reviewing. It could be said that respondents had been 

primed by completing the questionnaire to name in particular the markers suggested 

by the questionnaire. 

Exceptions were feedback from the family, which was particularly prominent in the 

responses received, and which was most frequently mentioned as the sole marker. 

The idea of a good death was another marker not prompted by the questionnaire, 

and neither were those intangible factors, concerned with feelings or spiritual 

dimensions.  
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What has enabled you, or would enable you to improve supportive and palliative 

care? 

Good relationships with palliative care was the single factor most mentioned by 

respondents: 65 named this. Palliative care included local Macmillan nurses, 

hospice advice, palliative care physicians: it also included the provision of hands-on 

care from specialist palliative care.  

Sometimes respondents were commenting on a good existing service 
 

‘Good local palliative care team.’      
 
‘Good relationship with palliative care teams, easy contact to discuss 
problems, regular meetings...’ 
 
‘..Access to palliative care services is good...’ 
 
 ‘Liaison with local hospice. Good team relationship with hospice nurses 
doctors and district nurse colleagues.’   
 
‘Excellent support and education through regular meetings with our surgery 
based Macmillan nurse [name].’ 
 
‘...We are fortunate in having a v. supportive palliative care nursing team & 
consultant support. Macmillan nurse part of team.’   
 
 ‘Good local hospice with supportive community team and good 

communication...’ 

‘We are greatly helped by having good contacts with very supportive local 

hospice.’    

 ‘That provision of hospice at home has enabled improved care at home.’    

 ‘...Immediate access to advice from palliative care specialists.’ 

‘Very good support from local hospice with advice and homecare - although 

we may be about to lose this service...’ 

 

 In other instances they were explaining what would be of help: 

‘...and more regular meetings with hospice (currently once a month).’   

‘Better funding/access pall care services...’ 
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‘Better correspondence/ communication with secondary care and 

community Macmillan team.’  

‘Perhaps a reliable single point of access for people identified as having 

palliative care needs.’ 

‘More palliative care nursing. The Macmillan team are under huge 

pressure...’  

‘...Better communication from hospice/specialised nurse to primary HCT. ‘  

‘More active involvement with Macmillan team to support GPs - we rarely 

see them. Though they do phone....’ 

‘More Macmillan or specialist community nurses. In the Basingstoke 

/Whitchurch area is difficult to meet with team members because of their 

large workloads.’ 

In two instances, barriers were identified. The first of these was a hospice service 

threatened by lack of funds, but the second referred to a difficulty with the model of 

care: 

‘Sometimes the involvement of the 'team' produces a rigid model for end of 

life care which patients can find 'too much'.’     

There were in addition 17 specific comments about access to specialist palliative 

care beds. Most of these were wishes for improved access. In one instance a barrier 

was identified: 

 ‘...Easy access to hospice bed when required.’       

‘...Would like 24 hr access to beds, but this is not essential as we have 

recently had weekend and evening access.’ 

‘More palliative care beds.’ 

‘Access to palliative care beds when required...’ 

‘...Increase of hospice beds or specialised palliative care beds within nursing 

homes or … hospitals.’    

‘...24 hour palliative care availability would be wonderful.’  

 ‘Better access to non-cancer palliative care. Local hospice only takes 

cancer.’    
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‘Sometimes access to the hospice beds a bottleneck. Sometimes they 'do 

not admit after mid-day.'   

Frequently mentioned was the district/community nursing team, with a total of 51 

comments. There were comments on the wish for increased or 24-hour availability 

of district/community nurses (29 comments), comments on the relationship with 

district/community nurses (12 comments) and comments on the erosion of the 

district/community nursing service (9 comments). 

Most comments on increasing the service asked for more care, in particular for 24-

hour care. One comment referred to the deskilling of district nurses. 

‘Carers to visit several times a day to perform toilet and personal care...’ 

‘...24hr support pt/carer wld be good!...’   

‘More nursing resources.’ 

‘Increase nursing hours.’      

‘Increased availability of night cover e.g. Marie Curie nursing is needed 

locally...’ 

‘There is STILL no 24 hour care. Cannot assume care can be provided 24 hr 

for patients at home at short notice - it is a lottery! Night care finished 7am 

- dns start 9.00am this period needs covering. As a practice due to 

uncertainties re provision/letting carers patients down.’          

‘Increased nursing community resources - that is nurses, specialist nurses, 

and equipment - syringe drivers...’ 

‘Less 'specialised' deskilling of district nurses.’ 

 ‘24 hr community nursing on wish list.’ 

‘More hands on community nurses/ agencies etc available 24 hours.’   

Some of the twelve comments on the value of good district/community nursing 

services referred to the existing situation, some to what would be useful: 

‘...Better team working with local community nurses.’    

‘Close working with DN.’ 

‘Good communications/relationships with community staff (DNs) is 

essential...’ 
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‘Good nursing team and social service support.’       

‘An extremely good district nursing team...’ 

The nine comments on reduction in service all presented this as a barrier: 

‘It would help our district nurses if their numbers were not being whittled 

away. Our community matron has become involved.’ 

   ‘...This is threatened by repeated community staff 

reorganisation/reallocation.’  

‘We don't have 24 hour district nursing available anymore.’   

Working with other agencies, particularly with respect to continuity of care, was the 

subject of 26 comments. Eleven of these referred to working with the out-of hours 

service, and 15 to continuity of care with other agencies. 

Several of the eleven comments on the out-of-hours service referred to difficulty 

with the response of the service: 

‘...Easy access to end of life drugs and access to doctors to prescribe them 

and write the prescriptions.’ 

‘Better liaison & training for out of hours service (I am in contact with them 

about this)...’ 

‘...having processes in place for OOH handovers/DNARs/expected death 

verification...’ 

‘...If OOH Dr or Senior nurse listened to relatives anxieties/concerns rather 

than knee jerk send into hospital via the person who answers the phone, 

there would be less admissions However well the GP/MDT prepare the 

patient & family they will still be scared/unsure.’     

‘...I think we need to involve relatives more. Often a concerned relative dials 

999 against the wishes of the dying patient. Advanced directives would 

help.’ 

The 15 comments on working with other agencies covered a range of services, for 

example: 

‘Should make EOL plans for patients in nursing homes.’ 

‘... Better communications between hospital & community practices...’ 
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‘....Good support from palliative care team and quick access to hospice care 

if the situation changes unexpectedly/deteriorates beyond abilities to cope 

(family or health service).’        

‘...Cross organisational working needs encouraging...’ 

‘...Better correspondence/communication with secondary care  and 

community Macmillan team...’    

Education, training, learning on the job or having a specific role was the subject of 44 

comments. In addition, 6 respondents identified knowledge gaps. 

Training itself was named by 30 people, either in a general way, or with a more 

specific description, for example: 

‘Education...’ 

‘More training available.’ 

‘We have had a teaching session with our local  clinical  director of our local 

hospice and have to  build on this to improve the skills within our practice 

team.’ 

‘Availability of staff appropriately trained.’ 

‘Attending going for GOLD study day Palliative care forums.’ 

‘Short course for GP.’ 

‘Completing the Princess Alice Hospice European diploma in palliative care 

has increased knowledge on end of life care. Especially in terms of 

psychosocial and emotional care. This knowledge has been shared with 

other partners in our practice.’ 

‘...Attending update meetings and sharing information with colleagues.’ 

‘Training, Involving whole practice team...’ 

Learning on the job, or through a specific role was the subject of 8 comments, for 

example: 

‘Discussion with colleagues.’ 

‘Out of hours work has helped develop my skills...’ 

‘Continue to be a lead GP and co-ordinate care...’ 

Knowledge gaps were named by 6 respondents, for example: 
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‘Increased knowledge of prescribing - for all Drs in practice. Increased 

knowledge of holistic aspects of care...’ 

‘Increased awareness amongst the primary health care team to include 

non-cancer diagnoses including the frail elderly and dementia.’ 

Practice organisation, including continuity within the practice, and practice 

meetings, was the subject of 35 comments.  

Continuity within the Practice was the subject of 18 comments. Personal links, that 

is, continuity of personnel, was an important theme. 

For example: 

‘A close relationship with our patients-those  that we have looked after for 

a long time. allow us to provide a very strong link .’     

‘Continuity of care.’ 

‘More routine/systematic follow up of patients and carers in (terminal 

phase palliative phase) whilst patient in decline...’ 

‘Perhaps a reliable single point of access  for people identified as having 

palliative care needs. GPs to agree to revert to doing their own out of 

hours? ‘     

‘Where the same GP and District nurse is available to visit regularly (rather 

than different members of practice and district nurse team)...’ 

‘What HASN'T is the end of personal 24 hour responsibility. pre [the 

revised?] contract I did my own...’ 

'An 'old-fashioned' way of practising in primary care (i.e. a personal family 

doctor). ... Living locally - allows me to be 'on call' for those patients at 

nights & weekends where possible.’   

Practice meetings were the subject of 17 comments. The varying frequency of 

meetings suggests different functions. 

For example: 

‘Weekly MDT meeting with domiciliary Macmillan service, community 

nurses and GPs.’    

‘We have recently introduced regular 6 monthly meetings with our local 

Macmillan/palliative care nurses to discuss each of our terminal cases.’ 
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‘...Regular monthly meetings at the surgery for an update for all registered 

terminally ill patients.’     

‘...multidisciplinary team meetings have focused needs.’            

‘More frequent multidisciplinary meetings...’ 

‘Allocating time to meetings and having an enthusiastic team...’ 

Documentation, and a corollary, paperwork/bureaucracy, were reported by 20 

respondents. In addition, specific protocols  (such as GSF) were named by 14. 

Fifteen respondents gave comments on documentation, with a focus on how they 

would like things to improve, for example: 

‘...With good written communication via patient's notes.’   

‘Better documentation at original diagnosis (a bit sketchy - different doctors 

document differently)...’ 

‘A wide range of ‘doses’ needed' so we don't have to change the forms 

every few days.’ 

‘A faxed discussion at outset /critical moments between GP/PC 

team/PT/Family.’ 

‘...Developing protocols & recording...’ 

‘Discharge summaries & particularly drug charts. End of life drug charts. 

Need to be accurately written up. Causes chaos for DNs and twilight 

nurses.’ 

For five respondents, a reduction in documentation, (now called ‘paperwork) and 

bureaucracy would be helpful. 

 

For example: 

‘Less Bureaucracy !! e.g. 98 pages of Liverpool protocol at bedside of dying 

patient!’ 

'Nor has increased bureaucracy re: [illegible] form, DNAR form, DDA 

disposal regulations e.g. must be in 'Araldite'.’     

Comments on specific protocols  included GSF, LCP, end of life directives and other 

guidance. For example: 



87 

 

‘...GSF ideas and LCP have been excellent. Not all the GSF tools have proved 

useful in practice.’        

‘GSF heightened awareness...’ 

‘...Use of a symptom assessment instrument.’       

‘...Advanced directives would help.’    

Qualities individual to the practice were reported by 7 respondents, for example: 

‘We try to be diligent and sympathetic.’          

‘...Interested GPs.’    

Time/resources was reported by 33 respondents, almost invariably as a lack and a 

barrier. This might include competing demands and general pressure of work, with 

some commenting on the extent of resources required to provide good palliative 

care at home. For example: 

‘If I never was off duty would be better...’ 

‘...We need: more time to audit what we do achieve...’ 

 ‘I personally could be available 24 hours/day and 1 palliative nurse could 

be available 24 hours / day. Obviously this is NOT possible...’ 

‘Always room for improvement but a time factor for doctors.’ 

 ‘It can be very time consuming and demanding. At one point last year, I 

was looking after 11 terminally ill patients, all elderly & having to care for 

2700 other of my patients. As a GP, it can be very exhausting & leads to 

pragmatic decisions about type & place of care rather than best practice.’ 

‘More time.’ 

‘...Opinion formers and those in control of funding need to understand 

exactly how great a burden caring for someone at home is to their family 

and resource this appropriately.’ 

‘Personal interest in providing high quality EOL care vs. other competing 

demands in general practice...’ 

‘...I'd like to be more pro-active and anticipatory but time pressures mean 

difficult choices are made.’ 

‘Less pressure of work from everything else in general practice.’ 



88 

 

There was one contrasting comment: 

‘We have everything that we need...’ 

Planning and reviewing, along with anticipatory prescribing were reported by 12 

respondents. 

There were four comments on planning, and three referred to anticipatory 

prescribing. 

For example: 

‘...an updated management plan.’ 

‘...If at all possible, trying to plan better for end of life care so that [...], 

syringe driver etc can be provided smoothly and swiftly.’ 

Five respondents commented on reviewing, for example: 

‘We need to audit place of death & compare to chosen place of death...’ 

‘To audit more closely some of the apparent gaps marked in this 

questionnaire.’ 
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Summary 

 Good and supportive relationships with palliative care was most reported as a factor 

that had enabled or would help to improve the delivery of good palliative carer. For 

some this was already a reality. Improved access to palliative care beds was a related 

wish. 

 Good and supportive working with district and community nurses was frequently 

reported. This included a wish for increased support, with 24-hour care mentioned 

by many. A number referred to a reduction in their district nursing service.  

 Working with other agencies was a further important factor. There were some 

concerns about the ability of out of hours services to avoid inappropriate 

admissions, and wishes for greater continuity of care, with secondary care in 

particular. 

 Training and education was frequently reported as a factor. Formal training 

predominated in the comments, but learning on the job and role/placement 

experience also featured, along with comments identifying knowledge gaps. 

 Practice organisation was a further important factor: continuity in practice personnel 

providing care was reported as an enabling factor, and some reported regular 

practice meetings. 

 Documentation was valued by some as enabling good palliative care, although a 

significant minority considered it an impediment. Some valued specific protocols in 

end of life care. 

 There were many comments on pressure of time/resources, with some accounts of 

the extent of resources required for delivering good palliative care at home. 

 Planning, reviewing and anticipatory prescribing were reported as enabling factors. 

 

In this section too some responses can be seen as picking up points that had already 

been raised in the earlier part of the questionnaire. Examples of this are 

documentation, continuity, work with out of hours and other agencies, reviewing, 

planning and anticipatory prescribing, protocols, access to beds, advice and 24-hour 

nursing care, and formal training in palliative care.  

The two factors most reported were good and supportive relationships with 

palliative care and good and supportive working with district and community nurses, 

which appeared without specific prompting from the questionnaire items.    
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8. PATIENT, CARER AND PROFESSIONAL INTERVIEW STUDY   

 

AIMS 

The qualitative work carried out by the team from the University of Huddersfield 

mainly addressed the second of the overall objectives of the evaluation: To explore 

the experiences of patients; informal caregivers; health and social care staff and 

Midhurst nursing staff. More specifically, it was concerned with the role of the 

Midhurst team and the nature of its relationships with patients, carers, and other 

health and social care professionals. This was examined from the perspectives of all 

these groups. 

 

METHODOLOGY  

The study took a qualitative approach, drawing on the constructivist tradition in 

psychology and allied disciplines (Butt, 2004). As such, our focus was on the 

meanings made by participants of their experiences of working for, or with, the 

Midhurst team, or of receiving care and support from them. The constructivist 

tradition holds that personal meaning-making is strongly shaped by the interactions 

that happen between people, hence our emphasis in data collection on relational 

issues.  

 

Design 

The study collected data via semi-structured interviews with three groups of people 

associated with the Midhurst service: 

1. Staff and volunteers working as part of the Midhurst team. 

2. Patients and carers receiving treatment and/or care and support from the 

Midhurst team. 

3. Health and social care staff working in the area covered by the Midhurst 

service and involved in some degree of collaborative working with the 

Midhurst team. 
 

Interviews with all three groups incorporated the “Pictor” technique – a tool 

developed by the Huddersfield team to explore experiences of collaborative 

working, both from staff and lay perspectives. Pictor is rooted in Personal Construct 

Theory techniques used in family therapy (Hargreaves, 1979). Its aim is to enable the 

participant to construct a visual representation of a case of collaborative working in 
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which they are involved – as a member of staff (or volunteer) in health or social care, 

or as a patient or carer. This is achieved by providing the participant with a stack of 

arrow-shaped sticky “Post-it” notes, on which they are asked to write names or job 

roles of everyone they can think of who had some involvement in the case. The 

arrows are then placed on a large sheet of paper in whatever configuration they find 

helpful to describe their experience. The Pictor “chart” then forms a focus for the 

interviewer to explore the case with the participant. At the end of the interview, the 

interviewer draws around the arrows and notes the names or roles written on each 

– anonymising by use of pseudonyms where necessary. In our previous research we 

have found Pictor a very effective way of encouraging participants to reflect on 

experiences of collaborative working, be it as professionals (King, Melvin, Ashby and 

Firth, 2010) or as patients and carers (Hardy, King and Firth, in press). An example of 

a Pictor chart from the current study is shown in figure Q1. 

 

 

FIGURE Q1. EXAMPLE OF PICTOR CHART (DISTRICT NURSE) 
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Sampling and recruitment 

The Midhurst team 

We sought to recruit as many members as possible of the nursing, medical and allied 

health professional staff belonging to the Midhurst team. We also sought to recruit 

representatives of the volunteers who work with the team; initially we only intended 

to interview two of these but in the course of the study the importance of this group 

became very apparent and we broadened our sample to five. Staff were provided 

with invitation letters and participant information sheets via the team managers. 

Once they agreed to take part, they arranged a time slot for their interview during 

one of the data collection visits by the research team. Staff had the option of 

arranging this directly and privately with the team, but in the event all were happy to 

organise it with their managers. All clinical members of the Midhurst team who were 

available during the data collection period were approached to request their 

participation, and all agreed. Three members of the Community Support Team (CST) 

and one Consultant were not available when we recruited Midhurst team 

participants and therefore were not included. 

Volunteers representing different roles (e.g. administration, drivers, bereavement 

counselling, complementary therapy) were identified by managers and recruited in 

the same manner as the clinical staff. Details of Midhurst team participants (n = 30) 

are provided in table Q1, below: 
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Midhurst team members interviewed (30) Team members not interviewed 

 

Joint Clinical Leads (2) 

Consultant 

Associate Specialist 

Counselling & Bereavement Manager 

Administration Secretary 

Voluntary Service Coordinator 

Clinical Nurse Specialists (6) 

Community Support Team (CST): 

Community Staff Nurses (5)  

Community Support Workers (4) 

Occupational Therapist 

Physiotherapist 

Financial Advisor 

Volunteers: 

     Complementary Therapy (1)  

     Transport (2) 

     Bereavement counsellors (2) 

 

 

1 Consultant (sick leave) 

1 Community Staff Nurse  

   (at college) 

2 Community Support Workers   

(on holiday) 

 

TABLE Q1 Midhurst team participants 
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Patients and carers 

We sought to recruit between 10 and 12 current Midhurst patients and their carers, 

with as much variety in terms of condition, family arrangements and geographical 

location as possible. In keeping with ethical requirements, initial contact was made 

through Midhurst managers and Community Nurse Specialists, who were able to 

exercise clinical judgement regarding the exclusion criteria (patients were not to be 

invited where clinical staff had serious doubts as to their physical and/or 

psychological ability to complete the interview without significant distress). In the 

event, we were able to recruit nine patient/carer couples, plus two additional 

patients and one additional carer (n = 21). Patient and carer participant details are 

provided in table Q2: 

 

Patients and carers                     Diagnosis (Male/Female) 

 

Patient-Carer dyads 

2 joint patient/carer interviews: Lung cancer, with Lambert Eaton Myasthenic Sydrome (F) 
                                                          Prostate cancer (M) 
 
7 dyads interviewed individually:  Breast cancer (F) 
                                                             Lung cancer (M) 
                                                             Neck cancer (M)                                                       
                                                             Non-Hodgkin’s Lymphoma (F) 
                                                             Oesophageal cancer (F) 
                                                             2 x Ovarian cancer (F) 
 
Individual patient/carer interviews 

2 patients interviewed without carers (spouses):                         
                                                           Breast cancer (in remission) (F) 
                                                            Myeloma (cancer of plasma cells) (M) 
 
1 carer interviewed without patient (daughter of patient):        
                                                           Kidney/bone cancer (M) 
 
 

TABLE Q2 Patient and carer participants 
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Other health and social care staff  

Rather than specifying from the start our sample of other health and social care 

staff, we identified the groups to include by considering those that emerged as 

important in our interviews with Midhurst team members, patients and carers. In 

particular we based our decisions on the professional groups that were commonly 

referred to during the “Pictor” section of the interviews. Table Q3 summarises 

numbers of participants from each professional group (total n = 18). The main area 

of shortfall was the acute sector: we hoped to recruit one or two consultants who 

had referred patients to Midhurst and/or liaised with them in patient care, plus one 

or two acute-based specialist nurses. Despite repeated efforts, we were only able to 

recruit one specialist nurse, and no acute sector medical staff. (We did recruit two 

nurses from the Community Hospital which works closely with Midhurst). In two 

cases, joint interviews were held with pairs of staff – two nursing home staff and two 

private care agency staff. This was at their request and appeared to be due to a 

degree of trepidation about the interview process.  

 

Other health and Social Care Staff (16) 

 

Private Care Agency Workers (2 – joint interview) 
 
Community Hospital 1, Deputy Sister 
 
Community Hospital 2, Lead Nurse 
 
District Nurses (5) 
 
GPs (3) 
 
Hospice Manager 
 
Hospice-at-Home Manager 
 
Nursing Home Staff (2 – joint interview) 
 
Secondary Care Specialist Nurse 
 
Social Worker 

 

TABLE Q3 Participants from other health and social care services 
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Interview procedure 

The Midhurst team  

All interviews with members of the Midhurst team were held in private rooms in the 

Midhurst centre. Interviews began by asking the participant to describe their role in 

the team, and to provide us with some background to their career history (for staff) 

or their reasons for volunteering with the service. We then explained the Pictor 

technique to them and asked them to choose a case which they recalled well on 

which to base their chart. In keeping with our normal practice, in the great majority 

of cases we left them to complete the chart on their own. However, in six instances 

the researcher stayed in the room – five of these because the chart began to emerge 

while talking and leaving the room would have necessitated an unwelcome 

interruption, and one because the interviewee seemed to lack confidence in carrying 

out the task. When the interviewer stayed during chart construction, the Pictor 

procedure was explained as necessary whilst trying to avoid any leading comments. 

Once the chart was completed, the researcher asked each interviewee to talk them 

through the case, with reference to the chart, probing for more detail where issues 

of particular relevance to the study emerged. In the final section of the interview, we 

asked them about their expectations for the future development of the Midhurst 

service and their role in it. 

 

Patients and carers 

All patient and carer interviews were held in their own homes. Where possible we 

interviewed patients without the carer present in the room (and vice versa); in some 

cases, though, it was clear that participants were not comfortable with this, so we 

carried out interviews in the presence of the other party. In these cases, we still 

interviewed each person individually rather than carry out a dyadic interview. The 

interviews commenced by asking the person some introductory questions about 

themselves and their family, before eliciting an overview of the course of their 

current illness (or that of their loved-one for carers). We also explored the nature 

and extent of their involvement with the Midhurst service. When we moved on to 

the Pictor section, we remained with participants whilst they constructed their 

charts, as previous research with patients and carers in palliative care suggested this 

would be beneficial (Hardy et al, in press). A few of the patients required physical 

assistance with the task of laying out arrows on the chart, due to the effects of their 

symptoms. We tried our best to ensure that we had clear verbal instructions from 

these patients as to where they wanted the arrows to be placed. The charts were 

used to stimulate a discussion of the network of professional and lay people that 
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patients and carers drew on for support, and the place of the Midhurst team within 

this. We concluded by asking them what they saw as priorities for the future of the 

Midhurst service. 

 

Other health and social care staff 

The interview procedure for other health and social care staff was essentially the 

same as for Midhurst staff. Their instructions for selecting a case on which to focus 

in the Pictor section of the interview included the criterion that it must be one in 

which they had some degree of involvement with the Midhurst team. 

 

Data analysis 

All interviews were transcribed verbatim and analysed using the template analysis 

style of thematic analysis (King, 2004, 2012). In this, themes are organised in 

hierarchical clusters, with the broader in scope encompassing the more specific. 

Integrative themes may also be defined: these are themes that pervade many or all 

of the other hierarchical clusters. Our final coding template encompassed three main 

themes: How Midhurst works with external services; How Midhurst works with 

patients and carers; and Looking forwards. We also identified an integrative theme: 

What makes Midhurst special? Figure Q2 (below) summarises the top levels of the 

template.  
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Figure Q2: Summary coding template 

MAIN THEMES 

How Midhurst works with external services 

 Policies, procedures and documentation 

 Quality of collaborative working 

How Midhurst works with patients and carers 

 Genuinely holistic services 

 Building up relationships 

 Learning through patient care 

 Patient and carer awareness and utilisation of services 

Looking forwards 

 Where Midhurst should be heading 

 The context of NHS changes 

 The Midhurst service as a model 

 

 

  INTEGRATIVE THEME 

What makes Midhurst special? 

 Taking complex cases 

 Distinctive resources 

 Midhurst team dynamics 

 Midhurst ethos of care 

 Shared history of the service 
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FINDINGS 

Given the volume and richness of the data we collected, this section must of 
necessity be selective in the thematic findings it presents in detail. Within each main 
theme and the integrative theme, we will concentrate on those subthemes that are 
most relevant to the aims of this study, and that reflect issues of particular interest or 
concern for our participants.

1
 

 

How Midhurst works with external services 

Policies, procedures and documentation 

This theme covers the influence of the policies and procedures of different 
organisations on the way the Midhurst team works with other services.  Three key 
issues were identified in this theme:  
  
(1) The variable use of End of Life Care tools; (2) Accessing appropriate personal 
care for patients; (3) Differing policies and procedures operating across 
different Trusts.  
 

End of life care tools 

End of life care tools such as the Gold Standard Framework (GSF) and the Liverpool 
Care Pathway (LCP) were reported as being useful in facilitating communication 
between Midhurst and other services.  However, the use of such tools was not 
consistent across external services.  In terms of the GSF, the overall impression from 
Midhurst staff was one of varying levels of implementation across different practices, 
evidenced by the variation in GSF meetings across local practices: “Some practices 
have them fortnightly, some every six months” (Midhurst staff). Midhurst staff 
distinguished between those surgeries paying lip service to GSF implementation, and 
those who genuinely sought to use the framework as intended. 
 

Well I’ve been to GSF meetings which is part of the Gold Standards 

Framework and I think as a whole it’s a good framework.  I think it isn’t 

always implemented for the right reasons, I think sometimes, well I’ve 

heard this, just like, oh well yes, you know, they’re not really interested in 

these GSFs but they trot along because actually it’s a box ticking and they 

get money for it and they’re actually completely cynical.  (Midhurst CST)  

                                                             
1 N.B. To preserve anonymity we have referred to staff by their job title. For the 
Midhurst team, however, there were several participants who were the only 
person in the role (or one of two). We therefore refer to members as “CNS” 
(Clinical Nurse Specialist) “CST” (Community Support Team), “Midhurst staff” 
(all other professionals) or “Volunteers”.  
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However, two of the GPs we interviewed suggested that such paperwork could be 
cumbersome and that hospitals did not support its use (“the hospitals just didn’t 
want to know”, GP).  The impression from primary care was that GSF protocols were 
best used pragmatically. 
 

We implemented what we felt was good practice.  Now there were some 

things that we felt actually worked really well so we have our alert forms 

and we have our meetings but a lot of the forms that were generated 

through the Gold Standards we don’t use, you know we tried it but it really 

just didn’t take off.  (GP) 

Where the framework was used in community care, participants reported that GSF 
meetings in particular were a very effective tool to facilitate collaborative working 
between different services, and were attended by all services involved in care.  
Midhurst staff were consistently reported by all participant types as usefully involved 
at GSF meetings and this face-to face contact was perceived as improving service 
liaison by community staff (the District Nursing team and GPs) and hospice staff as 
well as the Midhurst staff themselves. 
 

I found that [GSF meeting] a very useful forum to help change things [...] it 

made the GPs, Macmillan and ourselves, we were all involved so you could 

talk it through as an integrated team. (DN) 

As with the GSF, use of the LCP was reported to vary across the geographical area 
covered by Midhurst, though participants’ accounts suggested the latter may have 
been less widespread than the former: 

 

That’s [the LCP] not used really as widely.  I don’t know, it should be used 

more but you don’t see it being used and I think that’s because sometimes 

people find it difficult to actually say when they should put a patient on 

the pathway.  (Midhurst CNS) 

End of Life Care tools such as the LCP and GSF can, when used effectively and 
consistently, provide a common point of reference for all services, enabling a charting 
of patient trajectories and the tailoring of appropriate care in collaboration with 
other services – especially useful for a service such as Midhurst which can have a 
varying level of involvement with patients depending on other service availability and 
need.  
 

Continuing Care 

The demarcation between health and social care was seen as problematic by many 
participants, with consequences both for service provision and staff workloads. A 
District Nurse highlighted the difficulties for patients who find themselves in the 
“grey area” between health and personal care: 
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They’ve got to meet a certain criteria to be fast trackable [for a continuing 

care package]. There is an area in between when they’re not quite end of 

life but they still need an input and they can’t get it from social services 

and it’s a real problem […] You can have as much community nurses 

popping in and doing dressings and things and Macmillan going in doing 

syringe drivers but if that basic personal care support’s not there for the 

family they’re not going to manage very well. (DN) 

Access to appropriate care was hampered by disagreements between health and 
social care services regarding appropriate allocation of responsibility for care and by 
obstructive paperwork and procedures. A social worker said, “It’s a battle between 
whether adult services pay for that person’s care or whether health do”, while the 
District Nurse quoted above commented, “It’s two pots of money again and one’s 
fighting the other”.  Participants from Midhurst and all external services were equally 
and unanimously disparaging about the application procedures required to obtain 
packages of continuing care for patients, and the paperwork associated with the 
process was universally disliked. One of the nurses from the Midhurst Community 
Support Team said about the forms, “They’re really really complicated and you have 
to know the right words”. Similarly a member of staff from a nursing home remarked, 
“It’s very time consuming ... a lot of paperwork and a lot of time taken up”. 
 
Lengthy paperwork, together with the rigid criteria applied to eligibility, could lead to 
serious implications for provision of timely and appropriate patient care. 
Consequentially, and in direct contrast to national policies aimed at enabling patients 
to stay at home for as long as possible (should this be their choice), these difficulties 
in obtaining appropriate care in a timely fashion can mean hospital admission 
becomes a necessity for these patients. 
 

One of the biggest problems at the moment is trying to get packages of 

care in for patients because you need them now, whereas other times 

you’ve often filled out a large assessment form in order to meet the 

criteria, our poor patients have passed away and that’s really frustrating 

[…] There is a fast track but you have to specify or say that this person has 

a maximum of 2 to 3 weeks to live but you can’t do that and that’s when 

they’re really quite ill because a lot of our patients have 8 weeks […] That 

has ongoing implications because it can mean that that person can’t 

remain  at home  because you can’t get the care in which might be their 

preferred place of care. (Midhurst CNS) 

Both external staff and members of the Midhurst team reported that the Midhurst 
service would often fill the gap while agreement to implement a continuing care 
package was pending.  
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With this lady, Macmillan said to us “If you can’t get the continuing care, 

health care they need, if they can’t get carers, we’ll cover it in the 

meantime” so we know that’s always an option. (DN) 

Patients and carers themselves, even when in receipt of this additional support, 
actually voiced a preference for such care to be provided by members of the 
Midhurst team: “To be honest with you, I think I’d rather it was Macmillan coming in 
all the time” (Carer). Similarly, Midhurst staff themselves were sometimes reluctant 
to hand over patient care to external services, but recognised that, pragmatically, 
their limited resources coupled with their wide geographical remit meant that this 
was inevitable.  
 

Differing Trust Protocols 

Midhurst covers a wide geographical area, across three different healthcare Trusts, 
West Sussex, Hampshire and Surrey.  For the Midhurst team, the different policies 
and procedures followed in the different Trusts could make their work more difficult.  
Having to complete quite different paperwork was reported as being especially 
irksome. 
 

The paperwork drives everyone insane because it’s all different. (Midhurst 

CNS) 

 

I’d love to write to the Prime Minister and say: “Why do we not have the 
same paperwork in the, you know, right across the country?”  I just find it 
so strange. (Midhurst CST) 

 

One procedural difference particularly highlighted as frustrating and raised on a 
number of occasions by various members of the Midhurst team related to the setting 
up of syringe drivers.  
 

It doesn’t work the same way across the patch because the Surrey and 
Hampshire, they have different policies particularly in regard to the syringe 
drivers [...] it’s difficult, it puts up quite a lot of boundaries for a lot of 
things that we do do because they’re done differently, there’s different 
policies and procedures for doing different things.  (Midhurst CNS) 

 

In West Sussex and Hampshire, Midhurst staff were permitted to set-up patients’ 
syringe drivers, whilst in Surrey, they were expressly not allowed to do so.  The 
reasons for this were variously described by members of the Midhurst team as 
historical and political. Whatever the explanation, Midhurst staff were frustrated by 
their inability on some occasions to initiate a needed intervention in a timely manner.   
 

While the prohibition in setting up syringe drivers in Surrey was the most frequently 
mentioned problem regarding equipment for Midhurst staff, there were other areas 
where differences between Trusts was an issue. Overwhelmingly, timeliness of 
provision was the main concern: 
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Provision of equipment is very different [between the 3 Trusts] like with 
West Sussex you could get a bed into a patient’s home today if you order it 
before 4 o’clock but perhaps if you go to Surrey, you’ll be lucky you know if 
you get it in a few days, a week. (Midhurst CST) 

 

There’s no equity of service when it comes to service provision, that’s very 
frustrating and it takes so much time, when I’m spending you know 
enormous amounts of time chasing bits of kit […] So from a personal point 
of view, sort out the equipment or bash their heads together.  The problem 
is it’s three different PCTs, all with different ideas. (Midhurst staff) 

 

Alongside the kind of complaints highlighted above, there were comments from 
some staff – both in the Midhurst team and external – to suggest that some of the 
difficulties regarding equipment across the three Trusts were getting addressed: 

 
It took a bit of time but it’s working now [...] it was more to do with who 
was eligible to authorise the equipment and of course that’s always 
money, things that there are only certain people can authorise. (DN) 

 

Collaborative working 

This area was a key focus for the present study, and one for which the use of Pictor 
was especially valuable in enabling participants to reflect on the complexities of 
collaborative working. The nature of collaboration varied according to a wide range 
of factors, including the patient’s condition, family and wider social circumstances, 
and geographical location. In detail, no two cases are identical, but at a more general 
level we can identify three broad types of collaborative working, according to 
whether the Midhurst service is taking lead responsibility for a case, sharing care in a 
roughly even way with other services, or largely playing a supporting role to other 
services. Over the course of a case the nature of Midhurst involvement with other 
services may change, often (though not always) towards a more leading role as the 
end of life draws nearer. 
 

Level of involvement: Taking lead responsibility 

There were many references by participants to cases where Midhurst took a lead role 
in the care and support of patients and/or families. There were no universal 
guidelines as to when this should happen; it was negotiated with other services 
depending on the particularities of individual cases. However, it was generally agreed 
that Midhurst were more likely to be highly involved where a patient had complex 
care needs. Examples given in the course of the Pictor section of the interviews 
included a patient who received regular platelet transfusions at home, and another 
who had Motor Neurone Disease and wished to remain at home until he died. One 
District Nurse described the kind of situation where her team would tend to step 
back and allow Midhurst to take charge: 
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If it’s somebody that’s got a lot of problems with symptom control and 
things – and that would be your complex patients – then the Macmillan 
service would tend to be more involved already, and they may have their 
hands-on team in doing nursing things, so there’s no point in us doubling 
up in that instance. (DN) 

 

Midhurst also appear to often take a lead role where patients are referred to them by 
acute hospitals immediately prior to discharge. This is the situation described by one 
carer whose wife had been on the Midhurst caseload for many months at the time of 
the interview: 
 

The Macmillans have really taken over complete charge of this case, it 
seems to me. Everyone else has stepped back. The Macmillans – and this is 
what the actual Consultants have said down at [names two hospitals] – 
“they seem to know what they’re doing […] they seem to know what 
you’ve tried and what works, if we start dabbling we may upset 
something”; so it’s all down to Macmillan – nobody else has really got 
involved. (Carer) 

 

There are also several references to Macmillan taking a lead in bereavement support, 
often where other services (such as District Nursing) lack the time and resources to 
do so. 
 

We always used to have what we used to call a bereavement visit; 
Macmillan have more sort of taken that role on, I’d say they do far more of 
it, we don’t do as much. I hate to say this, but it’s mostly through staffing. 
(DN) 

 

Of course, even where Midhurst take lead responsibility this does not mean that 
there is no involvement from other services. Rather, other services may retain 
involvement in one aspect of care and support, while deferring the leading role to 
Midhurst. Where there are numerous agencies involved, a member of the Midhurst 
team (usually a CNS) sometimes takes the lead by acting as the coordinator of 
services. One of the patient interviewees emphasised the value of this role to him 
and his wife: 
 

When it was all first started I felt I was being pulled from pillar to post by 
everybody. I didn’t feel anybody was in charge of my treatment. […] I had 
lots of care, but too much you know; one would change this drug, one 
would do that drug, and I just wanted somebody if you like to er, to 
coordinate the whole thing. And I think [CNS name] more or less filled that. 
(Patient) 

 

In another instance in an interview with a patient where the carer was present both 
commented on the valuable role played by one of the Midhurst doctors in liaising on 
their behalf with other services:  
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Carer: She’s been ever so good. She wrote a letter last week to get 
[patient] a scan down in Portsmouth and we got it in two days, went down 
there. 

 

Patient: They rang up one day and said “Could you come down the day 
after next?” It’s very good isn’t it, a big hospital like that? 

 

Carer: And this morning a lady turned up and tried to take blood from her 
and can’t get it out of either arm, so we’re going to Chichester next 
Monday for a scan so we’re going to let them do it, but again, you know, 
Macmillan are very good. 

 

Patient: It’s the liaison that is absolutely, really strong, so strong, really 
helpful. 

 

Level of involvement: Sharing care 

In other cases, the Midhurst team have a significant level of involvement but are not 
seen as “leading” in the way described above. Instead, responsibility is presented as 
being shared between Midhurst and one or more other services, often with a need 
for regular (even day-to-day) negotiation regarding availability and the skills that are 
needed.  
 

For instance I’ve just had a patient who’s post chemo, she has to have an 
injection called GCSF which boosts her white blood cell count, so she has to 
have five of those, one a day, so I’ve managed to do two of those and the 
District Nurses handled the other three. (Midhurst CNS) 

 

We [DNs] tend to kind of do the thing like if it’s catheterisation, we’ll do it, 
dressings we’ll do – unless they’re [Midhurst] going in and I might say “can 
you do it because I’m not planning to go today” […] it just depends on the 
patient and what’s happening, sometimes we’re just rushed off our feet 
and if they’re going in I think “well can you do it?” – and they’re quite 
happy to usually. We don’t want – I mean, there’s no point people going in 
and out, in and out, all day long and doing the same thing. (DN) 

 

A member of staff from one of the hospices bordering the Midhurst area gave an 
example of a shared approach to care for a patient registered with Midhurst but 
receiving day hospice support from them, as well as input from other primary care 
services: 
 

This gentleman that I can remember who accessed day hospice initially, 
central to his care I was aware there was obviously his GP and the District 
Nurse, but there was a strong overlap with the Nurse Specialist from 
Midhurst who regularly came to the day hospice meetings to review […] 
she also saw the patient in the day hospice when she came. So I see that 
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little team as central really, so there’s the patient and family in the middle, 
but the GP and the District Nurse and the Midhurst clinical team as 
central. (Hospice staff) 
 

Level of involvement: Supporting role 

Sometimes members of the Midhurst team and/or staff from other services 
portrayed Midhurst as playing a supporting role. This often related to their acting as a 
source of advice for other professionals, but also included instances where they 
“dipped in” to carry out specific procedures because other professionals lacked the 
time or requisite skills.  
 

Well what we’d do, we’d call the [Midhurst] number that we always ring 
at weekends – and I did this weekend, I rang in and spoke to [CNS name] 
about somebody, and then she spoke to the Consultant and then they had 
a discussion and a decision was made – and so obviously that’s helpful. 
(Hospice-at-Home staff) 

 

Also we’ve got patients that maybe need more support psychologically; 
the Macmillan nurses will come over and give us that support. Either they 
just go and sit with the patient for ten minutes or the relative for ten 
minutes, it’s quite useful, especially when we’re busy. (Community 
Hospital staff) 

 

It was notable that several Midhurst staff – in the main members of the Community 
Support Team – were at pains to emphasise that their role in relation to primary care 
services (GPs and District Nurses) was essentially a supporting one: “We are here in 
support of District Nurses, not District Nurses in support of us” (Midhurst CNS). This 
coincides with the view of one of the GP participants:  
 

You have got to have the GPs and the District Nurses there to deliver it 
[patient care] with the Macmillan team being a support – not doing the 
job for them. I think that’s the crux of the matter and that’s why it works 
so successfully here because we do the day-to-day hands-on stuff and they 
support and advise us. (GP) 

 

Issues relating to negotiating roles and being careful not to “step on toes” are 
discussed further below.  
 

Quality of collaborative working 

Regardless of the level of involvement of Midhurst staff, the overall impression from 
interviews with both the Midhurst team and external services was that collaborative 
working is generally very successful. References to effective collaboration with 
Midhurst were made by every professional group we interviewed, including the acute 
sector, social care, hospice staff, and GPs. There were also comments from patients 
and carers that back up this perception from their point of view. One of the key 
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collaborative relationships for the Midhurst team – especially the nursing team – is 
with District Nurses. The two professions have a high degree of contact with each 
other and there is clearly overlap in roles between the Midhurst CST and District 
Nursing teams. Both sides reported that early on in the history of the Midhurst 
service there were sometimes difficulties in collaborative relationships, but on the 
whole these had been ironed out.  

 
…and to be honest here, the relationships [between Midhurst and DNs] are 
getting a lot stronger, you know, it’s like any new broom that comes in – 
people can be a little bit wary. (Midhurst, CST) 

 

We have a very good relationship with the Clinical Specialist Nurse and I 
think we work similarly so it just gels; but also the Clinical Support Team I 
think have more leadership within them. I never knew who was sort of 
running it before whereas now I know that there are two girls there who 
are running it who are more senior and they do seem to take the 
leadership on. (District Nurse) 

 

Members of the CST work with many District Nursing teams, because of the way they 
are organised to be available wherever they are needed in the Midhurst area. Some 
members reported significant differences in how well they worked with District 
Nursing teams. On the whole, those they worked best with were the ones with which 
they had the most regular contact. 
 

Interviewer: And how do you find your relationships with staff from 
outside of Midhurst that you have to work with – District Nurses for 
example? 

 

Participant: It varies; [names local teams] we seem to have better 
relationships, seem to share care of patients more freely, and you know, 
communicate better. (Midhurst CST) 

 

There were still a few examples of ongoing sensitivities with particular individuals or 
in the case of one CNS with her local DN team, though these appeared to be 
exceptions to the rule. 
 

I think as a team the main issue is the team leader; the staff nurse 
members of the team are quite grateful and happy to have our advice and 
input. (Midhurst CNS) 

 

With all the area we cover there’s lots of different District Nursing teams, 
there’s some that are a lot better than others, you know, some that are 
really keen to work very closely and some that you would have to 
pussyfoot around and, you know, gently explain your decisions and 
everything, so that can be quite hard. (Midhurst CNS) 

 

Good collaborative relationships between the Midhurst team and other professionals 
and agencies reflect the effort made by team members to liaise with colleagues and 
explain how the service works and what it can offer.  
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We’ve definitely changed things [for Midhurst patients] […] well, blood 
transfusions is one of them, and that’s been done by meeting colleagues 
and sitting down and explaining what our role is, explaining what our aims 
are in terms of patient support and management, and showing that we 
have the required training and that our practice is robust. That’s really 
important. (Midhurst staff) 

 

Effective collaboration benefits patients and carers not only by enabling the best 
possible care to be provided, but also by ensuring that they are not confused or 
overwhelmed by the sheer number of professionals calling on them. One GP 
discussed how he liaised with the Midhurst CNS to ensure patients were not 
“bombarded by people going in”.  
 

Educating and sharing expertise with colleagues in other services 

For the Midhurst team, collaborative working was not just about working with others 
to deliver care and support to the patient and family at hand; it was also about 
sharing skills and knowledge with other professionals to help them improve their 
practice. Such updating may happen at formal educational events but also occurs 
informally in the course of joint working – especially joint visits: 
 

Macmillan have some educational updates that we go to […] sometimes 
there’ll be quite a few members of their team there but not always, it 
depends on how busy people are, what they’ve got to do, but they invite us 
and they invite the District Nurses too. (Hospice-at-Home staff) 

 

They [Midhurst] were excellent […] they took probably four nurses that 
were able to spend a secondment, maybe two or three days, just to be 
able to experience the opportunities in the community, see how things 
worked, see what the role entails, see how things dovetail with the 
community nurses out there, the District Nurses and GPs. (Hospice staff) 
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Negotiating roles and boundaries 

Midhurst staff were very conscious of the need to negotiate roles with colleagues in 
other services. This is especially important because the flexible way in which the 
Midhurst team operates (see below) makes overlaps in roles likely – for instance 
between the CST and District Nurses. The initial (and in a few cases persisting) 
difficulties with some District Nurses were in part linked to feelings that the Midhurst 
team were “stepping on toes”. Negotiation about roles is not something that 
principally occurs at a formal, managerial level; rather it happens on the ground, on a 
case-by-case basis, in response to the particularities of individual patients.  

 
We had to be quite diplomatic, yes, because in some respects this was a 
situation where I would have liked our team to have possibly been able to 
take it on, because they went in with a much more confident approach; 
and [patient and carer] were feeding back to me that they were actually 
managing to do this dressing more quickly – which was what they really 
wanted – than the District Nurses. (Midhurst CNS) 

 
Personal relationships are very important in Midhurst’s efforts to work well with 
other services and to minimise role conflicts related to their flexible work ethos. We 
saw above that effective liaison with other professionals is accorded a high priority.  
 

The CNSs, who have the opportunity to build up personal relationships in their patch, 
are often crucial to negotiations about roles and boundaries, though other 
professions in the Midhurst team can also find themselves dealing with the same 
kinds of issues. One CNS described how one of the hospitals used by her patients 
works more effectively with the Midhurst service than others, because of the 
personal relationships she has with staff at the former: 
 

I would say of the [other] hospitals I don’t have the same links as I have 
with [name of hospital], where I know them and they know me […] and 
that is harder, although I do again speak to the palliative care team [at 
second hospital] I feel that they maybe haven’t got a hold of what we can 
offer at home. (Midhurst CNS) 

 

For staff in other services, a sense of trust in their key contacts in the Midhurst team 
is crucial to effective collaboration. This is not just a matter of being sure of their 
professional knowledge and credentials, it is also about the quality of the 
interpersonal relationship between them. 
 

I know the Macmillan Nurse Specialist will be keeping an eye on the 
patients out there and I know she’ll tell me if I need to be involved. I 
suppose it’s that trust – it goes a long way. It’s not always been there with 
everyone else, but sometimes that’s different characters, you see, they 
work differently. (District Nurse) 
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How Midhurst works with patients and carers 

This theme examines the distinctive ways the Midhurst team provided care for 
patients and their families. 
 

Genuinely holistic services 

Midhurst’s provision of specialist clinical care is evidently central to its service.  
However, another feature of the service that emerged as key in interviews with both 
Midhurst staff, and with patients and their families, was Midhurst’s success in 
providing a genuinely holistic package of care for patients and their families.  Patients 
and carers interviewed were unanimously positive about their experience of the 
Midhurst service. The fact that the care provided went above and beyond medical 
management was often cited in this regard. 

 
The Macmillan Service has been outstanding ... It’s been wonderful to have 
them, it really has... They go out of their way to try to do more than 
they’re specifically here to do. (Carer) 
I feel the support away from the hospital is just as important as the 
treatment … Medicine is worried about the tumour, that’s what they’re 
interested in … I think [names Midhurst staff member] comes into it 
because I think she looks after our sort of total being. (Patient) 

 

It’s just those little touches that made the difference. (Carer) 

Midhurst staff were themselves explicit in describing their role in care as truly 
holistic.  They described the many and varied tasks they undertook in relation to both 
patients and their families.  It is clear that staff do not enter a patient’s home with 
any preconceived idea as to the tasks they will undertake, and what was described is 
in keeping with the ethos of the service as a whole (discussed more fully later).   
 

We do personal care, or holistic care, interventions like blood transfusions, 
bisphosphonates, that sort of thing, whatever we’re needed for.  
(Midhurst CST) 

 

Nobody ever says to the patient “Sorry, that’s not my job, that’s not my 
role”.  People find a way of making it happen. (Midhurst staff) 

 

In line with Midhurst’s holistic approach, emotional responses were accepted by 
Midhurst staff as an integral part of the illness condition rather than separate from it. 
All care providers recognised the need for psychological and emotional support of 
both patients and their families, but acknowledged that other services did not always 
have the necessary time and staff resources to provide this in addition to discrete 
medical and nursing tasks.   
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At one time we were much more, we had more involvement in that 
[psychological support], whereas now we just don’t have the time, so we 
do rely completely on Macmillan. (DN) 

 

Dealing with sort of fears and anxieties really, we bring the Macmillan 
team in for that. (GP) 

 

My last weekend, we were in a patient’s house for five hours.  On intensive 
care at home, you just couldn’t do that, with the best will in the world you 
couldn’t … even if we’d been busy, we’d have had the facility to call the 
next on-call person or something to go and visit patients, and that’s what 
makes the difference here. (Midhurst CST) 

 

A further aspect of the holistic care provided by Midhurst is their acknowledgement 
of, and focus on, the needs of those close to the patient, in addition to the patient 
themselves.  Support provided by Midhurst routinely extended out to patients’ 
families. A member of the CST said: “It’s not just about the patient; it’s for the 
families too”. A GP comments: “They are superb at supporting the carers emotionally 
[…] that takes a big pressure off us”. Midhurst staff described the provision of 
support, both practical and psychological, to those close to the patient as an integral 
part of their role. Even in close families, providing 24 hour care for a loved one can be 
draining and the home environment may become claustrophobic. Visits from 
Midhurst staff were planned so that staff could adequately meet the needs of both 
patients and their carers. 
 

Sometimes it can be for a carer just to go and have two hours lying down 
peacefully, or it can be just for support.  You know, I mean, sometimes the 
respite is actually for the carer, but sometimes it’s perhaps for the patient, 
you know, perhaps they need a little bit of a break from the carer. 
(Midhurst CST) 

 

Even visits that you could do single-handedly, we’d try and pair up just so 
you’ve got that support really because often you find that the relatives, 
you know, you might be as the trained nurse dealing more with the 
patient, but the relative wants to talk to somebody, or you know, the 
second person, you know, comes in very, very useful. (Midhurst CST) 

 

Given their desire to work holistically with patients, Midhurst staff could sometimes 
find themselves interacting with a very broad range of family and social networks, 
including friends and neighbours, as part of their work. (The Pictor technique proved 
very helpful in enabling participants to reflect on this.) Midhurst staff reported being 
extremely aware of the privileged insider position they had been permitted to 
assume: “you needed to be very respectful of the parameters of being in somebody’s 
home”. (Midhurst staff) 
 
Additionally, Midhurst’s provision of continuing bereavement support for families 
means that involvement with these wider social networks does not draw to an abrupt 
close upon the death of a patient.  
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What I like about Macmillan, and about this organisation [Midhurst] 
particularly, is they don’t just see death as the end, they’re interested in 
longer term support, not never ending, but not, not just cutting it off when 
somebody dies. (Midhurst staff) 

 

Midhurst staff were seen as central to the coordination of services, communicating 
between different professionals and agencies about a patient’s health status and 
needs.  The role of Clinical Nurse Specialist was viewed as pivotal in this respect. 
 

You’ve got the one consistency which is the CNS from Midhurst who is 
consistently finding out about how a patient is ‒ in whatever area they’re 
in. (Hospice staff) 

 

I spend a lot of time obviously having to liaise with their GPs, their main 
case hold managers, with the District Nurse, also social services if they’re 
needing care packages, continuing health care and it’s really coordinating 
and getting whatever the patient needs for that time in place for them … 
it’s a lot of liaising with other departments and other organisations to try 
to get the resources and help for them. (Midhurst CNS) 

 
As well as ensuring adequate communication between services, Midhurst staff were 
sometimes called upon to respond to tensions and communication difficulties 
between patients/families and other services. 
 

There was a particular person, a very spiky person [i.e. another 
professional], and her and the vocal daughter came to a few crashes a few 
times … so the daughter approached me one day and said “I’ve looked at 
all the paperwork, I think you can fill it out” [instead of the other 
professional]. (Midhurst CNS) 

 

Patients and carers described the pragmatic assistance organised by Midhurst staff as 
especially useful at a difficult time.  They reported having one point of contact known 
to them personally as a relief and comfort. 
 

The Macmillans as I say just gathered everything up and really took 
control of it all.  And the coverage was second to none. (Carer) 
 

It’s nice if you can build up a relationship with somebody.  If things got 
tough, I would like to know there is somebody locally you know.  Cos it’s 
not going to be the [hospital] consultant is it? (Patient) 
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Building up relationships  

The Midhurst team put a strong emphasis on building up relationships with patients 
and their families from their first contact with them. There is a sense that once a 
patient has come onto the Midhurst caseload they are a “Midhurst patient” – even if 
other services are still playing a major role in their care. As one member of the team 
said, “…any patient that we’ve done a procedure on, for example if we’ve done a 
paracentesis or something, we own them”. Patients and carers appreciated the 
personal relationships they were able to build with members of the team, especially 
the CNSs: 
 

[My wife] trusts her too and I think that’s important because if things did 
decide to go wrong I would like to feel like [my wife] had got somebody 
that she knew quite well and that she could talk to and if the worse came 
to the worse you know, she’d be there afterwards as well. (Patient) 

 

She’s a very good friend, she’ll listen to anything. (Carer) 

These warm feelings were clearly reciprocated by Midhurst staff themselves who, 
despite fully recognising their practical resource limitations, reported often finding it 
hard to “hand over” patients with whom they had long established relationships 
when continuing care services became available. 
 

If we’ve been in there for quite a while and we’ve been with those patients 
they do get quite used to us being there, and I know some of the girls as 
well find it quite hard pulling out. (Midhurst CST) 
I wish we could keep the patients… when we first go in like at a crisis and 
help out, you know, with personal care and things like that, and then 
they’re assessed that it’s more longer term perhaps and they go to 
continuing health care or something like that.  I wish that, you know, we 
could keep them, but I don’t think we could because we cover three areas. 
(Midhurst CST) 
 

Learning through patient care 

Participants from the Midhurst team frequently described their involvement in 
patient care as providing opportunities for learning and development. Staff appeared 
eager to get involved with new situations as they offered a chance to hone and 
improve their nursing skills.  They were secure enough to admit when they lacked 
knowledge and had the confidence to try out new approaches.  
 

He [patient] did as much for our service as we did for him, we cut our teeth 
on him in lots of ways … and the girl that had platelets, I mean we hadn’t, 
they had done one, a couple of lots of platelets, but never to that extent, 
and the fact that we could actually do, manage things and there was a lot 
of learning and helping the staff through learning, yeah. (Midhurst staff) 
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I think people here are quite good about saying “Look, I’ve not seen this 
before, could you come with me just so I feel…” because you know I think 
lots of nurses, you know, you’re taught something but you like to actually 
see it, you know, and then you’re happy … I’ve never felt that I’ve got to do 
something that I’m uncomfortable with. (Midhurst CST) 

 

Patient and carer awareness and utilisation of services 

Midhurst is able to offer a wide variety of services to patients and carers and clearly, 
different aspects of the service will be more appropriate for different individuals at 
different times.  Patients and carers itemised a number of different ways in which 
they had accessed and appreciated support services provided by Midhurst.  In terms 
of medical needs, knowledge about and ability to provide pain management and 
relief were frequently referred to as most significant, but there were many other 
ways identified by patients and carers in which they were assisted by the Midhurst 
team.  These included personal care, emotional support, counselling, massage, 
physiotherapy, alternative therapies, administration and completion of forms, 
organising necessary equipment, facilitating communication between different 
services, providing advice and knowledge as to available support and services, and 
recruiting other sources of help and support. Patients and carers were hugely 
appreciative of the services available to them, and highly complimentary about those 
they had accessed.   The availability of the Midhurst team (by telephone and personal 
visits) was particularly commented upon.  
 

They’re really appreciative, especially with the support aspect of it I think, 
knowing that they can phone and have a visit. (Midhurst CST) 
We just have an answer phone ... they know if they phone up the  
Macmillan team there’s nearly always someone in the office who can 
speak to them. (DN) 

 

Interviewer:  How often would you get to talk to [the Midhurst 
Consultant]? 

 

Patient:  I get to talk to her whenever I want to.  

This availability of the service is appreciated by other professionals as well as patients 
and carers. It is important for patients that there is good communication between 
different professionals involved in their care. Staff from both the Midhurst service 
and external teams report that the focus for all professionals is the patient, rather 
than who specifically does what.  For patients and carers, what matters is knowing 
how to contact someone for help when needed. 
 

It was a matter of saying “Look, it doesn’t matter who you phone, because 
we’ll get somebody to you, it doesn’t matter”, and that’s how we do it. 
(DN) 
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We give the number here and say “Well, if we’re not the right person, we’ll 
guide you to who should be doing this one”. (Midhurst staff) 

 

Patients and their families were aware of the uniqueness of the service provided by 
Midhurst and that such a service was not available to all. 
 

I’m very conscious that Macmillan have been here in Midhurst, but I mean 
I’ve often wondered, if we’d lived in Devon or Cornwall, would we, would 
Macmillan have made as much visits as now? (Patient) 

 

This sense that the service was different and special, not part of normal or expected 
treatment, could make patients less willing to access the service as they did not wish 
to “abuse” the facilities available to them. 
 

Macmillan is a charitable organisation.  So I don’t want to pull their 
resources when I can go to the GP if you like.  I know it doesn’t, it’s not 
quite like that, but it is a charity.  So I would rather they spent their time 
and money where it’s most effective.  If I could go to the GP and get my 
prescriptions there, then I would go there rather than bother them 
[Midhurst staff]. (Patient) 

 

For other patients and carers, whilst they were aware of additional help available 
through the Midhurst service, they felt they had no need of it at this time, although 
they acknowledged that it was often comforting to know the support was available to 
them if required. 
 

I think they would have liked us to have more [pain relief], but it wasn’t 
necessary really, but it was there if we needed, all we had to do was ask, 
and that’s what we found, all I had to do was ask. (Carer) 
 

 
[Re. equipment] We haven’t really needed anything... [but] I know 
Macmillan have some stuff there.  (Patient) 

 

[Re. volunteer service at Midhurst] That’s at the back of my mind if we 
ever need. (Carer) 

 

However, it is worth noting that on a few occasions, patients and carers seemed 
unaware of services that were offered by Midhurst and their ability to access these. 
There was also concern expressed by some staff that there was a lack of outside 
awareness, both professional and public, about the excellence and range of the 
services provided by the Midhurst team.  Staff were concerned that this might mean 
that not all patients were accessing the best possible care available to them. 
 

They [patients] don’t know the full extent, because Macmillan was based 
at the hospital they don’t realise what Macmillan do now, because of all 
its community, everything. (Midhurst CST) 

 



 

116 

 

I don’t think people necessarily know much about it because we don’t 
advertise ourselves in any way.  In fact, I think we could probably do with 
doing so, because we need more volunteers. (Midhurst volunteer) 
 

Patient and carer understandings of “Macmillan” 

There was a very strong association of the Midhurst service with the Macmillan 
“brand” amongst patients and carers, and external services. Indeed in the interviews 
with these participants the team was much more likely to be referred to as 
“Macmillan” than “Midhurst”. The Macmillan name had positive associations for 
participants, both in terms of the national organisation and the local service.  

 
I’m a Macmillan volunteer but I would only ever do this for Macmillan, and 
I’ve only ever done it for Macmillan. (Midhurst volunteer) 

 

I think their reputation goes before them and you half-expect what they’re 
going to do; they’re going to come and give you care and attention and 
help you, and they have, very much so. (Carer) 

 

I know that when Macmillan started – Macmillan, as in at the King Edward 
were it came from, - they had the most fantastic reputation. (Midhurst 
CST) 

 

However, the Macmillan name could be a double-edged sword in terms of engaging 
patients and their families with the Midhurst service, because of the strong links in 
public perception between the charity and care at the very end of life: 
 

I thought Christ Almighty! I didn’t expect to be referred to Macmillans, I 
thought they were for people who were half way dying. (Patient) 

 

Some patients aren’t always wanting to be referred to Macmillan; some 
patients aren’t comfortable with the word “Macmillan”. (Midhurst CST). 

Midhurst staff therefore on occasion had to go to some lengths to explain to patients 
and/or carers the nature of their service and the goals of Macmillan as an 
organisation more widely: 
 

I spoke to somebody the other day who, as far as she was concerned, 
Macmillan meant she was dying and I had to take some time to explain 
that no, once upon a time Macmillan nurses in hospices were involved for 
care at the end of life, and that was hours, days weeks, or even months, 
but now we regard ourselves as specialists in complex symptom 
management, ongoing supportive care, and that we, Macmillan, are now 
more about the quality of one’s living. (Midhurst staff) 

 

It was interesting to note that several patients and carers explicitly referred to the 
Midhurst service as something outside of the NHS. Indeed, they saw this status as 
one of the reasons Midhurst was so effective. 
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I’d be really disappointed if they became part of the NHS group […] they 
have a lot of freedom because they are a charity and they can do things as 
a charity that they’d never be able to do if they were part of the NHS 
officially. (Patient) 
 

Looking forwards 

At the end of each interview we gave the participant an opportunity to suggest how 
they would like to see the Midhurst service developing in future. Although many 
specific suggestions were made regarding new services and/or facilities, very few 
were put forward by more than one or two participants. More commonly participants 
simply said – sometimes in as many words – that they wanted “more of the same”. In 
discussing the future of Midhurst, the current and imminent NHS changes figured 
quite largely. Midhurst team members, staff of other services and some patients and 
carers were concerned about the continued funding of the service, and its survival in 
its current form. However, several participants also saw opportunities in the changes 
to grow and develop the service. These included a recognition that Midhurst could 
serve as a model for community palliative care services elsewhere in the country. 
 

In terms of specific areas for additional or changed services/facilities, by far the most 
commonly mentioned was the need for increased out-of-hours cover, either by the 
Midhurst team themselves or from other services with whom they were able to 
effectively liaise. For instance, when asked how they would invest additional money 
in palliative care where it to somehow become available a nurse at the community 
hospital said:  
 

Gosh, hm. [pause] That’s a good one! I think that, this lovely pot of money, 
I think the most important would be 24 hour care at home… like, this 
particular lady [i.e. case discussed in Pictor], lucky enough the family gave 
up their life to move in with her to be with her in the last few months, so if 
she wanted the toilet at three O’clock in the morning the family are there 
to get her out on to the toilet. But other patients, we have to say “Well, 
I’m sorry, you’ll have to wear a pad and do it in the pad, and we’ll change 
it in the morning”. There’s not much dignity there is there in the last few 
months of life. (Community Hospital nurse) 

 

A second suggestion that occurred with some frequency was for the Midhurst team 
to take over responsibility for running continuing care services. Both professionals 
(within and outside Midhurst) and patients/carers commented on the variable quality 
of personal care provision by agency staff, and the lack of continuity.  
 

I would like us to have the continuing care, I would like it not to go out to 
agencies […] and this is going to sound awful, but their night person can be 
someone whose English is not good, has no knowledge of palliative care – I 
mean continuing care just goes out to whichever agency can cover it; now 
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you get really good agency nurses and you can get bad ones the same as 
you can in any walk of life, but they’re not specialist. (Midhurst, CST) 

 

One of the big things with complex long-term conditions and end of life 
patients, if you haven’t got the personal care set up you’re going to end up 
in somewhere [i.e. admission to hospital or nursing home]. (District Nurse) 
 

Other suggestions made by one or two participants each included: 

 Including a Clinical Psychologist in the team 

 Employing a Complementary Therapist 

 More provision for long-term condition patients 

 Providing chemotherapy at home 

 Addressing the survivorship agenda 

 More male volunteers, and younger volunteers 

 Direct electronic access to patients’ primary care notes for Midhurst team 
 

More common than requests for any one specific addition or change to the Midhurst 
service was simply a plea for “more of the same”. This might be made with regard to 
the team as a whole, or focus on particular services or areas of work. The call for 
expansion and/or greater resources for the existing team came from every group of 
participants in the study. 
 

I suppose it would be nice to see that perhaps expand a little bit more, 
have more trained nurses available and therefore, you know, that capacity 
allows more patients to try and avoid even more hospital and hospice 
admissions, you know. You’d be able to keep people at home which I think 
we actually do achieve […] about 80% of that anyway, but it would be nice 
to see eventually you know 100% of everybody wanting to stay at home 
being able to. (Midhurst, CST) 
 

I think they should double the service […] it should be more widely 
[available] – it seems like quite a small organisation, the Midhurst service, 
it’s not really enough. (Patient) 

 
In order to improve and/or expand the service, some participants pointed to areas 
where further staff training was required. There were several references to nurses 
needing to update their practical skills, but also complaints that update courses were 
less available than they should be, or that workloads made it hard to attend those 
that were available] 
 

Because of finances […] the courses you used to go on they don’t do 
anymore so it’s very difficult for the girls to keep themselves updated […] 
you have to go further afield, taking more time out of work, because you 
can’t go locally to get an update. You have to go all the way to Crawley or 
somewhere, you know, just to get an update on catheter care. (Midhurst 
CNS) 
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Our interviews were carried out in the immediate wake of the Government’s 
announcements of its plans for major changes to the structure and running of the 
NHS. Additionally, there were some significant changes to local NHS organisation 
during the time our study was in progress. In this context it is not surprising that 
concerns about how NHS changes might impact on Midhurst figured quite largely. 
Some participants were worried that the service might not continue to be funded at 
all, or might face changes that would diminish its effectiveness. 
 

I don’t know myself how it [NHS Reforms] is going to affect Macmillan; I 
think it would be an awful shame if we couldn’t carry on doing this – or 
even grow. (Midhurst, CST) 
 
It is, you know, clearly an unusual but very successful service, so I guess my 
plea would be that if it’s going to be in any way changed or stopped that 
we have time to make sure that we put in place something that’s 
equivalent to it. (GP) 

 

I think the future, with [NHS] change, lies in showing that we can sustain 
what we do, and that what we do – I mean, I can get very boring on this – 
is robust and repeatable. So what we do for “T” who’s young with a young 
family we can do again for Joe Bloggs who’s a grumpy man in his late 60s 
who wants to say goodbye to his tree. (Midhurst staff) 

 

Others, however, felt that the proposed increased role of GPs in commissioning 
services would probably work to their advantage, as they felt Midhurst had good 
relationships with the GPs in its patch, and was valued by them. 

 

There are so many changes at the moment, and with the GP consortia 
coming in, I mean I think that will be OK for us because I think they’re our 
main supporters, the GPs, so I know that they’ll want to purchase our 
services. (Midhurst staff) 

 

The context of NHS change was not seen entirely negatively; for a number of 
participants it represented an opportunity to grow and develop the Midhurst service. 

 
Looking at the end of life policies that the Government is driving, I think we 
have, I think we could have, a very important role in supporting the 
primary health care teams who out a lot of work into the same things, you 
know, getting involved in the Gold Standards Framework meetings, 
helping people identify their patients. (Midhurst staff) 

 

Finally, there were several participants who argued that the Midhurst service should 
be seen as a model for the development of other community palliative care services 
elsewhere in the country. 
 

What would be fantastic, if this service – or another service similar – could 
get a really high profile and say “Look, this is what we’ve achieved, this is 
what we’ve done, and this is what we feel can be done” […] just like the 
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way they’ve rolled out the Liverpool Care Pathway; that is what I’d like to 
see. (Midhurst, CST) 

 

More of the [name’s CNS], so everybody could have one. I mean, I know 
people in different parts of the country that have had cancer and haven’t 
had a [name]; there hasn’t been one for them to get. […] And I think 
everybody should have, have that sort of thing. It’s very difficult to, to put 
it into words. I just think – I know it’s an expensive luxury, if you like, but I 
think there is a lot more as a patient you get out of it than, than is quite 
tangible. It’s quite hard to put value, to put a value on it. (Patient) 

 

What makes Midhurst special? (Integrative theme) 

This theme relates to the perception that the Midhurst team is in some way(s) 
“special”; either in relation to other services in the area it covers, or in comparison to 
other palliative care services elsewhere in the country (or both). This view was 
summed up by one member of the Community Support Team when she said “We are 
very aware we’re a unique service, the only one in the country”. It incorporates the 
views of all three participant groups: Midhurst team members, patients and carers, 
and other health and social care staff. We refer to the theme as integrative because 
the sense of the “specialness” of Midhurst is often conveyed in the course of 
discussing issues linked to one or more of the main themes described above. For 
example, when describing the quality of support offered by Midhurst, a patient might 
refer to how flexibly the team work in comparison to other services. 
 

Taking complex cases 

The Midhurst team see it as a key part of their responsibilities to take on complex 
cases, who otherwise would struggle to receive the support necessary to remain in 
the community. Cases might be considered complex because of the type of 
treatment required, the presence of multiple co-morbidities, their family/social 
circumstances, or a combination of these features. The provision of blood 
transfusions in the home (or at the Midhurst centre) is mentioned both by the 
Midhurst team and patients/carers as a valuable alternative to hospital treatment 
that would otherwise have been necessary.  
 

I was having to go down to Portsmouth to get these [blood transfusions] 
done, and I looked around to see if there was any method of doing 
this…and so I met [Midhurst consultant] and he said “why don’t you get 
the Macmillan Nurse”, and that’s how I got involved with them, and from 
then on they did it. (Patient) 

 

I definitely think some of the work we’re doing is unique…I did go to a 
conference about the intrathecal work about a year ago and certainly at 
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that point we were the only service that was really offering this at home…  
(Midhurst CNS) 

 

Distinctive resources 

The Midhurst team are able to support patients with complex needs in the 
community because of certain key resources available to them. These include the 
comprehensive nature of the team, with doctors, therapy professions and counselling 
available alongside the nursing staff. Several patients and carers particularly 
emphasised how much they valued the care and support they received from the 
Midhurst doctors, and other professionals appreciated the availability of their 
expertise: 
 

…he [Midhurst Consultant] did several things to get things moving at other 
ends, you know, rather than waiting. He came out on several occasions 
and sorted out immediate pain relief with injections, and he knew what to 
do, and he was – his manner – his hands-on manner as a doctor was 
fantastic. (Carer) 

 

We use both [Midhurst Consultant] and the other [first name] who’s name 
I can’t remember, both of those are really good and accessible especially 
for advice for us and for the GPs regarding medication, so that’s really 
useful. (Community Hospital staff) 

 

One Midhurst CNS expressed her frustration that there is not greater availability of 
Consultant support, as she currently cannot call them in to all patients who she thinks 
would benefit from their involvement: 
 

You feel like you can only ask them [Midhurst Consultants] to go and see 
patients who have extraordinary need; they can only see quite a small 
proportion and we have to prioritise in some way. And there are people 
that maybe are lower priority but you would really dearly like them to 
have been seen, but you’ve always got to kind of like ration who they’re 
seeing. I don’t know whether they feel like that but I feel like that. 
(Midhurst CNS)  

 

The Midhurst Centre, as a physical hub for the service, is also important, not only 
because patients can be offered treatment there but also because it facilitates direct 
contact between team members who spend most of their time out in  
the community.  
 

[Patient] panicked the other day, and he rang up – I didn’t realise he’d 
rung up, and [Midhurst Consultant] told him to come over at a certain 
time and fitted him in, you know, and because we’re near we’re fortunate 
but at the same time that facility there is so helpful, it’s such a life line to 
so many people…and it’s lovely, I must say, when you go there you don’t 
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feel as if you’re going somewhere where you’re sick in a sense, it’s such a 
family feeling. (Carer) 

 

Midhurst’s volunteers are a key resource, providing drivers, “sitting” services, 
administrative assistance, and also trained bereavement workers and 
complementary therapists. 
 

We’re very lucky here that patients, that we have a volunteer service 
where they actually go into people’s homes, because that’s not 
everywhere… They don’t do that in other palliative care services, because 
I’ve worked for other palliative services, and that’s brilliant. Because very 
often people are really lonely and isolated. (Midhurst CST) 

 

Because we work in such a rural area, I don’t know how easy it would be 
without the volunteers for them [patients] to get to their hospital 
appointments. (Midhurst CST) 

 

While not part of the Midhurst service, the nearby Community Hospital is an 
important resource for some of their patients, and the Midhurst team work closely 
with it.  
 

[some patients] are in an acute setting but then are diagnosed as end of 
life care, so to make it a better experience for them – and they don’t 
actually need the hospice – they come to us. But generally once they’re 
with us it’s very unusual for them to move to a hospice, they would 
normally stay with us, because we’ve got the support of Macmillan here 
anyway. (Community Hospital nurse) 

 

Midhurst team dynamics 

For the Midhurst staff we interviewed, a central aspect of what makes them “special” 
is the dynamics of how the team works. Flexibility is seen as an essential quality for 
team members, coupled with open, non-hierarchical relationships amongst them. 
Communication within the team was typified as informal and supportive. 
Comparisons between the Midhurst team and the way other teams and services 
work were made by staff from Midhurst and external services and by patients/carers. 
 
The non-hierarchical nature of relationships within the Midhurst team was stressed 
by many participants. There was a strong sense that people are approachable 
whatever their profession or grade, and are happy to share knowledge and answer 
questions.  
 

I don’t feel there’s any hierarchy as such, which I mean that in a positive 
way, you know: the Consultants, the CNSs, the Clinical Support Team, we 
all try and work as one, and there’s no fear of asking questions if you don’t 
know anything. (Midhurst CST) 
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The quality of relationships is facilitated by the way the Midhurst centre is used. Daily 
morning meetings to agree how work is distributed help maintain relationships 
between staff, and the “nurses’ room” acts as a hub for informal as well as 
professional interactions. Medical and therapy staff, as well as the two service 
managers, make a point of dropping in to the nurses’ room during the working day: 
 

I tend to come back here even if it’s late at night or first thing in the 
morning, or at lunchtime, and then you catch people; so I will, I’ll wander 
into the nurses’ office and I’ll eat my lunch in there and I’ll chat to them 
then. (Midhurst staff) 

 

One participant acknowledged that the lack of hierarchy, and the flexibility expected 
in working practices (discussed further below), does not suit everyone who comes to 
work at Midhurst:  
 

It’s the nature of the team as well, because you have to [have open 
relationships with other professionals] otherwise you wouldn’t survive. 
Other people who don’t like it don’t stay…a few have come and gone who 
just couldn’t cope with that non-structure. (Midhurst staff) 

 

Flexibility is in many ways a core feature of how the Midhurst team works. This 
includes people being flexible about how they define their role, their working hours 
and geographical boundaries. It sometimes means bending the rules to get things 
done. This flexibility is recognised as essential to enable Midhurst to provide the kind 
of care needed by its patients and their families. It can lead to significant demands on 
staff but it also can allow the organisation to take into account staff well-being in the 
way work is allocated. 
 

Flexibility of roles in the Midhurst team is facilitated by the fact that staff take an 
interest in each other’s role and make an effort to get to understand them. For 
example one member of staff said: “when I first came I went out with all of them, 
every discipline really, so I could get a feel for the jobs that they did.” Participants 
repeatedly emphasise that Midhurst staff cannot afford to be “precious” about their 
roles. A CST member says: “We try to stay flexible because that’s the uniqueness of 
the service…it shouldn’t be task-oriented”.  Another member of staff commented: 
“…it’s a very flexible workforce, people don’t get too entrenched in what their role 
is”. People are expected to do whatever needs to be done for a particular patient, 
within their professional competence, regardless of their actual job role. This is 
illustrated by the way the occupational therapist and the physiotherapist are willing 
to blur their roles to ensure patients get the best possible support:  
 

…as far as OT and physio are concerned our roles are very interlinked – I 
do quite a lot of breathlessness and she does quite a lot of equipment.  
(Midhurst OT) 

 

In order to be flexible I do the north part of it [i.e. of the area covered by 
Midhurst] and she does the south part of it, and so I would do OT’s basic 
sort of work and physio in the north part and she’ll do basically physio and 
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OT in the south, and then when we get a complicated problem which if 
either of us feel is out of our depth, we’ll call on the other one.  
(Midhurst Physiotherapist) 

 

The quote from the physiotherapist, above, shows how the geography of the 
Midhurst area impacts on the way she and her OT colleague choose to work. These 
two professionals live at opposite ends of the area, and in order to avoid excessive 
time spent travelling they divide the workload in the way described, rather than 
sticking to traditional demarcations between their roles. In other examples the 
professionals involved have to go outside their normal working area to help patients 
and/or families. One example was a member of staff visiting a patient on her 
caseload who had been admitted to a hospital some distance from Midhurst.  
 

The above are examples of staff choosing to work flexibly; for the Community 
Support Team, the way in which they are organised makes geographical flexibility an 
inevitable aspect of their role. The fact that, unlike CNSs, the whole team work across 
the entire Midhurst area, as and when they are needed, can result in a great deal of 
driving - often on small rural roads. The flexibility that this arrangement allows is 
crucial to the functioning of the overall Midhurst team, and while CST members do 
describe it as a demanding aspect of their work, some emphasise that they enjoy the 
variety it can bring. 
 

...if you’re driving say up to [...] West Chiltington, Storrington, 25 miles 
away, so you know just on one visit a 50 mile journey, in the summer in 
traffic thinking “Oh my God I feel tired”. (Midhurst CST) 

 

Finally, flexibility allows staff to be protected from some of the emotional demands 
of the job they do. This includes changing the rotas for CST members where a case is 
particularly demanding, or reallocating patients where existing personal relationships 
with a patient/family could make the professional’s role difficult: 

 
...sometimes you’ll get a situation and someone can almost suck you dry, 
they want so much from you, and then the rota we’d sort of look at and 
you’d think “well hang on, you know, [name] has already been there three 
times this week so today [name] can go”. (Midhurst CST) 

 

Midhurst ethos of care 

There was a clear belief amongst Midhurst team members that part of what made 
their service “special” was its values and priorities. They did not necessarily portray 
themselves as unique, but there was a strong sense that they “walked the talk” in a 
way that other services might not be able (or willing) to do. A central value was 
patient-centredness: this was taken to mean that whoever and whatever resources 
were available would be used to deal rapidly with patients’ problems: 
 

With our patients, if there’s a problem and it’s not sorted, that’s wrong. 
It’s no good saying there’s no service there, or we can’t do it because of 
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this or that; we have to find a way of sorting the problem and that’s how 
we’re judged. (Midhurst staff) 

 

Patient-centredness also meant Midhurst staff accommodating themselves to the 
patient’s physical and social circumstances, even if this created challenges for them in 
carrying out their job: 
 

Friends [of the patient] were just appearing from everywhere, literally 
worldwide friends appeared, which was helpful but complicated the 
picture, because it meant there was a lot of people in the house and you’d 
arrive at 10 in the morning, and everybody would be just waking up… 
(Midhurst staff) 

 
A final aspect of the care provided by Midhurst that was presented as distinctive was 
their willingness as a palliative care service to get involved with patients well before 
the final stage of their illness, if they had skills and resources that could be helpful 
and could not readily be accessed through other services. One of the Midhurst 
doctors stated that their service is “…not just end of life, but looking after patients 
earlier on in their disease”. A similar point was made by a member of the Community 
Support Team: 

 

I think people have a sort of view that palliative care is something that is 
sort of end stage, and that’s certainly not the case, we support them all 
the way along. (Midhurst CST) 

 

Shared history of the service 

Members of the Midhurst team made frequent references to the history of the 
service: its roots in the original hospice at the King Edward VII hospital and its 
reconfiguration as a highly distinctive community service. The role of the Consultant 
leading the change was also stressed by many participants – including some outside 
the Midhurst team – as crucial. Many of the staff and volunteers had worked at the 
old hospice and had experienced uncertainty as that service faced its end, and a 
sense of achievement when the new service became an established fact.  
 

I think there was a lot of expectation that we would fail. But locally all the 
GPs’ surgeries were very supportive and still are, and when we’ve been 
going round [...] they’re more than happy with the service they get from 
us. (Midhurst CNS) 

 

[Re. Midhurst community service] Totally new, completely new, from 
scratch. […] It’s been fantastic, I’ve seen this evolve, I’ve seen District 
Nurses, I’ve seen GPs, you know – the barriers are coming down. 
(Midhurst, CST) 
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The uncertainties around the transition to the community service and its eventual 
success were recognised by other professionals working with Midhurst: 
 

Obviously the Macmillan, when they first came out here from hospital they 
were very hospital-oriented and to come into a community setting is quite 
a different setting, so that took quite a bit of time to bed down – but it 
worked well. (DN) 

 

It’s been a very smooth transition, I think we were all very worried about 
not having hospice beds and thinking “Oh what are we going to do, are we 
going to end up admitting them acutely, where are we going to send 
patients that really do want a hospice?” But that’s never been an issue. 
(GP) 

 

Many participants describe a feeling of “grief” or “bereavement” on the part of staff 
and volunteers who had worked at the old hospice: 
 

It was terrible, I’d never seen so many nurses, doctors, consultants, 
patients, relatives in tears, it was just horrible. (Midhurst CST) 

 

There was a huge period of grieving and you know, you can’t 
underestimate how badly they did grieve for King Edward, it really was, I 
was amazed that they could be so fond of the place. (Midhurst staff) 

 

Despite the evident pride in what has been accomplished by the new community 
service (for example, one CST member says “I think it’s brilliant what we’ve achieved 
in three years”), several interviewees reported that feelings of loss associated with 
the King Edward VII are still discernible: 
 

I haven’t had the benefit of being here when it first made that transition, 
although perhaps in some ways that’s quite good because I think a lot of 
people were part of the hospice and there’s still, I think there’s still 
bereavement about that actually. (Midhurst staff) 

 

For volunteers, the loss of the hospice could be particularly difficult, because without 
a shared working space they felt their contact with nursing and medical staff in 
particular was reduced:  
 

I think the connectedness thing is tricky; I feel very connected to the 
bereavement team and I’m very connected to the central staff who 
obviously run the volunteers generally, but I don’t particularly feel 
connected to the medical and nursing teams. (Midhurst volunteer) 

 

There was widespread recognition of the key role played by the Consultant who lead 
the transition from the hospice at King Edward VII to the community service. He was 
depicted as a dynamic and inspirational leader, who invested an enormous effort into 
making the change happen, motivated by his commitment to palliative care. 
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I would just say that I think if it hadn’t been for [name] we wouldn’t be 
here; and he is unique, and when I look at what he’s achieved and done it’s 
remarkable. (Midhurst CST) 

 

An awful lot of it is down to [name]; he’s worked so hard with all  
these authorities – he never stops, you see him running past backwards  
and forwards, you know, eating his lunch on the hoof as it were.  
(Midhurst volunteer) 
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CONCLUSIONS 

Overall, the qualitative part of this evaluation paints a very positive picture of the 
Midhurst service, from the perspectives of team members, patients and carers, and 
staff from other services. Midhurst is seen as providing genuinely holistic palliative 
care to patients and their families in the community, including interventions that 
would otherwise require hospital attendance or admission. They work well with 
other services in the great majority of cases, and team members show a high degree 
of loyalty and commitment to the service. Across all participant groups, Midhurst is 
seen as a “special” service, that goes above and beyond what might normally be 
expected of community palliative care. 
 

Alongside these very strong positives, there remain challenges facing the Midhurst 
team. The flexible way they work – which is essential to their effectiveness – still 
occasionally creates boundary issues with other professionals (most often District 
Nurses). Good communication and strong personal relationships, especially with 
patch-based CNSs, help minimise this potential problem. Current and ongoing 
changes in the NHS have created uncertainties for all concerned with Midhurst, 
which are likely to persist for some time into the future. Weaknesses in out of hours 
cover and in the system of assessing and providing continuing care to some extent 
limit what the Midhurst service can do for its patients. 
 

In considering the findings of this qualitative part of the evaluation, certain 
limitations need to be borne in mind. This kind of study does not seek statistical 
representativeness, but it does look to gather perceptions and experiences from a 
good cross-section of stakeholders in the organisation under investigation. This was 
achieved comprehensively for the Midhurst team themselves, but inevitably is less 
inclusive for patients and carers, and for external staff. Regarding patients and carers, 
all the cases were of cancer diagnoses (though in one case with a significant long-
term condition co-morbidity which was of more concern to the patient than her 
cancer). Long-term condition patients and their carers served by Midhurst might have 
brought up issues not covered by the sample we recruited. Regarding external staff, 
the very limited input from the acute sector was disappointing. Also, it is possible 
that people from external services who agreed to participate were either particularly 
favourable to Midhurst, or had a particular interest in palliative care. Whilst 
acknowledging these potential limitations, we still feel sure that the strength and 
consistency of the main findings from the interviews allows us to draw conclusions 
with confidence. 
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9. VOICES SURVEY (Views of Informal Carers- Evaluation of Services)  

VOICES is a retrospective postal questionnaire that has been utilised in this study to 
survey bereaved caregivers of patients who received care over the course of a year. 
The questionnaire has been used widely in various studies, both by the team who 
developed it and by our department. VOICES is a self-complete postal questionnaire 
which gathers the views of informal carers on care and treatment received by the 
patient, either by tick-box responses, or by free-text comments. It includes sections on 
a range of settings: hospital, hospice, community and nursing home, and includes 
items on areas such as quality of care received by patients, symptom control, 
communication, and ease of access to care, as well as questions on the experiences of 
carers and on bereavement support. It has been widely used in cancer and other 
illnesses, and has been found acceptable to respondents (Addington-Hall et al., 1998, 
Ingleton et al., 2004).  

 
VOICES can provide data about patients in a palliative care context where patients are 
too ill to provide comments and information directly. Importantly, caregivers also 
provide information about support they receive for themselves as well as providing 
data as proxies for patients.  

 
In this study the VOICES questionnaire was posted three to four months after the date 
of bereavement. Following the first mailing the Midhurst team expressed concern that 
this period was too short; a view based on informal feedback from bereaved carers. 
Hence the period before contact was increased to four to five months after 
bereavement. Initial contact was by letter, mailed from the Midhurst service, inviting 
completion and return of a slip to indicate whether they would or would not be willing 
to receive the questionnaire. Questionnaires have only been mailed to bereaved carers 
who stated that they are willing to participate. A covering letter was included in this 
initial mailing with contact details for queries, and telephone numbers of bereavement 
support agencies, in case the questionnaire raised issues that people wished to talk 
about further. The use of this questionnaire has been widely discussed with our local 
consumer research panel, who assisted in refining our method of approach. Experience 
from our previous studies, and those of others, is that this is an acceptable 
questionnaire which produces a wide range of data on symptoms, treatment, 
communication, care provided by professionals, and other services provided. It has 
sections covering care at home, in hospital, in hospice, and in nursing or residential 
care. 

 
VOICES questionnaires were sent to bereaved carers in the period June 2010 - May 
2011. The total number of Midhurst patient deaths during this period = 280. 
 
Invitations to participate in the VOICES survey were sent to bereaved carers in the 
period November 2010 - September 2011. Total number of invitations posted from 
Midhurst = 252. 
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Reasons for Midhurst not sending VOICES invitations to 28 people were: 

 No address for relative or next of kin = 6 

 Relative or next of kin not local and not involved in care = 5 

 Relative or next of kin had dementia = 4 

 Carers had already participated in the interview part of the research = 2 

 Fleeting contact with patient, and relatives not met = 2 

 Relative or next of kin terminally ill or died = 2 

 Referred to Midhurst from hospital, but died before discharge = 2 

 Estranged from family = 2 

 Relative or next of kin had mental health problems = 1 

 Patient related to a Midhurst staff member = 1 
 Relative or next of kin committed suicide = 1 

 

Consents received by the Sheffield research team, and VOICES posted = 114. 

Returned completed VOICES questionnaires = 102  

252 people were invited to participate and 102 returned the questionnaire. This is a 40.5% 

response rate which is similar to that in other surveys. 

 

Report on VOICES Questionnaire 

People who responded to the VOICES questionnaire were asked for a few details about 

themselves and the person they cared for. This information was requested at the end of the 

questionnaire, in Section H.   

 

What was your relationship to him/her? Were you his/her: no % 

Spouse/partner 75 73.5 

Son/daughter 15 14.7 

Brother/sister 4 3.9 

Son-in-law/daughter-in-law 2 2.0 

Parent 1 1.0 

Other relative 3 2.9 

Staff in nursing/residential home 1 1.0 
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Missing 1 1.0 

Total  102 100.0 

 
 
75 (73.5%) of respondents were the spouse or partner of the person who had died, and 15 
(14.7%) were the son or daughter. The remainder were other relatives, and in one instance, 
a staff member in a care home. 
 
 

Please could you indicate your age group: No % 

30-39 2 2.0 

40-49 16 15.7 

50-59 20 19.6 

60-69 30 29.4 

70-79 23 22.5 

80+ 10 9.8 

Missing 1 1.0 

Total 102 100.0 

 
 
63 respondents (61.7%) were aged 60 or above. No-one was under 30 
 
 
Gender: 
 

Are you: No % 

Male 42 41.2 

Female 58 56.9 

Missing 2 2.0 

Total 102 100.0 

 

58 respondents (56.9%) were women.    
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Question 1:  How long had he/she been ill?  

 Number % 

He/she died suddenly 0 0 

one week or more, but less than one month 3 2.9 

one month or more, but less than 6 months 26 25.5 

six months or more 72 70.6 

Missing 1 1.0 

Total 102 100.0 

 
One person who had ticked ‘one month or more...’ also ticked one week or more...’ and 
added the word “acute”. One of those who ticked ‘six months or more’ added “4 years”. 
 
 

Question 2: Did he/she spend time at home during his/her last three 

months of life? 

 

 number % 

Yes 98 96.1 

No   3 2.9 

Missing 1 1 

Total 102 100.0 

 

Three indicated that their relative had not spent time at home in their last 3 months. In the 
case of the one missing response, subsequent sections relating to care at home were 
completed, so this has been treated as a ‘yes’ response. One of the ‘no’ responses should 
really be ‘yes’, as subsequent answers show that the person was at home, but not receiving 
care from the services. 
 
In the case of the two who were not cared for at home: one relative was being treated 
herself for cancer, and so they opted for nursing home for her partner. The other was in a 
nursing home for the last four months of their life. Their relative reported difficulty in 
getting care at home because they live on a county border. 
 



 

133 

 

 

 

The remaining data is presented for the 100 respondents whose relative spent time at home 
in their last three months. This includes one person resident in a care home. 
 
 

Question A1:  In the last three months, did s/he have a health problem for 
which s/he needed home health care, such as assistance with home nursing, 
help with bathing or dressing, or help with basic household tasks?   (n=100)   
                                                                

 number 

Yes 85 

No   15 

Total 100 

 

 

Question A2: How much of a problem, if any, was it to get that home health 

care?   (n=100)                                                                                                                               

 number 

A big problem  7 

A small problem 13 

Not a problem 55 

Not applicable, s/he did not need home health care  8 

Family/partner provided all or most of care 10 

Missing 7 

Total 100 

 

These answers did not completely match the earlier statement of whether there was or 

wasn’t a health problem needing care, suggesting some respondents may have assumed 

that they would provide help themselves, rather than that there was not a health matter 

needing help. 
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There were 39 explanatory comments, in which good experiences predominated.  

As his wife I was his official carer as he was nearly blind but active and healthy 

(swimming regularly until the last months).                                                                           

[not a problem] 

Community nursing team were fantastic.                                                                                       

[not a problem]  

Home health care only needed in the last 2-3 weeks.                                                

[not a problem] 

I was able to manage myself to look after my husband. Until the last week.                                                                                                                                         

[not a problem] 

I was my husband's carer for dressing and bathing in his final weeks, we did not 

request outside support.                                                          

[not a problem] 

It was not a problem, if you paid for it. We had [private] carers for 45 minutes at 9am 

- 30 minutes at 6pm.                                 

[not a problem] 

It wasn't a problem getting the care, the problem was getting my husband to accept 

the care.                                   

[not a problem] 

[Name] had help with bathing in her last few days as she wasn't comfortable with 

me, her sister, doing it. She wanted to maintain her dignity and the nurses were more 

than happy to help.                                                         

[not a problem] 

Macmillan nurses came out a couple of times in the last few years of [name] life - 
they were wonderful!!                                 
[not a problem] 
 
Most of the domestic tasks performed by my friends and I, nurse/medical care was 
arranged very easily.                                                            
[not a problem] 
 
The attention from GPs and from Macmillan service was immediate and extensive 
and caring.                                   
[not a problem] 
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The doctor, Macmillan nurses and district nurse offered excellent care. They were 
fantastic                                                   
[not a problem] 
  
The hospital referred us to Macmillan immediately.                                                                          
[not a problem] 
 
The Macmillan nurse kept in regular close contact with us and called in the district 
nurses as soon as necessary.                                
[not a problem] 
 
Wonderful nursing care by team from the [charitable organisation] (sadly running 

out of funds).                                                   

[not a problem] 

My mother was v independent and did not want to receive help - + only accepted it in 
the last week of her life.                
[not a problem] 
 
She was already receiving Home Help before being diagnosed with cancer.                             

 [not a problem] 
 

Nothing was too much trouble.                               

[not a problem] 

All sorted by oncology liaison nurse at [hospital] - worked like a dream.                            

[not a problem] 

As his wife I was able to provide most of the care.                                              

[not a problem] 

Our GP referred my wife to Macmillan and [charitable organisation] (local palliative 
care in home).                                  
[not a problem] 
 
At times she was unwilling to accept help as she probably felt too proud.                       

[a small problem] 

It is costly and some do require a higher level of training.                                                   

[a small problem]  

I provided much of that care as her husband. In last 3 months, I needed to be very 

pro-active in obtaining some external health care.                                 

[a small problem] 
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No care available on NHS so we had a privately funded live-in carer 24/7.                         
[a big problem] 

 
No information given to us about any home health care or Macmillan services until it 
became an emergency.                                             
[a big problem] 
 
She never got the type of care she and her family needed.                              
[a big problem]  
 
I looked after my husband at home until he had to go into hospital. I did everything 

for him.                                                                                                        

[did not need home health care] 

Wife looked after him.                                                                                
[did not need home health care] 
 
Macmillan people made it clear they would help him get home care if needed.  
[did not need home health care] 

 
My daughter helped me with morning care/bathing etc. I had agency help 1/2 hr to 
put her to bed.                                                                                                 
[did not need home health care] 
 
Some treatments and drug administrations were carried out at home for convenience 
rather than going to hospital - these were 'not a problem'.                                                    
[did not need home health care]                                                                       
 
All home health care given by myself (wife). But most of bathing/dressing, he was 

able to do with some help.                                                          

[did not need home health care] 

[crossed out 'did not need home health care'] I did the basic household tasks and 

helped with bathing/dressing. Friends helped by providing company.                                 

[did not need home health care] 

[crossed out 'need' to read N/A, 'he did not 'want' care at home'] I was able to help 
with cleaning his cottage, shopping and laundry. Apart from this he managed.          

             [did not need home health care] 

He was looked after at home by myself (wife) and our son.                              

[missing] 
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As my husband became weaker I gave all the home care needed - I volunteered to do 

this.                 

[missing] 

 
 

Question A3: In the last three months, did s/he have a health problem for 
which s/he needed special medical equipment, such as a walking stick, a 
wheel chair, or oxygen equipment?   (n=100) 
                                                                                                                   

 number 

Yes 78 

No   20 

Missing 2 

Total 100 

 

Question A4:  How much of a problem, if any, was it to get that special 
medical equipment?   (n=100) 
 

 Number 

A big problem 8 

A small problem 12 

Not a problem 59 

Not applicable, s/he did not need equipment 15 

Missing 6 

Total 100 

 

38 respondents made comments on getting medical equipment. Half had had no problem. 

A commode wheel chair was arranged by Macmillan with no problems. Also a 

hospital bed.                                           

[Not a problem] 
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A shower board/seat was provided, followed by a special bed, which was not needed 
in the end and the delivery was cancelled.                                 
[Not a problem] 

 
A special bed was required, and delivery was all set up as requested, sadly [name] 
died before it was delivered - but Macmillan did their bit.                            
[Not a problem] 
 
All concerned most helpful.                                                      
[Not a problem] 
 
All medical aids were supplied locally - quickly and also removed when not needed. 
[Not a problem]                                                                      
                 
If I have to find constructive criticism - the individual tasked with installing a special 

bed did a poor job and I corrected his mechanical shortcomings myself - after he left.   

[Not a problem] 

Help was provided quickly and was much appreciated.                                

[Not a problem] 

Macmillan were there all the time and supplied all needs at great speed.                      

[Not a problem] 

Mum went for a hip replacement, so has lots of walking sticks.                 

[Not a problem] 

My husband had a hospital bed installed, commode, syringe driver.                            

[Not a problem] 

My wife’s health has slowly deteriorated over many years but this did give us a 

comprehensive collection of medical equipment.                                             

[Not a problem]  

Oxygen was arranged to be delivered on the Monday at home - my husband was due 

to come home on the Tuesday but passed away on the Sunday.                                        

[Not a problem] 

Purchased a walking stick and borrowed a wheelchair from the [charitable 

organisation] when required. [Not a problem] 

She needed a special bed, this was provided very promptly.                                             

[Not a problem] 
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She needed a supply of STOMA bags and incontinence pads - supplied automatically, 

without request.                   

[Not a problem] 

She was provided with all the equipment she could possibly need. But as she was very 

weak she was bedridden for her entire month at home in a hospital bed.                 

[Not a problem] 

We bought most equipment ourselves, district nurses provided the rest on loan, very 
promptly.                                                                 
[Not a problem] 
 
We purchased a walking aid as she used one for about three years before contracting 
cancer.                                                                                
[Not a problem] 
 
We already had a walking frame and walking stick in the family. GP asked 
occupational therapist to help and a toilet seat and seat in the shower were provided 
very quickly. Macmillan nurses organised for special bed to be installed.        
[Not a problem] 
 
[Company name] the suppliers of the home oxygen did not always want to give us as 
much as my husband required.                                                                                
[a small problem] 

 
Getting wheelchair adaptations was a problem.                                                            
[a small problem] 

 
In the last few weeks my husband needed a small wheelchair to navigate our home - 

one could not be found although I was told to contact Red Cross - they were unable 

to help - only one was available that was already on loan.                                 

[a small problem] 

Needed a commode also syringe driver.                                                       

[a small problem] 

Oxygen, bed provided very quickly via GP. Wheelchair never obtained as I would have 

to go and collect it - couldn't get away.                                                                     

[a small problem] 

Sorted by [name] district nurses.                                                      

[a small problem] 
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There was a delay in obtaining a lifting seat for the bath. By the time it did arrive my 

wife was admitted to a hospice.                                                                     

[a small problem] 

Dad needed a stairlift, permission was granted but he had to wait months for it to be 
installed. He died three days after fitting, he never even got to see it let alone use it. 
How sad is that?                                                                        
[a big problem] 

 
Equipment needed depended on multi-agency occupational therapist's assessments 
(3 different O/Ps)   1. Local community nurse O/P   2. Social services O/P    3. Hospital 
pre-discharge O/P (plus Macmillan O/P but after being at home).                            
[a big problem]             

 
I found I had to fight for everything. Especially a ripple mattress as patient confined 

to bed for last month. Could not get motorized hoist and agony for patient.          

[a big problem] 

Macmillan advised what equipment was needed but was delay in getting it. 

Macmillan had to put pressure on GP to hurry up. Particularly with oxygen.                                 

[a big problem] 

My husband had to refuse to come home from hospital until they provided all 

specialist equipment. Macmillan were unable to provide any equipment. We also had 

to borrow a wheelchair from [charitable organisation] and a baby alarm from the 

local [charitable organisation].                                             

[a big problem] 

Significant waiting time to get wheelchair on loan. Otherwise, with occupational 

therapists involved, only a small problem to get other equipment.           

[a big problem] 

We paid for equipment.                                           [a 

[big problem] 

I called 999 service during the last 2 weeks on 2 occasions - he was given oxygen. 

[n/a: did not need special equipment] 

It was only the last 6 weeks of his life he needed hospital care                                            
[n/a: did not need special equipment] 

 
Used wheelchair on holiday in order to save energy, 2 weeks prior to death.                    
[n/a: did not need special equipment] 
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She died without getting any equipment. A wheelchair would have helped greatly 
plus equipment for the home. It may have been she did not want to receive it. I don't 
know.                                                
[missing] 

 
She was in hospital and care home for the last four months.          
[missing] 

 
Services received are presented in three tables: nursing care; visits from specialist doctors, 

and other care. 

 

Question A5: In the last three months of his/her life, did he/she receive 
any help at home from any of the services listed below (please tick all 
that apply): District Nurse; Macmillan/hospice nurse; Marie Curie 
Nurse; other nurse at home; specialist doctor at home; home 
care/aide/helper; meals on wheels.    (n=100) 
 

no./% 

District Nurse & Macmillan/hospice nurse 51 

Macmillan/hospice nurse 16 

District Nurse, Macmillan/hospice nurse & other nurse 9 

District Nurse, Macmillan/hospice nurse & Marie Curie Nurse 6 

District Nurse 3 

Other Nurse 2 

District Nurse & Marie Curie Nurse 2 

District Nurse & other nurse 2 

Macmillan/hospice nurse & Marie Curie Nurse 2 

Marie Curie Nurse 1 

Macmillan/hospice nurse & other nurse 1 

DN, Macmillan/hospice nurse, Marie Curie Nurse and other nurse 1 

Other reply 1 

No nursing care 3 

Total 100 
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In the case of the ‘other reply’, the respondent said that Macmillan nurse involvement had 

been in their relative’s last two days, following admission to hospital. There had not been 

other nursing care (note however, that this respondent also reported the help and support 

excellent). 

 

Question A5: In the last three months of his/her life, did he/she receive any 
help from specialist doctor at home?    (n=100) 
 

No/% 

Palliative Care Doctor 22 

Oncologist/cancer specialist 1 

Cancer doctor 3 

No specialist doctor visited at home 74 

Total 100 

 

It is possible that ‘cancer doctor’ actually refers to the palliative care doctor, and should 

perhaps be added to that category. One respondent had named GPs in this section: 

Two GPs from our local practice. 

 
Question A5: In the last three months of his/her life, did he/she receive any help at home 
from: home care/aide/helper; meals on wheels; other help?   (n=100) 
 

 Home Care worker meals on wheels Other help 
Yes 20 3 11 

No 80 97 89 

Total 100 100 100 

 
The other help received was as follows, which included family care, charitable or privately 

funded care, and other agencies: 

I cared for my husband myself. 

Family members on a daily basis. 

Spouse. 

The Rosemary Foundation. 
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Rosemary Foundation - daily nurses/helpers. 

Privately funded palliative care workers. 

Live-in carer privately funded. 

Just someone to talk to and check on medication. 

In some cases this help was given over a long period [...]. 

In a care home. 

 
Question A6: When he/she was at home during the last three months of his/her life, 
how often were his/her personal care needs, such as bathing, dressing, and changing 
bedding, taken care of by health and social services as well as they should have been?   
(n=100) 
 

 number 

Always 34 

Usually 13 

Sometimes 6 

Never 18 

They did not need any care 23 

Missing 6 

Total 100 

 
 

Question A7: How confident did you feel about taking care of him/her at home? 

(n=100) 

 Number 

Very confident 32 

Fairly confident 46 

Not confident 15 

Did not care for them at home 2 
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They did not need any care 3 

Missing 2 

Total 100 

 

There were four explanatory comments from respondents. Tick box replies are given in 

brackets. 

‘Not confident' until Macmillan came.                                                   

[not confident] 

Fairly confident until the few days before my husband was admitted to hospital for the 

last time.                                                                                                                                                            

[fairly confident] 

This increased to very confident once we got to know the doctors and nurses.                                                                                                           
[fairly confident] 
 
Until the last week.                                                                                                                                     

[did not care for them at home] 

 

Question A8:  Overall, do you feel that you and your family got as much help and support 
from health and social services as you needed when caring for him/her?   (n=100) 
 

 Number 

Yes, we got as much support as we wanted 78 

Yes, we got some support, but not as much as we wanted 12 

No, although we tried to get more 2 

No, but we did not ask for more help 6 

We did not need any help 2 

Missing 2 

Total 100 
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Question A9:  Overall, do you feel that the help and support you and your family received 
from health and social services when caring for him/her was:    (n=100)                           
 

 Number 

Excellent 54 

Good 29 

Fairly good 7 

Poor 5 

Not applicable, we did not need any help 1 

Missing 4 

Total 100 

 

33 respondents gave comments on this question: 

From Macmillan services.                                   

[excellent] 

As above (GP) {if by health you mean GP}. A8/9 Our GP was excellent. Always on hand 

and extremely supportive.                                               

[excellent] 

Both GPs and Macmillan staff gave very regular and dedicated service - e.g. 

understood that the 'finishing time' for Macmillan was 20.30 but they were often still 

with us at 22.00 - just comforting and caring. Their manner was always warm, friendly 

and dedicated.                                                                                                         

[excellent] 

Macmillan - excellent. District nurses - only 1 was excellent, others poor. GP - very 

poor.                                                                                                                                        

[excellent] 

As I was with my husband all the time I was able to assist the nurses.             

[excellent] 

The care from the [charitable organisation] was excellent, just could not have been 

better. We did not see the Macmillan nurse very often, but when she did come she was 

very good. We also received regular and good help from the community nurse.             

[excellent] 
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With one proviso - when district nurses took over his care from Macmillan just before 

he died - to my mind totally uncalled for and very distressing. He was completely happy 

with the Mac nurses and they were brilliant.                               

[excellent] 

My wife and I were married for just over 56 years. We were strong and happy then 

with four children spread all over the place. About 4 years ago we realised that 

[Name]’s health was failing and moved south to England. We felt it best to keep 

[Name] at home and set up a health team for her. The NHS element her own GP with 

the senior sister, the district nurses, the Macmillan nurse who we met once a week to 

discuss.                                                                                                                       

[excellent] 

[ticked the box three times to emphasise excellence]  Having not lost one so close (my 

wife) I can honestly say, without Macmillan nurses and THEIR team, I could not have 

coped, I would not have known how to cope.                                                                                                   

[excellent]  

All the above comments relate to our GP and the local Macmillan service rather than 

to local health and social services which we did not need as the former were adequate.        

[excellent] 

GP was very good. And Macmillan nurses were excellent. Spent time to explain 

everything they did.                                   

[excellent] 

Macmillan nurses came morning and evening and were all very kind and caring. My 

husband looked forward to their visits. We also had out of hours back up from the 

[charitable organisation], a charity based in [name], but we only called them in when 

my husband died late at night.                      

[excellent] 

(respondent crossed out 'health and social services' and replaced with 'Macmillan'). 

[excellent] 

My wife was pretty independent and would do as much for herself as she could - which 

was pretty much everything - did bath her occasionally when she was tired or 

uncomfortable.                                                                                                                        

[excellent] 

Our doctor called without being telephoned. During heavy snow and country roads 

they came on request.                                    

[excellent] 
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See comment A2 (The doctor, Macmillan nurses and district nurse offered excellent 

care. They were fantastic).                                       

[excellent] 

Macmillan team and district nurses were really good. So was my Dad’s GP.                

[excellent] 

As I and the rest of the family lived 100+ miles away I think we were assumed to be less 

interested than we were (in what was going on, in helping him).                                    

[good] 

In the last 3 weeks up to my mother's death, it was superb. Before that, it had been 

difficult and not helped by my mother's reluctance to seek help and take help.                       

[good] 

Social Services had no involvement.                                                            

[good]  

I have answered questions A8 & A9 in respect to Macmillan Cancer Support (who were 

excellent) and the local district nurses (who were ok but missed appointments). We 

made sure my wife got the support we needed; not the other way round.                                 

[good] 

The only adverse comment is that the comments made by occupational therapist were 

in part ill-informed and in part entirely impractical.                                        

[good] 

We were incredibly happy with the support of our Macmillan nurse and district nurse 

but I felt that our GP let us down (and also the consultants at [hospital]).             

[good] 

I had looked after my husband for 7 years, and I just got on with it.                      

[good] 

We found it difficult living away to find out the truth of what mum needed - she was 

very good at covering up how ill she was.                                                                         

[good] 

Without my input as a carer plus privately funded care support, we would have been in 

difficulty. Overall, NHS support was good - and Macmillan Services - excellent. Social 

Services were not involved (earlier did not seem interested, as wife's savings over the 

'help' limit!).                                                                                                                                 

[good]      
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Medical help from nurses was excellent, help from unqualified carers was much less so.  

[good]                                                

Macmillan were excellent, however with social services, it was a long wait for answers.                                                     

[good]         

My husband deteriorated rapidly from leaving hospital with spread to the brain on 

20/8/10 to his death on 6/10/10. Macmillan relied heavily on the support of the local 

[charitable organisation] who came into the home daily. District nurses came in 

emergency only. GP came on demand. NB. Macmillan office in Midhurst - it seemed 

like [name] was a poor relation.                                                                                           

[Fairly good]                                                                                                                       

Didn't know how much to ask for.                                                 

[Fairly good] 

We as family members had to fight 'tooth and nail' to obtain the help and support 

needed. We also had to repeatedly chase where the support services were as many 

times they failed to arrive. In addition there was no communication between the GP -

community nurses, social services, (providing home care) and the Macmillan nurse.  

[poor] 

Help to nurse him at home was non-existent - we had to pay for private care. Extended 

NH care was refused - assessment was just fabrication.                                                                

[poor] 

It was a complicated family situation, my sister had two daughters - (20 + 22 at the 

time of her death) and she was divorced, however her ex-husband came back into her 

life, the autumn before she died (July 20th). We needed help and support to 

understand what my sister needed, and what we needed to do to get it.                                                                  

[poor] 
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Question A10:  On balance, would you say that you and your family found looking after  
him/her rewarding or a burden, or would you say it was equally balanced between the 
two?    (n=100) 
 

 Number 

Rewarding 49 

A burden 7 

Equally balanced 28 

Unsure 1 

Not applicable, I was their professional carer 1 

Missing 12 

Total 100 

 

There were 47 comments given in response to this question, many expressed in a very 

heartfelt way. There was some questioning of the terms of the question:  some felt ‘burden’ 

and ‘reward’ were not adequate to describe their experiences.  

After 44 years together would have done anything for him for however he needed 

looking after.                                                                                 

[rewarding] 

From diagnosis to my husband's death - he and I wanted his time to be spent at home. 
The help and support we received from the Macmillan team, our local GP and the 
district nurses - was excellent. This enabled me to care for my husband continuously, 
especially with the night support during the final days.     
[rewarding] 
 
His two daughters were with us for the last 2 weeks and our three teenage 
grandchildren were in and out every day. It was good for us to all live as normal a 
family life as possible.                                                                                                        
[rewarding]       
 
Home care was always much more comfortable for my wife, and reassuring for me. I 
was able to give her my full attention, day or night, and with the backup of GPs and 
Macmillan her final days were as relaxed and as 'cared for' as they possibly could be.  
[rewarding]                                
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How could it be a burden? This is the most loved one in my life. Always was - always 
will be!                                                                                                                                                      
[rewarding]                    
 
I cared for my wife and found it rewarding, tiring, upsetting but I did my very best for 
her.                                                                                                                                         
[rewarding]        
 
I got closer to my dad in those last few precious weeks and although I struggled with 
the knowledge that I was losing him, I would not have wanted it any other way.             
[rewarding]          
 
In hindsight, very rewarding but at the time very challenging.                                              
[rewarding] 
 
It was wonderful to have her home and to be able to care for her. She was completely 
conscious until the last hour of it. My only complaint was that it took 3 calls to get her 
the pain killers she needed at the end.                                                                                           
[rewarding] 
 
My husband was able to die in our home he loved. I and his eldest son were with him. 
The Macmillan nurses ensured that we had support.                                                                
[rewarding] 
 
My husband was only seriously ill and incapacitated for a few days. I was pleased to be 
able to care for him at home.                                                                   
[rewarding] 
 
My husband wouldn't accept help with his personal care, he only wanted me to assist 
him but the care was available if he was more cooperative!! I didn't mind, I felt it was 
my responsibility to help him anyway. It was tiring tho'.                                                        
[rewarding] 
 
Not a burden, but demanding.                                                                      
[rewarding] 
 
Not as much a burden as just hard to watch 24/7.                                                             
[rewarding] 
 
Rewarding because we loved him and this was where he wanted to be but it was 
exhausting and sometimes harrowing.                                                                             
[rewarding] 
 
Rewarding but only for the last week of her life.                                                                 
[rewarding] 
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Rewarding. never a burden.                                                                
[rewarding] 
 
She only required direct help for the last month. Because of her back trouble. I had 
been doing the basic cleaning and ironing etc.                                                                          
[rewarding] 
 
She was never a burden and never complained. It was bitter sweet to be able to help 
her when needed - also it is all part of being married.                                                               
[rewarding] 
 
The consultant suggested a care home/hospice. I chose to have my husband at home 
to care for him myself with the help of my daughter (a doctor) - she does not live with 
me but is local.                                                                               
[rewarding] 
 
Burden would be the wrong way to describe it almost. It was frightening and 
saddening to see the deterioration.                                                                                                                            
[a burden] 
 
Looking back I don't know how I and my 2 daughters coped. 27th Sept 2010 I begged 
the GP to get him into the local hospice. He died on 6th October.                                                                    
[a burden] 
 
My mother suffered from bi-polar disorder and it was one hell of a struggle and very 
dispiriting to be with her every day.                                                                     
[a burden] 
 
Not a burden - very very upsetting - feeling we were not doing a good job. The feeling 
of helplessness was very acute - as a carer. How to make life more comfortable for her, 
what she needed and the fact I felt I wasn't doing a good job still really haunts me.                                    
[a burden]      
 
Not medically trained to support palliative care.                                                              
[a burden] 
 
At the time of looking after my husband I was working full time so was unable to spend 
as much time with him as I wanted.                                                                      
[equally balanced] 
 
He was a very undemanding patient - i.e. he only once called in the night although he 
often said he had had a bad night.                                                                                                 
[equally balanced] 
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I think this question is very difficult to give a clear reply. The word burden, in our eyes, 
means something that someone does that they really do not want to do! A better 
description would be 'a heavy responsibility'.  
 [equally balanced] 
 
It was a very difficult situation, his emotional needs given that he was just 38 and 
dealing with a terminal illness, were challenging for us both to deal with. A hard 
question to answer, he was my husband so it was not a burden as such, but at times it 
was very very challenging, tiring and stressful.                                     
[equally balanced] 
 
My brother was very independent, was reluctant to accept help, tho I visited regularly 
and was able to help with extra cleaning - shopping, laundry.                                                           
[equally balanced] 
       
Sometimes I felt scared and helpless when things kicked off during the night while 
waiting for the night nursing team to arrive.                                                                                               
[equally balanced] 
 
The most rewarding aspect was helping with my husband's personal care (washing, 
feeding etc) in the two months he was in hospital prior to his death. 
[equally balanced] 

 
All I did was visited and kept in touch with Macmillan nurse/service                                                
[not applicable, they did not need any help] 
 
Until she came out of hospital the first time which we as a family felt she should not 
have been sent home.                                                                                                                                           
[not applicable, they did not need any help] 
 
I looked after my husband from when he was diagnosed originally in Sept 2009 until he 
went into hospital with pneumonia in April 2011. 
[not applicable, I was their professional carer] 
  
In truth it isolates and causes depression. One does not think that it is either of these.  
[unsure] 
 
Help did not appear.                                                            
[missing] 
 
His care was a necessity which I gladly undertook but I would not say it was  
rewarding. He was never a burden.                                                          
[missing] 
  
I am not sure what to say, I just felt glad to be with her, but anxious and terribly sad.                  
[missing]         
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I felt there was no burden whatsoever and I was pleased to do everything possible to 
help my wife [name].                                                                     
[missing] 
 
I wouldn't say it was a burden, there were times that were more challenging but with 
family support and professional care it was a rewarding experience. I don't feel 
comfortable with your choice of words "rewarding" and "burden". 
[missing]       
 
It was what my husband wanted most and therefore we were happy to do it. And we 
had special times because we were able to have privacy and home comforts at 
anytime. However it is a very scary experience to see someone go through this.  
[missing] 
 
It was not a burden and definitely not rewarding to see the man you love so poorly.     
[missing] 
 
It wasn't a burden - just very difficult and wearing. Fighting for everything we needed 
was very stressful. Advice and help didn't exist.                           
[missing] 
 
Watching a loved one decline into the arms of the Grim Reaper is never likely to be a 
rewarding experience. It was very depressing.                                          
[missing] 
 
Would not choose the word 'rewarding! We did not consider it a burden but were so 
relieved to be able to carry out my husband's wishes to die at home.                                                    
[missing] 
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End comments A 

At the end of section A respondents were invited to comment further on any aspect of the 

previous set of questions.   

From a total of 102 respondents, 43 commented at the end of section A.  19 wholly praised 

care received at home from services including Midhurst Macmillan, GPs, district nurses, 

charitable organisations and hospice. 

I feel the care my family received from Macmillan Midhurst and district 

nurses was excellent and we could not have done it without them.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                

Husband had prostate cancer (for 3 years) which in the last few months 

spread to bones, major organs and lymphs. The most important help we 

received was from Macmillan Midhurst who took control and help us 

through the last few weeks. He deteriorated very quickly, luckily in a matter 

of weeks.  

The deceased received care from [name], the work of which is 'hospice at 

home'. The quality of care received was without peer.        

The Macmillan nurses were always there when needed and tended to call in 

when nearby just to ensure she was ok                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

My uncle was very impressed by the service he got from Macmillan and 

from the local District Nurses. In particular he was pleased with the 

practical help (not one for oohs and ahhs of sympathy). So he was pleased 

to learn about homes/care/hospices etc. (I believe he made a generous 

donation to Macmillan in his last year in recognition of help received).                                     

Overall the service from Macmillan was superb. My late mother received 

wonderful and caring support. With regards to home help and aids - she 

was in progress to having stair lift and daily support from district nurses. 

However, she was admitted to hospital and never returned home. Home 

help was therefore cancelled.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  

Perhaps we are particularly fortunate in this area (GU289DH). Our GP 

surgery and Macmillan services are second to none. With many 

unscheduled home visits from Doctors [name] and [name] and tireless 

attention from Macmillan staff - with many caring cuddles from all - my 

wifes passing could not have been more eased. Beyond her death, 

Macmillan maintained contact offering counselling etc, which our daughter 

took up. I cannot fault them in any way.    
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I was agreeably surprised at the level of co-operation between the 

professionals involved. The reception staff at [name] surgery, our doctor 

[name]. The pharmacist and staff at the local Boots chemist in Liss. The 

community and Macmillan nurses and the [name] Hospice nurses.  

I was extremely grateful for all the care and attention given              

The district nurses came to flush through his PIC line every week at home 

when he became unable to attend the surgery. They were very supportive 

and gave advice. 

The care given to the deceased by the [charitable organisation] was, to my 

mind, outstanding. I and our daughters cannot speak too highly of the 

team.    

One day in particular remains in my mind and it was the day I realised that 

we were losing the man we loved. I telephoned Macmillan and the district 

nurses and within the hour they were all at my door. How wonderful is 

that??   

I feel we were very lucky to receive as much help and support and maybe 

something to do with the area we live in. We had excellent support from 

Macmillan and [name] - a local charity. Also from district nurses. All the 

nurses worked as a team. Up until the last night, when we requested to be 

left alone with Jon, we had all night cover.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

The Macmillan staff were always helpful and ready to help at any time but 

never intrusive.           

I was very pleased with the service we had from the Midhurst Macmillan 

nurses. They came twice a day and would come more if we needed them. I 

feel that they all did their best for my wife and could not praise them 

enough. They were kind, sympathetic and professional.   

Marvellous. As soon as the GP realised my husband was having difficulty 

going to the surgery he offered to come to our home and even gave me his 

home no. for emergencies or worries. The local (Midhurst) Macmillan 

Palliative care at home team could not have been more helpful - 

equipment, medication, emotional support etc.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                           

Although tough and demanding on me (both physically and emotionally), it 

was v good that my wife Julie was able to receive care at home until she 

died - that was what both she and I wanted. Midhurst Macmillan Service 

was crucial in supporting that objective - by bringing severe pain under 
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control. In last 3 weeks, 'wake night' care became essential too - 

combination of external palliative care agency workers plus [charitable 

organisation] workers.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                        

The Macmillan nurses were always helpful, pro-active in all aspects of care 

including co-ordinating of GPs, drugs, etc. Couldn't have done it without 

them.                              

Local GP, district nurses and Macmillan were excellent .       

 
18 respondents contributed final comments to section A which contain mixed feelings about 

care.  

The Macmillan nurse did not visit frequently. She came at my request to 

help support me through a really difficult time.     

After months as sole carer to my ex husband [name] asked his doctor to 

help A.M on Friday 6th Aug 2010. Two Macmillan nurses arrived in the 

afternoon and bathed and settled him for the night. Sat 7th Aug A.M a 

district nurse called to attend to [name] and P.M Macmillan nurses who 

also made plans for a special bed to be delivered on the following Monday. 

A nurse came on Sunday 8th Aug A.M and P.M at which time I asked if it 

was possible for hospice care as I was now exhausted through lack of sleep 

and the fact that [name] was unable to move or even sit up on his own. 

Mon 9th Aug A.M Macmilllan organised transport for care at the [name] 

Nursing Home where he was taken that afternoon. On arrival he was 

settled down and seen by a visiting doctor. I went home that evening 

intending to return around 11am next morning only to be phoned at 

9.30am to say that [name] had died a few moments earlier on Tues 10th 

Aug. Fortunately staff happened to be with him at the time. I cannot praise 

both doctors and nurses highly enough, I just wish I had asked for 

assistance earlier. Exactly three months later I myself was diagnosed with 

an inoperable cancer and have been assigned a Macmillan nurse who is 

already proving invaluable as I am in my mid 70s and do not have close 

relatives to turn to. You cannot imagine what a comfort it is to have such 

an organisation to help smooth the way!  

GP care was poor! We were unaware about Macmillan services until it 

became desperate. Macmillan were brilliant but GP wanted to remove 

them and have 'cheaper' agency care. We had to battle with the surgery for 

Macmillans consultation. During this stressful period, where there was a 

conflict between Macmillan and health and social services, we were very 
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upset. GP eventually agreed Macmillan could take over completely and the 

district nurses stopped coming.        

Carers visited 3 times a day. Helped with washing, bed changing. District 

nurse visited every day to administer drugs. GP. Doctor visited most days - 

he is also a good friend. 

Towards the end of her illness, the Drs on 'call service' did not understand 

her needs or condition, or understand her personal requirements, which we 

found frustrating and again fell back on to her GP during the day along with 

Macmillan nurses - both of which were excellent. 

I was very fortunate to have an excellent GP who arranged for Macmillan 

and Social Services together with a local unfunded organisation [name] to 

attend and care for my wife throughout the time she was at home. 

Altogether with myself a brilliant team!!       

The burden (being tied to the clock) was relieved by Macmillan 'sitters' who 

came for 2 hours most weeks. And by friends and neighbours who helped 

wonderfully by giving time to us both. (The big society?!!)      

On [name] last day - Sunday 3rd October 2010 - Macmillan nurses – [name] 

and one other were due to come out at 11.30am. I woke to find [name]  

distressed and called the emergency number. Even though NOT on duty at 

that time they made a mercy dash and arrived before 10.00am. (9.30ish).  

[Name] died peacefully in my arms at 11.35. Then the Macmillan nurses 

moved into 'top gear' - got rid of me, crossed her hands, removed rings - as 

requested. Organised the funeral directors, the doctor etc, etc. They were 

marvellous - I still marvel at their calmness and professionalism.       

All the care he received at home from the Macmillan nurses and the care 

assistants from [name] could not be faulted and I shall be forever grateful 

to them all. My one sadness was the way he was suddenly shunted onto the 

district nurses at [name] - they were hugely efficient - almost too efficient - 

but they weren't his 'friends' from Macmillan and that distressed and 

angered me.    

The regular morning and evening care she received from the [name] nurses 

was beyond praise. Kind, efficient, loving, cheerful, unendingly supportive 

to both my wife and me. As I mention above in last hour or so she was in 

acute pain - like having a baby, she said and it took 3 telephone calls to get 

a nurse to come to give her adequate pain killers. But at the end she was 

unconscious and peaceful, though it came very suddenly and unexpected. It 
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was an awful shock. The support from [name] immediately after she died 

was, as ever, beyond praise.  

He was fortunate to have very good friends and neighbours around to offer 

help if needed and transport. 

In the final analysis it was superb because the [name] who provided the 'at 

home' nursing 'hands on' care were simply superb. We never really 

understood though, why Macmillan nurses do not provide any hands on 

nursing care. We were told that our Macmillan nurse would 'facilitate' 

everything acting as go-between with us, my mother, our GP and the 

[name]. Fine - but we didn't have much contact although that we did was 

excellent.      

The only negative about using the social services was that it was not the 

same person on a regular basis. An elderly or sick person tends to like to 

build a relationship with a carer. My stepfather was only wanting to use 

Macmillan as he trusted her completely and he did not trust the social 

services. This was not necessarily justified.  

The Dr from the Macmillan was very good and my Husband had faith in her, 

the nurse we found rather condescending, and he got on much better with 

[name] nurse who was on call 24/7.   

The care received at home during the last week was incredible - Macmillan, 

District Nurse, Doctor, [charitable organisation]. Unfortunately I felt she 

should have had more help prior to this as she lived alone. I asked about 

meals on wheels and was told she wouldn't qualify financially, but I would 

have paid to ensure she was getting a hot meal and visitor everyday.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                            

We had no family within 300 miles. I was the primary carer. We had a team 

of 6 close friends who provided day to day help (sitting, cleaning, talking to 

me). We had a team of 18 friends with a rota providing evening meals for 

us every day. I'd rather it was I who provided most of my wife's care. It 

helped us make the most of the time left.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                        

Care came only after a brief time at home after being discharged from 

hospital and having to be readmitted. Macmillan nurses came into help at 

that short time (2 days).              

The district nurses were excellent. The Macmillan nurses in the last few 

days were mixed, their 'leader' was fantastic, but one or two were a bit 

'jobs-worth'.                
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6 respondents were critical in their end comments.  

The Macmillan nurse called by phone or to the house poss every 10 days. 

Thus relied heavily on the nursing support provided by the [name]. She was 

a good listener but not pro-active and I had to battle for better care. She 

arranged daily visits from the district nurses rapid response team only the 

week before my husband died - by this time I and my daughters were 

suffering from the strain of continuous caring. She continually said he could 

only go into [name] Hospital towards the end of his life and not the hospice 

because we lived on the wrong side of [name] (something to do with the 

transfer of funds). [Name] Hospital was not a place he wanted to go to 

being a small general hospital. While in the [name] Hospital where he was 

diagnosed they had PROMISED hospice care.    

It was a very very long time before my sister was visited by a Macmillan 

nurse that she felt happy and confident with - I don't think though this was 

my sister's fault. I remember a situation when 2 (a senior nurse) arrived. My 

sister was so ill and feeling so wretched, all they could suggest was ginger 

drinks and very basic solutions. She broke down in tears, she had been 

through so much - I think the next day or the one after she was admitted to 

hospital due to her salts and minerals being too low. I cry just thinking 

about it. In the end a nurse called [name] was assigned to her - she made a 

real difference and my sister found her visits really helpful and positive.   

How can you provide care and support for a patient who is permanently ill 

when this is limited to Monday to Friday 9 to 5. Macmillan backed this up 

until 8 or 9pm and on Saturdays - But at night and on Sundays it was 'call 

the emergency doctor' in whose organisation we did not have much 

confidence.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                     

In order to get the help and support desperately needed we had to go 

through many levels of 'assessment'. This delayed getting the help in place 

quickly. As a result the person affected suffered unnecessarily without pain 

management and professional trained carer's for 

healthcare/mobility/washing/dressings etc. The major issue we have had to 

experience is 'NO' communication between the agencies, organisations 

which both the family and the person who is terminally ill are so dependant. 

This coordination would probably be at a very low cost, but the affected 

person, family and community would greatly benefit.      
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Social services U/S. My wife had multiple sclerosis for forty years, we 

managed to cope. For eleven months of the cancer. I had a stroke. If it were 

not for friends and relations we would have had a lot of problems. 

I found our district nurses unhelpful and quite rude. Social services useless. 

Patient was discharged from hospital twice without care package. Having 

to arrange care without advice or help is very stressful, when you are 

already in a bad way coming to terms with losing a loved one very soon.   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  



 

161 

 

 

 

Summary - Section A  

A majority (70.6%) had been ill for six months or more, and one hundred (98.0%) had spent 
time at home during the last three months of their lives. 
 
Three respondents reported receiving no care at home, and a further one reported 

involvement from services (Macmillan) only in the final two days, which were spent in 

hospital. 

A majority (55%) had no problem in getting home health care, and a further 13% had only a 

small problem. However, 7 reported that this was a big problem. Good experiences 

predominated in the comments given, and there were also explanations of care provided by 

family, or care not needed. A few respondents reported bad experiences. A majority of 

patients (78%) had needed special equipment, and getting this was not a problem for 59%, 

and only a small problem for 12%. However, for 8% it was a big problem. Good experiences 

slightly outnumbered bad ones in the comments in this area.  

Macmillan / hospice nurses were reported to be providing care by 85% of respondents. 74% 

reported receiving care from two or more nursing services. Most commonly, people had 

nursing care from a District Nurse and a Macmillan Nurse. This was true in 51% of cases. 

Specialist palliative care doctors visited patient at home in 22% of cases, with 

oncology/cancer specialists visiting a further 4%. Home care workers were available for 20%, 

and other help, including family, charitable and privately funded help for 11%. 

34 percent reported personal needs always taken care of as well as they should be, with 
13% saying this was usually the case and 6% sometimes. 18 percent reported this never 
happened, and 23% that such care was not needed. 
 
32 percent felt very confident in taking care of their relative at home, 46% fairly confident, 
but 15% did not feel confident. 
 
78 percent reported as much support as they wanted from health and social services, 12% 
reported support, but less than they wanted, with 2% reporting not as much as they 
wanted, although it was requested. 6% had wanted more support, but not requested it. 
 
54 percent said the help and support was excellent, 29% good, 7% fairly good, and 5% poor. 

The comments reflected these judgements, with some distinguishing between different 

professionals. Comments on poor support were on difficulty in getting any service. 

49 percent reported that it was rewarding to provide care, with only 7% saying this was a 

burden. 28% said it was equally balanced. Forty-seven percent gave comments, many of 

which indicated that ‘burden’ and ‘reward’ were not adequate to describe their 

experiences. 
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Section B:  

Although 2 respondents indicated that their relative had spent no time at home, it appeared 

from the responses that there could still be a role for the GP. The whole sample of 102 

responses have therefore been included in this section, with the exception of data on 

treatment of pain and breathlessness, which has been included in the care home reporting.  

 
 
Question B1:  During these last three months, do you feel that his/her 
GPs had time to listen and discuss things with you?   (n=102)    
                                                 

 

 number % 

Yes 76 74.5 

No 18 17.6 

Don’t know 3 2.9 

Not applicable 3 2.9 

Other reply 1 1.0 

Missing 1 1.0 

Total 102 100.0 

                                                                                                                                                                                                                                               

There were three comments.  One explained the non-involvement of the GP; the other two 

were as follows: 

With him, yes. With me, no.                                                                                                           

[no] 

I never met or spoke to her GP. I remember though my sister saying she was very nice. 

She never visited when I was with my sister.                                                                       

[missing] 
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Question B2: During these last three months, did the GPs explain his/her 
condition, treatment or tests in a way that you found easy or difficult to 
understand?   (n=102) 
 

 

 no. % 

Very easy  52 51.0 

Fairly easy 19 18.6 

Fairly difficult  4 3.9 

Very difficult 2 2.0 

They did not explain his/her condition, treatment or tests to me 15 14.7 

I did not see the GPs in the last three months  7 6.9 

Other reply 1 1.0 

Missing 2 2.0 

Total 102 100.0 

 
 

Question B3: Were you able to discuss with the GPs any worries or fears 
you may have had about his/her condition, treatment or tests?  (n=102) 
                                    

 

 number % 

I had no worries or fears to discuss 11 10.8 

Yes, I discussed them as much as I wanted  58 56.9 

Yes, I discussed them but not as much as I wanted  11 10.8 

No, although I tried to discuss them  3 2.9 

No, but I did not try to discuss them  14 13.7 

Other reply 1 1.0 

Missing 4 3.9 

Total 102 100.0 

 

Question B4:  During these last three months, did the GPs give you any  
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information about his/her condition, treatment or tests in a way that 
upset you?   (n=102) 
 

 number % 

Yes 9 8.8 

No 87 85.3 

Other reply 1 1.0 

Missing 5 4.9 

Total 102 100.0 
 

31 respondents made comments.  

A brilliant caring GP.                                                                                                                        

[no] 

Although the information provided was very upsetting, the way in which it was 

delivered was great.                                                                                                                         

[no] 

[Name] was being treated by Dr [name] and his brilliant team.                                             

[no] 

He was very honest about how long [name] would live, very supportive for family.                                                                                                                                    

[no] 

Her GP appeared to leave control with the Macmillan medical team.                                   

[no] 

I'm sure this was because as closest family my mother (sister) lived 100+ miles away.                                                                                                                                  

[no] 

My husband and I always visited our GP together. He was always extremely helpful.     

[no]  

My husband's GP was very concerned and caring.                                             

[no] 

My wife was a nurse - this made understanding what was happening easier.                     

[no] 
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My wife was declared terminal and discharged from R.M. 3 months prior to her death 

our GP and Macmillan attended thereafter.                                              

[no] 

My wife's physical problems were so complicated that it would be difficult for any GP 

to totally comprehend her problems. She had heart disease, stroke and cancer.                                                                                                                                                 

[no] 

Our GP had difficulty getting any information from the hospital / cancer team.                

[no] 

Our GP was not involved in my wife's treatment after an initial referral, except when 

we asked her (the GP) to take specific actions.                                          

[no] 

Our overall feeling was that we were hardly conscious of our GP's involvement 

(because 'palliative care' was not her specialty).                                                                          

[no] 

          Please see comments in section A. 

(Perhaps we are particularly fortunate in this area [postcode]. Our GP surgery and 

Macmillan services are second to none. With many unscheduled home visits from 

Doctors [names] and tireless attention from Macmillan staff - with many caring 

cuddles from all - my wife’s passing could not have been more eased. Beyond her 

death, Macmillan maintained contact offering counselling etc, which our daughter 

took up. I cannot fault them in any way.)                                                                                             

[no]                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

She went to hospital. She was diagnosed with cancer and given the option to go home.                                                                                                                                                   

[no] 

The GP was marvellous - Macmillan was left in a poor light in comparison.                          

[no] 

The great difficulty was not really knowing what help there might/could be. The 

situation for us is not a day to day one - it is for the professionals who assume a lot. 

[no] 

The information did upset me but the doctor had to tell me and he did it in a very 

professional way.                                                    

[no] 

There were of course many pieces of upsetting news but our GP [name] was excellent. 
[no] 
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This particular section was difficult because she was in [name] Hospital for 2 weeks 
and whilst there I found the staff and doctors very willing to talk to me, but I did not 
understand how serious her condition was.                           
[no] 

 

We already knew the results i.e. test and their meaning i.e. nothing more could be  
done.                                                                                                                                                  
[no] 

 

We did not see my husband's GP but another doctor who was there for about 6 
months.                                                        
[no] 

 

With hindsight I feel I should have contacted his GP to discuss his welfare.                             
[no] 
 

GP and consultant said she was on 'borrowed time'. I wanted more info on how to 
relieve the symptoms of pancreatic cancer and how we could make things easier for 
her.                                                      
[yes] 
 

GP was very unhelpful.                                                  
[yes] 
 

Although we received some 'second hand' information from referral forms completed 
by the GP we were not given any real information. The only tangible information came 
towards the end from the Macmillan nurses. The patient/GP confidentiality needs to 
be reviewed regarding terminally ill patients!                                                                          
[yes] 
 

(Crossed out GP and replaced with 'hospital consultant'). Although GP made himself 
available - he gave me his mobile number. I found the care and explanations of the 
consultant adequate. We saw him weekly until the last month.                                           
[yes] 
  
The most traumatic was GP visiting without me there and telling my husband he did 
not have long to live.                                                  
[yes] 

 

Private health care services had not fully explained severity and life expectancy 

matters.                                                                   

[yes] 

It only upset me because it was such a difficult and sad time.                                     

[missing]  
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Question B5 : How would you describe the way his/her GPs looked after 
him/her in the last three months?                                                                                     
(n=102) 

 

 number % 

Very understanding  73 71.6 

Fairly understanding 15 14.7 

Not very understanding  9 8.8 

Other reply 1 1.0 

Missing 4 3.9 

Total 102 100.0 

 

 35 respondents made comments: 

Although he saw GP on quite a few appointments most of treatment discussed was 
with oncologist.                                                                          
[very understanding] 
 
Dr [name] of the [name] Surgery was wonderful in the treatment care and time that he 

gave my husband.                                                                              

[very understanding] 

Dr [name] didn't just care for dad, he also used to check how my mum was doing. Even 

popped to see her when she returned home after dad's death. Thought that only 

happened on TV programmes!                                                                             

[very understanding] 

Dr [name] at [name] was extremely supportive.                                                             

[very understanding] 

During her month in [name] Hospital she was under our GP who saw her at least 

weekly. In the month she was at home he came every week. But I never expected her 

to die so suddenly and I don't think he did either.                                                                  

[very understanding] 

GP was a friend - if it is possible, we were blessed in this regard.                                                                                                                                

[very understanding] 

He talked and listened to my husband's desire not to have efforts to prolong his life.     

[very understanding] 
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Maybe more detached exploration would have helped.                                                               

[very understanding] 

My mother's GP knew her well and her view of life (and death) generally so this helped.                                                                                

[very understanding] 

Not fully involved as private health care took major role.                                              

[very understanding] 

My husband was in hospital for the last two months of his life. Our GP was always 

there to support me if needed.                                                                     

[very understanding] 

Our GP was a source of great comfort to my husband - and myself.                                       

[very understanding] 

Our GP is a very caring lady, who always made time for my husband.                                    

[very understanding] 

Our local surgery and GPs were amazing. Very gentle and caring with lots of help.    

[very understanding] 

Sorry, just remembered, [name]'s GP was involved last 3 months. (He/they) were all 

very good and understanding - they all loved [Name] - she made them feel good!!          

[very understanding] 

The GP went out of her way to be reassuring and supportive.                                               

[very understanding] 

The GPs offered morphia before we would have sought it. They explained how much 

and when to use it.                                                                 

[very understanding] 

The house GP who came to visit us and talk through the options was really good.              

[very understanding] 

They again couldn't do enough.                                                               

[very understanding] 

This was her own GP - from Doctors practice not the 'on call' GPs.         

[very understanding] 

We felt very lucky to have the GP/District Nurse team that helped us.                                 

[very understanding] 
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We know how pressed GPs are but my Uncle's did give him personal attention/phone 

calls and visits - all much appreciated.                                                                                        

[very understanding] 

See comment to B4. Our overall feeling was that we were hardly conscious of our GP's 

involvement (because 'palliative care' was not her specialty)                                               

[fairly understanding]      

GP seemed to have limited time but did attend and talked about problem.                        

[fairly understanding] 

Our GP was always 'behind the game' that was happening re chemotherapy, pain 

control etc.                                                                

[fairly understanding] 

To the best that time allowed.                                                                

[fairly understanding]  

Visits from the GP were infrequent and short (see above).                                                      

[fairly understanding] 

We had very little contact with our GP and our greatest help were the Macmillan 

nurses.                                                                 

[fairly understanding] 

As above - she went to GP on New Years Eve (she died 25/2/11) and was told that 

there wasn't much point in going to the doctors - what did she expect as she had 

terminal cancer. This was too direct, did nothing to help and upset her.                                   

[not very understanding] 

Example - as the affected person's health declined and the pain dramatically increased, 

it took the GP 5 days to fax Macmillan with referral permission and Macmillan another 

3 days to attend and carry out assessment. During this time, NO real pain 

management had been provided!!                                                                              

[not very understanding] 

The day GP told my husband the above, our lives changed for the worst and I will not 

forgive him for that. I was called home to a very distressed husband.                                     

[not very understanding] 

We felt that the GP had not dealt with a terminal illness in a relatively young person 

before. He seemed nervous and said inappropriate things out of discomfort.                                                 

[not very understanding] 
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I don't believe we met with the GP.                                                                                       

[missing] 

My wife was in [name] from 15-1-11 till 17-3-11. Then from the 18-3-11 till she died on 

the 11-5-11 in a nursing home.                                                                          

[missing] 

We didn't see our GP in the last 3 months although we knew that the Macmillan nurse 

was in close contact with him and presumably also the district nurses.                          

[missing] 

     

Question B6: If the doctor visited him/her at home in the last three months of 
his/her life, how easy or difficult was it to get him or her to agree to come and 
visit?    (n=102) 
 

 

 number % 

Very easy 61 59.8 

Fairly easy  18 17.6 

Fairly difficult  9 8.8 

Very difficult   1 1.0 

The doctors did not visit in the last three months, they were not 

wanted 
2 

2.0 

Not applicable, the GPs did not need to visit 4 3.9 

Don't know 3 2.9 

Other reply 1 1.0 

Missing 3 2.9 

Total 102 100.0 

 

35 respondents made comments:     

Dr [name] who helped me through [name] last 3 months - was wonderful, kind and 
considerate.                                                                     
[Very easy] 
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Dr [name] came as soon as called, and often popped in for an informal visit during my 

husbands palliative care. He was excellent.                                                     

[Very easy] 

Dr very quick to come out to give [name] pain killer, and put her and me at ease.           

[Very easy] 

His doctor came and explained his illness to me. It gave me confidence.                             

[Very easy] 

I see the GP [?] and as often as I wanted to.                                                 

[Very easy] 

Kim came to live with me for the last 2 weeks of her life. She became a temporary 

patient of my GP who came to visit and phoned on a regular basis.                                    

[Very easy] 

Macmillan organised the GP visits for us.                                                  

[Very easy] 

My wife received visits beyond those scheduled - she was treated as a 'friend'.         

[Very easy] 

Our GP offered to visit at home.                                                  

[Very easy] 

Our GP visited on 2 occasions without being called, and always came when we asked 

him to visit.                                   

[Very easy] 

Our GP visited without being asked towards the final stages.                                                     

[Very easy] 

Our GP would just turn up without being called just to see how things were with us.   

[Very easy] 

Our GP would visit if she could, rather than having another GP visit from the surgery 

[Very easy] 

Personal comment: could not thank the GP enough for her time commitment to my 

wife.                                                                  

[Very easy] 

See above (They again couldn't do enough).                                                             

[Very easy] 
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The doctor came out on a regular basis and I was told to ring if there were any 

problems.                                                                    

[Very easy] 

The GP even gave me his home and mobile number. I think he trusted me as I trusted 

him.                                                                 

[Very easy]  

The GP was always available - I just had to call and she would call back or visit. Latterly 

she would call to see how I and my daughters were. Macmillan nurse was difficult to 

contact and therefore no deputy if she was off. NB Macmillan office was helpful when 

called.                                                                               

[very easy] 

Very easy to 'agree to come', sometimes delayed in being able to come out.                       

[very easy] 

Although our GP is a partner in a Medical Centre he seemed to be there only about 

three days a week. The staff however were always helpful and we could have seen 

another 'duty' doctor.                                                    

[fairly easy] 

GP not too involved, but when needed was available for me to see him at surgery. 

However another GP was pro-active (same practice) in emergency and triggered 

referral to Macmillan very rapidly.                                                               

[fairly easy] 

I usually phoned in a panic and said she was alone and I was [at a distance] and that 

seemed to do the trick. She wouldn't ring for herself though.                                               

[fairly easy] 

The most unsatisfactory issue of all was having to deal with the surgery phone and 

reception system - all seemingly designed with the purpose of keeping you away! 

[fairly easy] 

Though was not necessary very often.                                                   

[fairly easy] 

When you wanted a visit they could not come until after 1pm. If we needed sooner 

they say ring for an ambulance.                                

[fairly easy] 

[Also ticked Don't know] See comment to B4. Our overall feeling was that we were 

hardly conscious of our GP's involvement (because 'palliative care' was not her 
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specialty.                                                                        

[fairly difficult] 

I do feel his GP should have home visited more knowing he lived alone.                             

[fairly difficult] 

I was not impressed by the GPs at all. They had to be coerced into a home visit by 

myself and always wanted him to go in even though he could barely walk. They 

handed out medicine with v little thought. I'd rather be treated by my vet!                       

[fairly difficult] 

The answer relates to an out of hours locum service, whose response time (we only 

called them once) was poor.                                                         

[fairly difficult] 

The problem was with the receptionist at the surgery - "doctor is busy"                              

[fairly difficult]        

The GP knew the full scope of the affected person's condition but appeared to 'wash 

their hands' of bothering with home visits. In the period of extreme pain and worry, the 

GP insisted the affected person attend the GP's normal surgery hours.                               

[very difficult] 

The only time we saw the GP was at the surgery                                                                        

[The doctors did not visit in the last three months, they were not wanted] 

The GP visited once after the terminal diagnosis was given. The district nurse then had 

to ask him to re-visit in the final 2 weeks - which he did, once.                                            

[don’t know] 

He was in hospital.                                                    

[don’t know] 

GP visited nursing home.                                                           

[missing] 
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Question B7: In the last three months of his/her life, were there any occasions when 
he/she wanted to see a GP for something urgent, but someone at the surgery made 
it difficult for him/her?   (n=102)                                                                                   
 

 

 Number % 

Yes, on one or more occasions 10 9.8 

No, not in the last three months 71 69.6 

He/she did not try to see a GP for something urgent in the last three 

months 
12 

11.8 

Don't know  5 4.9 

Other reply 1 1.0 

Missing 3 2.9 

Total 102 100.0 

 

4 respondents gave comments: 

But I think it highly unlikely.                                                                       

[don’t know] 

See over [Our overall feeling was that we were hardly conscious of our GP's 

involvement (because 'palliative care' was not her specialty).                                                     

[Yes, on one or more occasion]    

Seen by doctor in nursing home.                                         

[missing] 

The medical team were on hand all the time.                                                                        

[He/she did not try to see a GP...]  
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Question B8 : Altogether, what do you think about the care he/she got from 
his/her GPs in the last three months of his/her life? Would you describe the 
care as:   (n=102) 
 

 

 Number % 

Excellent 58 56.9 

Good  17 16.7 

Fair 14 13.7 

Poor 9 8.8 

Other reply 3 2.9 

Missing 1 1.0 

Total 102 100.0 
 

 

In 2 instances patients had spent no time at home (‘other reply’). One of these had spent 

time in a nursing home, where there appears to have been some GP involvement.  The 

rating is included in that section. 

Question B9 : During the last three months of his/her life while s/he was at home (not a 
nursing or residential home), did s/he have any pain?    (n=100) 
 

 Number 

Yes 91 

No  7 

Missing 2 

Total 100 

 
4 respondents gave explanatory comments: 

She cracked a small bone in her ankle when she slipped her foot off the wheel chair 

and trapped in a door post!                                                

[yes] 

Discomfort not pain.                                                                         

[yes] 
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Discomfort.                                             

[yes] 

General discomfort.                                                 

[yes] 

 

Question B10 :  Do you think that his/her pain distressed or bothered 

him/her?    (n=100) 

 number 

Yes 82 

No  4 

Don’t know 5 

Not applicable, they did not have any pain 7 

Missing 2 

Total 100 

 

But only in the last hour. She did complain of 'a bit painful' for an hour or two before it 

become acute.                                                           

[yes] 

Only to a certain extent.                                    

[yes] 

But he couldn't find a comfortable position.                                         

[yes] 

Sleeping most of the time. No energy. Incontinence and bleeding a problem.                  

[missing] 

I understand the pain was minimal.                                                               

[don’t know] 
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Question B11: Did  s/he have any treatment for his/her pain?   (n=91)   
                          

 

 number % 

Yes 88 96.7 

No  3 3.3 

Total 91 100.0 

 

Codeine linctus-steroids-paracetamol.                                                     

[yes] 

But she was very distressed.                                         

[yes]  

General painkillers.                                         

[yes] 

She had X-rays and bandages provided by local hospital.                                      

[yes] 

She did not communicate her pain.                                        

[no] 

 

Question B12:  Did the treatment relieve his/her pain:    (n=91) 
 

 

 number % 

Completely all of the time  9 9.9 

Completely some of the time 35 38.5 

Partially 39 42.9 

Not at all 1 1.1 

Don't know 3 3.3 

Not treated 3 3.3 

Multiple ticks 1 1.1 

Total 91 100.0 
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Relieved the discomfort but slept fitfully about 2 hours at a time.                                

[partially] 

But he was reluctant to take too much morphine (old school!)                             

[partially] 

With ref to QB12: Partially - sometimes it did. Not at all - Sometimes it didn't at all.           

[not at all] 

When Macmillan took over.                                                                   

[completely, all of the time] 

Pain control is challenging at the best of times - we did our best with the drugs and 

regimes.                                                                         

[completely, some of the time] 

Most of the time.                                                                      

[completely, some of the time] 

Most of the time.                                                                      

[completely, some of the time] 

 

Question B13: During the last three months of his/her life while s/he was at 
home (not a nursing or residential home), did s/he have any breathlessness?       
(n=100) 
 

 number 

Yes 55 

No  38 

Don’t know 5 

Missing 2 

Total 100 
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Called 999 twice - ambulance gave oxygen once and then left- team didn't help much.    
[yes] 
 
Probably as energy levels waned, things became more challenging.                                  
[yes] 

 
Going upstairs.                                                            
[yes] 

 
Only in the last few days.                                                    
[yes] 
 
I don’t think so.                                                             
[don't know]              
 
He found it hard to breath because of the nature of his cancer. It affected the muscles 
around his diaphragm making the mechanics of breathing painful sometimes.          
[Missing] 
 
 

 

Question B14 :  Do you think that his/her breathlessness distressed or 

bothered him/her? (n=100) 

 number 

Yes 52 

No  3 

Don’t know 5 

Not applicable, they did not have any breathlessness 37 

Missing 3 

Total 100 

  
 

It would have bothered her because she would be doing less and less.                                 
[yes] 
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Question B15: Did he/she have any treatment for his/her 
breathlessness?   (n=55) 

 

 number % 

Yes 38 69.1 

No  17 30.9 

Total 55 100.0 

 

 Oxygen given once.                                         

 [yes] 

Probably as treatment would have aimed to improve energy levels.                                     

[yes]  

But no-one reacted quickly enough and she would have to go to hospital.                            

[yes] 

She was by then in terminal decline.                                          

 [no] 

Only pain relief to ease the symptoms.                                    

[missing] 

 

Question B16:  Did the treatment relieve his/her breathlessness?                      
(n=55) 
 

 

 number % 

Completely all of the time  4 7.3 

Completely some of the time 16 29.1 

Partially 16 29.1 

Not at all 1 1.8 

Don’t know 1 1.8 

Not treated for breathlessness 17 30.9 

Total 55 100.0 
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Question B17: Please comment, if you would like to, on any symptoms he/she may have 
had and any help he/she may have received for these: 
 

There were 39 comments on symptoms and symptom control: 

24/7 oxygen.                                                                                                                                            
[pain relief: multiple ticks, breathlessness partially relieved] 
 
It was only in her last 36/48 hours that she complained of shortness of breath, it was 
thought that this was due to a clot.  
[pain relieved completely all of the time, breathlessness not treated] 
 
They tried everything on pain relief but he didn't tolerate drugs - also he preferred 
bend in pain to feeling 'out of it' or sleeping all day. 
[pain not relieved, breathlessness missing] 

 
He had a lung out.                                                                                          
[pain missing, breathlessness not treated] 

 
The worst type of pain related to a seriously ulcerated mouth and oral thrush resulting 
from chemotherapy.                                                                                                                         
[pain partially relieved, no breathlessness] 

 
Had great difficulty walking or doing anything due to breathlessness when trying to 
move.                                                                                                                                          
[pain partially relieved, breathlessness relieved completely all of the time] 
 
GP was advised of her breathlessness constantly but was told it was anxiety - later 
found out it was due to brain and lung tumours. 
[pain partially relieved, breathlessness not treated] 
  
The breathlessness was due to the cancer in the lungs no medication offered. 
[pain relieved completely some of the time, breathlessness not treated] 

 
My wife’s symptoms were of pain and increasing immobility. These were dealt with by 
drugs and equipment. 
[pain relieved completely all of the time, no breathlessness] 
 
Three days to organise the oxygen even though Macmillan requested it immediately. 
[pain and breathlessness relieved completely all of the time] 

 
Gradual loss of strength until bedridden and could not move without help. 
[pain and breathlessness relieved completely some of the time] 

 
Difficult to gauge as energy ebbed away. 
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[pain relieved completely some of the time, breathlessness don’t know] 
 
Controlled medication, offered inhalers and prescribed tablets. 
[pain partially relieved, breathlessness completely some of the time] 
 
When oxygen was suggested it was delivered very promptly - full explanation given to 
me by the operator who delivered tanks, masks etc. 
[no pain, breathlessness partially relieved] 
 
Pains - prescribed morphine. Nausea - prescribed anti nausea tablet and injections. 
Pressure from tumour on brain - prescribed steroids to reduce swelling. 
[pain relieved completely some of the time, no breathlessness] 

 
[Name] was breathless in last few weeks, but did not seek help/treatment. We both 
thought that was unusual - didn't think there was relief. 
[pain relieved completely some of the time, breathlessness not treated] 
 
Would never tell me whether he had any bad pain, as he always thought of me. So 
never complained. 
[pain relieved completely some of the time, breathlessness not treated] 
 
Constipation and bowels generally were a big issue which the medical team seemed to 
have difficulty treating.                                                                                                                        
[pain relieved partially, no breathlessness] 
 
I think the reason pain and breathlessness was not better controlled was that my 
husband was very reluctant to take morphine in case he became addicted! 
[pain and breathlessness relieved completely some of the time] 

 
It recurred. The hospital suggested if she had the symptoms again to come directly to 
the hospital. It was as though she was not being listened to or taken seriously enough. 
[pain relieved partially, breathlessness relieved completely some of the time] 
 
Pancreatic cancer. Ascites draining. Pain management. Oral and then intravenous 
morphine.                                                                                                                                                
[pain relieved completely some of the time, no breathlessness] 
 
Incontinence - with bleeding from bladder. Wore pad and special pants. Given tabs 
from [name] but with little effect. 
[pain relieved partially, not treated for breathlessness] 
 
Too many to mention but all aspects were dealt with as well as could be expected. 
[pain relieved all some of the time, breathlessness relieved completely some of the 
time] 
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My mother had throat cancer and eventually couldn't swallow even water. The most 
distressing thing was that she was so thirsty but there seemed to be no way of being 
able to alleviate this. We all found that [?] given that one can be treated for 
dehydration etc - why not for throat cancer? (question is rhetorical!). 
[pain relieved completely all of the time, no breathlessness] 
 
My wife had a nebuliser, which she used occasionally to alleviate her breathlessness. 
[pain and breathlessness relieved partially] 
 
Sickness was a problem due to painkillers and took some time to control. Sickness 
prevented eating and taking supplements. 
[pain relieved partially, no breathlessness] 

 
He was in considerable pain, Macmillan believed this to be nerve pain caused by the 
tumour pressing on internal organs. It was really trial and error with medications to 
see what helped. I would call Macmillan to discuss if I believed his morphine needed to 
be increased and gain their agreement to do so. 
[pain relieved partially, breathlessness completely some of the time] 

 
My husband died of lung cancer. The last months were very difficult. 
[pain and breathlessness relieved completely some of the time] 
 
I found it hard to get my wife to take all the medication as she was very drowsy a lot of 
the time.                         
[pain and breathlessness relieved completely some of the time] 
 
The questions from section B are very narrow for us to really identify the 'failings' of 
the GP and practice involved. We would be only too pleased to be able to give full 
feedback on this if you so wish. 
[pain relieved partially, not treated for breathlessness] 

 
Severe osteoporosis with hip and arm fractures plus poor absorption of food with 
deteriorating weight (4 stone at death). GP and consultant care for past 9 years. 
[pain relieved completely all of the time, no breathlessness] 

 
He had an increasingly severe pressure sore because he was unable to move around. 
District nurses came frequently to dress this and provided special cushion. He saw GP 
when the sore was just starting and was painful but it was not diagnosed by him. My 
husband later told Macmillan nurse who alerted district nurses. He was very anaemic 
and needed regular blood transfusions. Initially these were given at the [name]. 
Latterly by the Macmillan nurses at their Midhurst centre. The final one was given at 
local cottage hospital due to his serious condition. 
[pain relieved partially, breathlessness not treated] 
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Breathlessness became a big problem during the last weeks of his illness. We had 
oxygen cylinder for him at this time.                   
[no pain, breathlessness partially relieved] 

 
Oxygen at home helped with the breathlessness. 
[pain and breathlessness partially relieved] 
 
Sore/infected wound on breast required daily complex dressing replacement. 
[pain relieved completely some of the time, breathlessness partially relieved] 

 
The pain relief was monitored closely and effectively. 
[pain relieved completely some of the time, no breathlessness] 
 
He started to get breathless about 4 days before he went into hospital. I spoke to our 
assigned Macmillan nurse who told me to give him Oxynorm (after talking to GP). 
[pain relieved completely some of the time, breathlessness partially relieved] 

 
He did not receive any treatment. But did have a course of radiotherapy to help but do 
not know if would of my husband died 3 weeks after the course. 
[pain relieved completely some of the time, breathlessness not treated] 
 
Over 6 months or more my husband suffered from constipation, which distressed him 
greatly. The GP was very caring and tried several different laxatives. 
[pain relieved completely some of the time, no breathlessness] 

 
 

End Comments  

At the end of section B, respondents were invited to comment further on any aspect of the 

previous set of questions. Representative end comments are presented below.  

Section B: General Practitioners (GPs) 

37 respondents made a final comment in section B.  12 of these are positive. 

Our GP and all his colleagues in his practice, deserve the highest praise.                 

We had every possible help and care. Any time pain increased we had 

additional drugs administered.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                           

Good care and understanding of her needs both emotionally and physically 

- offered help/advice and other support when and where possible.       

The GPs and their staff were very considerate and did visit to check often 

when not requested to do so. I was delighted with the care and service they 

gave.           
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His GP was very committed to giving him a high standard of care and even 

telephoned whilst she was on leave.                                              

It was never a problem to contact our GP by telephone. If he was not 

available he would always ring back.         

We have an excellent surgery. The receptionists were always very 

understanding and helpful. My husband had scleroderma for 17 yrs approx 

- and was well known to the GPs who are all excellent. This last year 

especially, I could always talk to a doctor on the phone if needed.                           

Overall I was pleased with the doctor and also with the district nurses. They 

all did their best for my wife. They also gave me their time and listened to 

the way I was feeling at that very difficult time in my life. They tried to 

reassure me and it helped.          

I can't speak highly enough of their help and dedication.       

Very supportive and caring.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                   

GP appeared to have a system of 'priority' patients, so that when I called 

immediate positive action was always taken.  

After discharge from hospital after r/therapy my husband was transferred 

to a small local hospital, under GP care this was excellent. Although he only 

lived just over 2 weeks after arriving in hospital.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                    

 
13 respondents commented less favourably about their GP care. 

Dr [name] did everything he could to help my husband cope.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                   

She was always very kind, thoughtful and considerate. She tried to get more 

information from the hospital; but not with very much success.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                    

On the whole it was ok, but found it distressing to be told over phone that it 

would be kinder to stop treatment and let her die, when we were unaware 

that she was actually in a terminal state.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                             

During the last 18 months of my wife's life, any medical issues that arose 

were dealt with directly by the Oncology Unit at the [name] Hospital and 

the doctors there rather than by, or via, her GP. It happened that her GP 

changed twice during that period (emigration and pregnancy) so there 

would not, in any case, have been any continuity of experience of her 

cancer at the GP surgery during the 18 months .                      
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We felt very let down by GP. She was unable to control the pain and 

sickness despite numerous phone calls from us. The sickness and pain were 

controlled by Macmillan within 24 hours. GP never made us aware of 

Macmillan services until it became an emergency with sickness and pain 

totally out of control the GP advised husband to give up work immediately 

indicating her death was imminent and he could return to work afterwards. 

Macmillan came to the rescue and made her comfortable and happy and 

she lived for a few more weeks having one session of chemo in between.                   

The only thing I would say about it all was that when my husband was 

changed from having oral medication to having it put in a syringe driver, 

there was a radical change and we were not prepared for that. It meant my 

husband went into almost a coma state. Although we knew he was near 

the end, it meant we suddenly weren't able to communicate and no-one 

told us that.                    

Her GP was always kind and thoughtful and always gave me the feeling 

that she would recover. It was really only on his last visit on the Monday 

before she died (Wednesday 15 December) that he said how serious it was, 

but that he was not going to tell her. He was surprised that the end came so 

suddenly and soon and unfortunately on his day off.                                                       

We saw GP at beginning of last three months, and it was he who organised 

Mac nurse care at home.       

Although my wife's GP acted quickly when consulted, she (the GP) never 

once acted proactively, and seemed always to be catching up with the 

latest status of my wife's illness & treatment. 

My husband wasn't treated very well or promptly at the beginning of his 

illness which made him distrust the GP. Once Macmillan contacted us and 

we had regular visits he was happier. They did most of the prescribing and 

the liaising with the GP so our only real contact with him was when I went 

to the surgery to collect the prescriptions. The GP only came to the house 

once when my husband developed oral thrush and was too ill to get to the 

surgery, even then we had to wait til mid-afternoon for the visit.                             

The connection between Portsmouth, Chichester and GP was loose - she did 

not see the GP for months and kept being sent 30 miles to Portsmouth for 

chemo without follow up. Macmillan nurse good at discussing symptoms 

with her - she suffered diarrhoea and later on was very weak due to lack of 

appetite.       
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My husband had lung cancer so in the last few weeks breathing became 

difficult. Oxygen helped.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

Dr [name] came to the house when I became concerned and Cliff was 

breathless. It was decided then that he should go into hospital for a few 

days. When the ambulance came his SATS were only 84%.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

12 respondents expressed negative views about GP care. 

I had lost some faith in the way GP told my husband - hindsight he should 

not have been told. "Something" died that day at home - my husbands 

"hope”. 

Unfortunately, and I don't know which GP it was, but FOUR years ago 

[name] was in pain - back, neck, arms etc, and saw 'a' GP - who should have 

known her history. Her ailments were dismissed, as nothing more than a 

muscle strain. Six months later, she was told she had secondary breast 

cancer. We were NOT happy. Perhaps something more could have been 

[done] had she been referred to an specialist earlier? We'll (I'll) never know. 

Her usual GP was away for much of her period of illness (6 months). This 

resulted in poor continuity with the locum or other GPs who seemed very 

busy and not very well informed of her condition or of side effects of 

medication etc. Often we felt more informed than them due to our own 

research and personal knowledge.                                                                                                                                                                                                                                                                                                                                                                                                 

I was annoyed how little we saw of our GP - but [?] there was usually 

nothing she could do. She was not one to call round "to see how you're 

getting on".                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                     

He phoned me one day to ask me to visit as he felt so awful. I could see he 

was very distressed. So took him down to A & E at [hospital] after failing to 

contact GP. They noticed his blood count was very low, down to 6. So 

admitted him at once for a transfusion - his GP must have known the result 

of last blood count and I feel should have done more to help at the time                                                                                                                                                                                                                                                                                                                                                

GP hasn't got very good bedside manner, always seems to be in a rush to 

get rid of you and onto the next patient. Feel he hasn't really got time to 

discuss problems properly.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

I didn't know how much I could talk to her GP.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

I think a few early warning signs had been missed by the GP. Her abdomen 

looked larger than normal which may or may not have been an indicator 
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but wasn't attended to. We had never met him but things that were passed 

on by the deceased sounded a little odd.                                                                                                                                                                                                                                                                                                                                                                                                                                                             

Overall perception of GP/surgery/practice. (1) Un-caring, un-responsive, un-

cooperative (2) GP on holiday nearly every time contact/call out requested. 

(3) Long winded GP authorisation for critical 'Macmillan prescribed' pain 

management drugs - up to 3 days waiting time! (4) Macmillan nurses had 

to depend on 'out-hours' doctor coverage for both attending when 

medically needed and referral back to hospital. (5) Out of hours doctor 

coverage 'useless' for patients requiring urgent pain management 

adjustments. The prescription cannot be authorised until 'on average 

response time for out of hours doctors' 3 hours sometimes even longer. 

Then the problem of NO dispensary is open!!                   

See B (6). Conscious that demand on GP was very high, some difficulty 

getting appointments at surgery without experiencing delay (sometimes up 

to 3 days).           

There were some delays during diagnosis, and misdirection of paperwork 

between specialists.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                   

Her last illness was only two weeks, during which time there were 2 long 

weekends when the [out of hours doctors service] were on. I did not dare 

call them as I knew they would cart her off to hospital which is not what she 

wanted. We therefore could not get help from her GP for 6 days in the last 

2 weeks of her life.    
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Summary – Section B 
 

74.5% of respondents felt that their GP had time to listen and discuss things with them, 
while 17.6% felt that they did not. 51.0% said that GPs explained conditions treatments or 
test in a way that was very easy to understand, with 18.6% saying it was fairly easy. 3.9% 
said explanations were fairly difficult to understand and 2.0% that they were very difficult. 
14.7% had not had explanations. 
 

10.8% had had no worries or fears to discuss with GPs. 56.9% discussed worries/fears as 
much as they wanted, with 10.8% discussing them, but not as much as they wanted. 2.9% 
were not able to have this discussion although they tried, and 13.7% did not try. 
 

85.3% of respondents had not been given any information in an upsetting way; while 8.8% 

had. Thirty one respondents made comments underlining their answers. 

69.6% had had no occasions where they wanted to see the GP but someone at the surgery 

had made this difficult, with 9.8% saying there had been such occasions. 

71.6% said that the way the GP had looked after their relative in the last three months had 

been very understanding, and 14.7% that it had been fairly understanding, with 8.8% saying 

it had not been very understanding. There were 35 comments. From those saying ‘very 

understanding’, comments were in praise of their care. From those saying ‘fairly 

understanding’ comments were on GPs being short of time, or not well informed. From 

those saying ‘not very understanding’, comments were on abrupt or inappropriate 

comments, and slowness in responding. 

59.8% said it was easy to get a home visit from their GP, and 17.6% that this was fairly easy, 

while 8.8 said it was fairly difficult, and 1.0% very difficult. 35 people made comments: ‘very 

easy’ respondents referred to GPs as kind, available and frequent visitors; ‘fairly easy’ 

respondents referred to lack of continuity; and ‘fairly/very difficult’ respondents referred to 

Gps being too busy, to infrequent or no home visits, and slow to respond. 

56.9% found overall care to be excellent, and 16.7% that it was good. 13.7% rated it fair, and 

8.8% poor. 

91% of 100 people cared for at home had pain, and 88 were treated (96.7%). 44 (48.4%)  

had pain completely relieved all or some of the time, and 39 (42.9%) had partial relief. One 

(1.1%) had no relief. 55% of those at home had breathlessness, and 38 (69.1%)  were 

treated: 20 (36.4%) had complete relief all or some of the time, 16 (29.1%) had partial relief, 

and 1 (1.1%) had no relief. 

There were 39 comments on symptoms and symptom control. These reflect incomplete 

control of symptoms alongside some respondents’ acceptance that not all symptoms could 

be abolished. Other symptoms described were ulceration, constipation, weakness, loss of 

mobility and difficulty eating or drinking. 
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Section C 
 

Question C1: In the last three months, did he/she have a health problem for 
which he/she needed care in a nursing or residential home? 
 

 number 

Yes 9 

No  1 

Missing 2 

Total 12 

 
There was 1 comment: 
 

Last 3 days of his life                                                              
[yes] 

 
 

Question C2: How much of a problem, if any, was it to get nursing or 
residential home care? 
 

 number 

A big problem 2 

A small problem  3 

Not a problem 5 

Missing 2 

Total 12 

 
 
Please comment if you would like to: 
 
There were 5 comments: 
 

Problem caused by [hospital name]. Macmillan were very supportive in discharging 
Mum from hospital and providing a bed in [nursing home].                                                                                                                                                                         
[a small problem] 
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There was a small problem with the local health authority prior to her being admitted.                                                                                       
[a small problem] 
 
Paid for private nursing home care.                                                                                                 
[a small problem] 
 
She spent one night in a nursing home but was unhappy. We removed her the 
following morning.                                                     
[a small problem] 
 
It was a private nursing home.                                                                                             
[missing]                                                                                                                                                                                                                                                                                                                                                                                                                                           
 
 
 

C3: Did he/she live or stay in a nursing or residential home at any time 
during his/her last three months of life? 
 

 number 

Yes 12 

Total 12 

 

 

Question C4: Did he/she stay in: 
 

 number 

A nursing home 9 

A residential home 2 

Missing 1 

Total 12 
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Question C5: Who was it run by? 
 

 number 

Council 2 

Private 8 

Charity 1 

Missing 1 

Total 12 
 

One name home was categorised in three different ways: council, private and charity run. 

 

Question C6: In your opinion, were there enough nurses on duty to care for 

him/her while he/she was in the nursing home? 

 number 

There were always or nearly always enough staff on duty   10 

There were rarely/never enough staff on duty 1 

Missing 1 

Total 12 

 
On admission on Saturday no Macmillan palliative care staff on duty for weekend and 
no one else in authority for such drugs.                                                                                
[always or nearly always enough staff on duty] 

 
 

Question C7: Did you have confidence and trust in the staff who were caring for 
him/her? 
 

 Number 

Yes, in all of them 10 

No, not in any of them 1 

Missing 1 

Total 12 
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Question C8: During his/her stay, was there enough help available to meet his/her 
personal care needs, such as bathing, dressing, help with eating, and going to the 
bathroom? 
 

 number 

Yes 10 

No 1 

Missing 1 

Total 12 

 

Question C9: How much of the time was he/she treated with respect and dignity 
by staff at the nursing or residential home? 
 

 number 

Always 10 

Missing 2 

Total 12 

 
 
There were 2 explanatory comments: 
 

Admitted 23 Dec. Died 25 Dec. early AM.                                                                          
[always] 

 
Her reception and care was appalling. Her admission was organised by the Macmillan 
but her care was non-existent in the nursing home.                                        
[missing] 
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Question C10: During the last three months of his/her life while he/she was 
in the nursing or residential home (not at home), did he/she have any pain? 
 

 number 

Yes 11 

Missing 2 

Total 11 

 

Question C11: Do you think his/her pain distressed or bothered him/her? 
 

 number 

Yes 7 

Missing 5 

Total 12 

 

There were 2 explanatory comments: 

Slightly but largely controlled by drugs.                                                   
[yes] 
 
Sleeping most of the time.                                                    
[missing] 

 

Question C12: Did he/she have any treatment for his/her pain? 
 

 number 

Yes 10 

No 1 

Missing 1 

Total 12 
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Special airbed, morphine patch. On last day of life machine on stomach to administer 
morphine.                                                     
[yes]  

 

General pain killers, difficult to swallow.                                                                                 
[yes]  

 
 

Question C13: Did the treatment relieve his/her pain: (n=10) 
 

 number 

Completely, all of the time 3 

Completely, some of the time 3 

Partially 2 

Don’t know 2 

Total 10 

 
There were 2 comments on pain relief: 
 

Special airbed, morphine patch. On last day of life machine on stomach to administer 
morphine. 
 
General pain killers, difficult to swallow. 

 

Question C14: During the last three months of his/her life while he/she was 
in the nursing or residential home, (not at home), did he/she have any 
breathlessness? 
 

 number 

Yes 4 

No 4 

Don’t  know 4 

Total 12 
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Question C15: Do you think that his/her breathlessness distressed or 
bothered him/her? (n=4 known to have had breathlessness) 
 

 number 

Yes 3 

No 1 

Total 4 

 

Question C16: Did he/she have any treatment for his/her breathlessness? 
(n=4 known to have had breathlessness) 
 

 number 

Yes 2 

No 1 

Missing 1 

Total 4 

 

Question C17: Did the treatment relieve his/her breathlessness: (n=2) 
 

 number 

Completely, some of the time 1 

Partially 1 

Total 2 

 
 

Question C18: Please comment, if you would like to, on any symptoms he/she may have 
had and any help he/she may have received for these. 
 
There were 4 comments on symptom control: 
 

Had to wait until Monday morning for palliative care doctor to authorize morphine 
patch etc. It should have started on Saturday. 
 
I know the incontinence and bleeding were a big problem, especially at night. Towards 
the end he slept on the settee downstairs. I feel he felt safer down there. 
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She had bowel cancer and had a stoma fitted. She found this very uncomfortable and 
very undignified. I believe the healthcare people were very helpful. 
 
Prior underlying health issues for which treatment/medication continued while at 
nursing home. 

 

Question C19: How long did he/she spend at the nursing or residential home in the 
last 12 months of his/her life? 
 

 number 

Less than one week 4 

One week or more, but less than one month 1 

One month or more, but less than three months 5 

Six months or more, but less than one year 1 

Missing 1 

Total 12 

 

Question C20 : Taking everything into account, how would you rate it as a place for 
him/her to live towards the end of his/her life? 

 number 

Excellent 8 

Good 2 

Poor 1 

Missing 1 

Total 12 
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Please feel free to comment on any aspect of the care received in a nursing or residential 

home: 

[Name] nursing home provided mum with quality, love and support during her last few 
weeks. In addition my mother-in-law also spent her last few weeks in the same nursing 
home - fantastic staff and wonderful care.                                                       
[excellent] 
 
[Name] nursing home gave mum an excellent last 3 weeks of her life. It was 
comfortable, clean, staff were very helpful, friendly, always approachable.               
[excellent] 
 
They did everything to make my stepfather as comfortable as possible. I could not rate 
them higher.                                            
[excellent] 
 
Just excellent, professional, compassionate, couldn't have been better.      
[excellent] 
 
I was so relieved that a bed was finally found for him at [nursing home]. Unfortunately 
he died two days later but at least being cared for. I cannot speak too highly of Dr 
[name] and staff at [nursing home] and the two Macmillan nurses who arranged for 
his admission and transport.                                                                  
[excellent] 
 
Visited nursing home – excellent.                                                                                         
[excellent] 
   
She spent the last two months of her life in two nursing homes which I was 
comfortable with.                    
[good] 
 

Visited home - care rated fair.                                           

[good] 

Her treatment in the nursing home was disgusting. They did not bother to settle her in 

her room, unpack or help her to bed.                                 

[poor] 
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End Comments 

At the end of section C respondents were invited to comment further on any aspect of the 

previous set of questions.  

Section C: Nursing and residential care 

10 respondents have made final comments in this section, of 12 whose relatives had spent time 

in a care home. 

8 are positive. 

[Name] was fabulous. Good food, hotel like room, clean en suite, friendly 

staff, accommodating with family, lovely doctors. 

All the staff were very sympathetic to my mother's needs and to mine at a 

very difficult time. They treated my mother with the utmost dignity she 

deserved.    

[Name] nursing home provided mum with quality, love and support during 

her last few weeks. In addition my mother-in-law also spent her last few 

weeks in the same nursing home - fantastic staff and wonderful care .                

[Name] nursing home gave mum an excellent last 3 weeks of her life. It was 

comfortable, clean, staff were very helpful, friendly, always approachable. 

I was so relieved that a bed was finally found for him at [name]. 

Unfortunately he died two days later but at least being cared for. I cannot 

speak too highly of Dr [name] and staff at [name] Hospital and the two 

Macmillan nurses who arranged for his admission and transport.      

She spent the last two months of her life in two nursing homes which I was 

comfortable with.                                                                                                                                                                                                                                                                                                                                                                                                                          

They did everything to make my [stepfather?] as comfortable as possible. I 

could not rate them higher.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                    

Spent 12 weeks in [name] hospital where care was excellent. GP care 

assisted by Macmillan doctors and nurses.    

1 respondent was dissatisfied with care. 

Her treatment in the nursing home was disgusting. They did not bother to settle her 
in her room, unpack or help her to bed.    
 
 



 

200 

 

 

 

Summary – Section C 

12 people had spent time in a nursing or residential home. All but one of these stays 
appeared related to their final illnesses. 4 were there less than a week, 1 less than a month, 
5 not more than three months, and 1 between six months and a year. 
 
2 reported a big problem getting the care their relative needed, and 3 a small problem, with 
5 saying there was no problem.  
 
10 respondents said there were always or nearly always enough staff on duty, with 1 report 
that this was rarely/never the case. 
 
10 respondents said they had trust in all the staff with 1 reporting trust in none. 
 
10 respondents said there was always enough help for personal needs, and 1 said there was 
not. 
 
10 respondents said their relative was always treated with respect and dignity. 
 
11 people had pain, and 10 were treated. Pain was relieved completely all the time for 3, 

completely some of the time for 3, and partially for 2. 

4 people had breathlessness, and 2 were treated, with complete relief some of the time for 

1, and partial relief for the other. 

8 respondents rated the home excellent as a place to live towards the end of life, 2 good, 
and 1 poor. There were 9 comments, reflecting the ratings given. Where care was excellent, 
respondents valued compassion, comfort and professionalism. 
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Section D 
 
 

Question D1 : Did he/she stay in a hospital at any time during his/her last 
three months of life for more than 24 hours? 
 

 

 Number % 

Yes 63 61.8 

No, not for more than 24 hours  39 38.2 

Total 102 100.0 

 

63 people gave information on hospital care in this section. 2 of these had had admission 

where they spent less than 24 hours in hospital care, and a further four had spent only a few 

hours in hospital, which was where they died. This data has been included, as it mostly 

relates to end of life care rather than day-case or overnight stays. In addition, 13 

respondents said there had been care in a second hospital. Data is presented on the primary 

hospital experience. 

 

Question D2:  On this occasion, do you feel s/he was discharged at the right 
time? 
 

 

 number % 

S/he was not discharged, s/he died on this admission 17 27.0 

Yes, s/he was discharged at the right time 29 46.0 

No, s/he was discharged too soon 9 14.3 

No, s/he was discharged too late 2 3.2 

Missing 6 9.5 

Total 63 100.0 
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Please comment if you would like to:  

22 respondents made comments here. 

My husband was admitted to [name] hospital three times over the last four months of 

his life, on the final occasion for nearly two months.                                                         

[They were not discharged, they died on this admission] 

My husband spent the last 5 hours of his life in [hospital], but very luckily was put in 

the naval wing where his care was wonderful, and mine.                                                                         

[They were not discharged, they died on this admission] 

I feel she should not have been sent home as they stop her water tablets and made her 

legs to swell and found it hard to walk. I had a go about this and they gave them to her 

again but did not help her and sent her home like it which made her fall and not able 

to get up and her return to hospital and never come out again.                                           

[They were not discharged, they died on this admission] 

[Name] released her into my care in a dreadful state (bloated stomach, severely 

swollen legs, confusion, breathlessness and severe vomiting).                                                    

[No, they were discharged too soon] 

Swelling appeared on feet shortly before leaving hospital and was brought to the 

attention of medical staff.                                                                                                                

[No, they were discharged too soon] 

Discharged on a Friday pm, short of medication and NO notes provided as to the 

discharge. Covered in faeces. Complaint lodged.                                                                      

[No, they were discharged too soon] 

I don't think he should have been discharged but quite frankly his level of care or rather 

lack of it meant that he was better to be with me. At least I could care for him.                                                                

[No, they were discharged too soon] 

Due to another health issue (prolapsed stoma) the patient had been hospitalised on 

three occasions via emergency paramedic admission. Each admission was to [hospital] 

and a transfer after the third admission to [hospital]. Each of these 

admissions/discharges were extremely badly handled to the detriment of the patient’s 

health and terminal illness/palliative care.                                                                                

[No, they were discharged too soon] 

Hospital 2. Died there 2 weeks after transfer from hospital 1.                                                         

[No, they were discharged too soon] 
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When it became clear that they were not going to give him any more treatment, he 

should have been moved to hospice care sooner.                                                                     

[No, they were  discharged too late] 

We would have been happier if my husband had been transferred to the hospice 

earlier.                                                                                                                                                    

[No, they were discharged too late] 

We had to fight to have mum discharged from [hospital]. Her wishes were not to die in 

hospital so we fought to have her transferred to [name]                                                       

[Yes, they were discharged at the right time] 

This is difficult to answer. Both my husband and I would have liked the discharge at 

least 5 days earlier but there seem to be no one to make the decision. It was difficult to 

find the right person to discuss this with.                                                                             

[Yes, they were discharged at the right time] 

W/b 12.7.10 admitted to ward - nothing could be done by Thursday 15th - discharged / 

released to home Friday 16th pm - died early hours Saturday 17th - I would say 

discharged at the right time!!                                                                                                     

[Yes, they were discharged at the right time] 

All equipment was provided before discharge:- Hospital electrically adjustable bed; 

commode; toilet frame; hospital chair. BUT no nurses or doctors spoke to me when I 

collected him. Nobody warned me what caring for him would be like.                         

[Yes, they were discharged at the right time] 

They should have liked to discharge earlier but she did not want to be moved. The 

hospital were happy to let her stay.                                                                                                 

[Yes, they were discharged at the right time] 

 Admitted for a blood transfusion x 2 days.                                                                              

[Yes, they were discharged at the right time] 

The response of nursing staff for assistance of any sort was very low most of the time, 

especially at night.                                                                                                                           

[Yes, they were discharged at the right time] 

This stay was over Christmas/New Year which added some difficulty regarding 

discharge timing.                                                                                                                               

[Yes, they were discharged at the right time] 

Only 24 hours (ish) each one.                                                                                                       

[Yes, they were discharged at the right time] 
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My husband died 8 hours after entering hospital                                                         

[Missing] 

She was discharged to a nursing home.                                                                      

[Missing] 

 

Question D3: During his/her last hospital admission, how often were you or 
other family members kept informed about his/her condition? 
 

 

 number % 

Always 20 31.7 

Usually 11 17.5 

Sometimes 17 27.0 

Never 9 14.3 

Missing 6 9.5 

Total 63 100.0 

 

 There were 3 comments: 

I visited every day.                                             

[Always] 

Always had to ask.                                               

[Never] 

See note at end of section Whilst [name] was in hospital primarily for pain relief 

following a severe episode of pain she was of sound mind and she was able to discuss 

her condition, treatment etc with the Drs and nurses. She then relayed this information 

to her family and friends. We would never have discussed anything with the medical 

staff behind her back. She was very independent.                                                                   

[Missing] 
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Question D4: During his/her stay, did the hospital doctors and nurses 
explain his/her condition, treatment or tests in a way that you found easy 
or difficult to understand? 
 

 

 number % 

Very easy 17 27.0 

Fairly easy 19 30.2 

Fairly difficult 9 14.3 

Very difficult 2 3.2 

They did not explain his/her condition, treatment or tests to me  9 14.3 

I never saw a doctor/nurse 1 1.6 

Missing 6 9.5 

Total 63 100.0 

 

Question D5: While he/she was in hospital, did doctors and nurses give you 

any information about his/her condition, treatments or tests in a way that 

upset you? 

 

 number % 

Yes 16 25.4 

No 35 55.6 

I did not talk to any hospital doctors or nurses 6 9.5 

Missing 6 9.5 

Total 63 100.0 
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Please comment if you would like to: there were 25 comments in all, some referring to 

getting information, some to news being given in an upsetting way. Responses to questions 

D4 and D5 are given in brackets. 

There were 9 comments referring to explanations from doctors and nurses: 

It was not easy to find the right person to provide explanation. The dietician was very 

good at explaining how to use the feeding tube, both to me and my husband.               

[Fairly difficult/No] 

As my mother asked them to not tell us.                                                                                          

[They did not explain his/her condition, treatment or tests to me/Yes] 

The nurses were always happy to keep us informed.                                                             

[fairly easy/No] 

No because there was never anyone to ask. The patients were not treated with respect 

and were given precious little care. Dignity was a word that the staff obviously had 

never heard of.                                                                                         

[very difficult/No] 

It was difficult to get information in a timely manner. We always had to go and ask for 

information.                                                                               

[very difficult/No] 

There was a complete lack of communication from the ward nurses and doctors. It 

took considerable long winded follow up (to visiting) telephone calls to find out 

'anything' from basics like 'is his existing prescribed medication being administered' to 

'are you planning to discharge him and when as we need to switch back on his 

homecare and Macmillan nursing support'. Absolute rubbish support of 

communication between hospital, GP, social services, etc.                                          

[They did not explain his/her condition, treatment or tests to me /No] 

I and members of our family tried to get some physio. They did not want to know. I 

contacted Macmillan, got no help wrong county.                                                                        

[fairly difficult/No] 

It was never explained who her doctor was or how to get in contact with them. Maybe 

something written at her bedside would be useful.                                                                         

[I never saw a doctor/nurse/I did not talk to any hospital doctors or nurses] 

I spoke to A & E doctor who told me she had a chest infection but once she went up to 

the ward I had no useful contact until they rang me to say that he had suddenly 
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worsened about 30 minutes before she died.                                                        

[Missing/Missing] 

There were 16 comments referring to being upset at the way information was given. Review 

of the comments suggests that six of those who answered ‘yes’ were in fact referring to the 

upsetting nature of the news, rather than the manner. Three of those who answered ‘no’ 

gave comments which showed that receiving any information at all had been problematic. 

It was the nature of his condition that was upsetting they did everything they could.                                                                                       

[fairly easy/Yes] 

Only when I was told how difficult it would be to find an appropriate nursing home. I 

was left with the feeling that no-one really wanted to care for him (among other things 

he had MRSA). NB one physiotherapist was extremely abrupt and unhelpful.                                                                        

[fairly easy/Yes]     

Two conflicting opinions from staff, doctors and consultant.                                               

[very easy/Yes] 

Consultant informed my husband that he would not live until the end of the year while 

he was only accompanied by youngest 23 year old daughter - would have preferred it if 

me and my other daughter had been called in for the news.                                                    

[fairly easy/Yes] 

Inadvertently gave the impression cancer had progressed much further.                           

[fairly difficult/Yes] 

 Upset is too strong a word - frustrated is probably better - they lost sight of the fact 

that she was a nurse and knew exactly what was going on. The different disciplines 

would over simplify what they were telling her to the point of patronisation.                                                                                

[fairly easy/Yes] 

[Name] consultants were very direct but that was kind of what I was asking - how long 

was left.                                                                                                                                           

[They did not explain his/her condition, treatment or tests to me/Yes]                                                                                            

It was the nature of his condition that was upsetting they did everything they could.                                                                                                

[fairly easy/Yes] 

When they told me there was no hope of recovery, it was done in the best possible way 

but was very upsetting.                                                                                       

[fairly easy/Yes]    
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We were always, always informed about [name] condition and what could be done. 

Unit the very last visit to hospital, we were always given hope.                                           

[Very easy/Yes] 

But I didn't feel it was how they were saying it - it was what they were saying. That my 

sister only had a few more days to live - there was nothing more they could do.                                                                                         

[fairly easy/Yes] 

Only that the outcome was so bleak.                                                      

[fairly easy/Yes] 

Told they were stopping his blood transfusions to see how he went. I thought this to be 

wrong but doctor did not listen to me.                                                                 

[fairly easy/No] 

The emphasis was always more on the stomach condition and operation than the 

cancer always seemed to be of secondary importance. Her care in [hospital] was 

excellent, at [hospital] I feel it could have been better.                                                                               

[Very easy/No]     

See note at end of section; (Whilst [name] was in hospital primarily for pain relief 

following a severe episode of pain she was of sound mind and she was able to discuss 

her condition, treatment etc with the Drs and nurses. She then relayed this information 

to her family and friends. We would never have discussed anything with the medical 

staff behind her back. She was very independent).                                    

[Missing/Missing] 

We had the impression the ward was not really geared up to die with terminally ill 

patients and my husband was a "bit of a nuisance"                                                                    

[They did not explain his/her condition, treatment or tests to me/ I did not talk to any 

hospital doctors or nurses] 
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Question D6: Were you able to discuss with doctors, nurses or other hospital 
staff any worries or fears you might have had about his/her condition, 
treatment or tests? 
 

 

 number % 

I had no worries or fears to discuss 2 3.2 

Yes, I discussed them as much as I wanted  23 36.5 

Yes, I discussed them but not as much as I wanted 17 27.0 

No, although I tried to discuss them  11 17.5 

Missing 5 7.9 

N/a 5 7.9 

Total 63 100.0 

 

There were 4 comments: 

They were helpful but it was always busy.                                                                                      

[Yes, I discussed them as much as I wanted] 

But was told by one doctor that I asked too many questions.                                                

[Yes, I discussed them as much as I wanted] 

See note at end of section (Whilst [name] was in hospital primarily for pain relief 

following a severe episode of pain she was of sound mind and she was able to discuss 

her condition, treatment etc with the Drs and nurses. She then relayed this information 

to her family and friends. We would never have discussed anything with the medical 

staff behind her back. She was very independent).                                                   

[Missing] 

I was always with my wife during discussion and felt constrained in what I could ask. 

The cancer Liaison Nurse at [name of hospital] intervened to arrange a private briefing 

for me - to make it clear my wife was expected to die.                                                                           

[No, but I did not try to discuss them] 
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Question D7: In your opinion, were there enough nurses on duty to care for 

him/her in hospital? 

 

 number % 

There were always or nearly always enough nurses on duty   21 33.3 

There were sometimes enough nurses on duty  15 23.8 

There were rarely or never enough nurses on duty 20 31.7 

Don’t know   3 4.8 

Missing 4 6.3 

Total 63 100.0 

 

There were 3 comments: 

Although they were often not engaged in treating their patients.                                           

[There were always or nearly always enough nurses on duty]   

NB Christmas and New Year was worst.                                                                                   

[There were sometimes enough nurses on duty] 

This was perhaps my major concern.                                                                                         

[There were rarely or never enough nurses on duty] 

 

Question D8: Did you have confidence and trust in the nurses who were caring 
for him/her? 

 

 number % 

Yes, in all of them 18 28.6 

Yes, in some of them 36 57.1 

No, not in any of the nurses 4 6.3 

Missing 5 7.9 

Total 63 100.0 
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There was 1 comment: 

I did not have enough contact with them to know.                                                           

[Missing] 

 

Question D9: During this stay, was there enough help available to meet his/her 
personal care needs, such as bathing, dressing, help with eating, and going to 
the bathroom? 
 

 

 Number % 

Yes 22 34.9 

No 27 42.9 

Don’t know 8 12.7 

Missing 6 9.5 

Total 63 100.0 

 

3 people gave a further comment: 

I visited each day from 10am - 7pm and looked after most of his personal care needs.                        

[No] 

Would be difficult sometimes to get a nurse eg to come with a bedpan. This would 

really distress my sister, so it would be very upsetting. But I felt the nurses really 

understood, and cared for her, sometimes there was just too much going on.                                                             

[tick is in between yes and no boxes] 

When I visited I found her very thirsty although she was clean.                             

[Missing] 
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Question D10: How much of the time was he/she treated with respect and 
dignity by the doctors, nurses and other hospital staff? 
 

 

 number % 

Always 21 33.3 

Most of the time 21 33.3 

Some of the time 13 20.6 

Never 1 1.6 

Don’t know 4 6.3 

Missing 3 4.8 

Total 63 100.0 

 

 

Question D11: During this last hospital admission, how involved were you 
with the decisions made about his/her care? 
 

 

 number % 

Very involved 25 39.7 

Fairly involved 14 22.2 

Not involved 20 31.7 

Missing 4 6.3 

Total 63 100.0 
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Question D12: Were you involved in decisions about his/her treatment and 
care as much as you wanted? 
 

 

 number % 

Involved as much as I wanted 27 42.9 

Would have liked to be more involved 26 41.3 

Don’t know 1 1.6 

Not applicable 4 6.3 

Missing 5 7.9 

Total 63 100.0 

 

15 respondents made further comments: 

We had private care at Chichester and the standard was excellent, lovely room and 

very helpful staff.                                                                                                                       

[Very involved/ Involved as much as I wanted] 

Every step of the way with [Name]'s treatment we were BOTH always involved.                                                                         

[Very involved/ Involved as much as I wanted] 

This was her last visit to hospital and she passed away suddenly the next day.                                                                         

[Very involved/ Involved as much as I wanted] 

[Name] was the resident Macmillan nurse at the hospital and I used to see her every 

day. It was [Name] who organised [Name]’s discharge and the set up for the oxygen to 

be delivered.                                                                                                                                  

[Very involved/ Involved as much as I wanted] 

My wife made it clear that she did not want to be resuscitated. When I tried to ensure 

this wish was recorded, the nurses I approached were uninterested and at one point 

said they could find no mention of my wife's previously stated wishes!                                                

[Very involved/ Would have liked to be more involved] 

My wife was dehydrated during her stay (not that I mind but) I felt I was cleaning her 

teeth and doing the oral hygiene for her during my visits. I am aware of the fact that 

resources are constantly stretched in the ward environment but thought the basics 

could have been done better.                                                                                                       

[fairly involved/ Involved as much as I wanted] 
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My sister was desperate to go into a hospice and this seemed difficult to discuss, in the 

sense that we were told it was not possible. To be fair though I left a lot of the 

discussions to her ex-husband as it seemed best to only have one main point of 

contact. I still feel that the end would have been much easier for us all in a different, 

quieter, more peaceful environment.                                                                                         

[fairly involved/missing] 

Nurses - when available were caring towards her, and kept us informed. However the 

doctors did what 'they' wanted to do without discussing with us.                                              

[fairly involved/Would have liked to be more involved] 

Access to Drs was difficult although latterly one Dr made contact by phone and we 

were able to get more information.                                                                                         

[fairly involved/Would have liked to be more involved] 

The experience we as the patient’s family went through can only be described as 

'horrible'. This questionnaire 'finally' give us the opportunity to completely declare 

what went very wrong and to ensure no other patient ever goes through this terrible 

experience in the future.                                                                                                             

[fairly involved/Would have liked to be more involved] 

Wednesday: We were told that he would be home on Thursday, that the cancer had 

not grown or spread any more. Thursday: I was called to hospital as he was going to 

pass away. Saturday: passed away. I am still trying to find out what happened.            

[Not involved/Would have liked to be more involved] 

It was very difficult to talk to a doctor - or anyone who really knew what was going on.  

[Not involved/Would have liked to be more involved] 

I would very much have liked to have spoken with a doctor on the ward. Doctors seem 

to do ward visits in the morning and visiting hours seem to be in the afternoon. A 

succession of nurses had no meaningful information.                                                            

[Not involved/Would have liked to be more involved] 

The matter of treatment was, I felt, up to the doctors and nurses. I was interested and 

might ask for her to be given help to get in or out of bed or the like but not her 

treatment.                                                                                                                                         

[Not involved/not applicable] 

[Name] was able to make her own decisions, we only had a supportive role during her 

stay.                                                                                                                                                    

[Not involved/missing] 
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Question D13: During this last hospital admission, was there any decision 
made about his/her care or treatment that he/she would not have wanted? 
 

 

 number % 

Yes 11 17.5 

No 36 57.1 

Don’t know 10 15.9 

Missing 6 9.5 

Total 63 100.0 

 

12 respondents made comments: 

Very painful chest drain as pain relief not enough. This caused an emaciated patient 

further pain on top of cancer pain.                                     

[Yes] 

Treatments: eg blood, fluids and medicines were stopped. To see how he went. He was 

a strong man who wanted help in fighting right to the end.                         

[Yes] 

We had expressed that she was aware she was 'terminal' however doctors continued 

to administer treatments.                                      

[Yes] 

The fact is she remained in hospital and was not able to go to a hospice.                          

[Yes] 

Just before my wife passed away, I entered her room to find a circle of doctors who 

appeared ready to resuscitate her before I intervened. (see D12).          

[Yes] 

He did not want to be there!                                         

[Yes] 

Hospital transport had not been briefed that the patient had a stoma and on two 

occasions the rough transportation caused the stoma to prolapse (again!) and the 

patient had to be re-admitted by paramedics as a 'failed discharge'.                          

[Yes] 
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[Hospital] - Complex dressing for breast wound. Nurse (despite my wife asking for me) 

attempted dressing. Led to increased pain for 3 months, infected wound.                

[Yes] 

It is difficult to know. My husband was very confused and unable to speak for much of 

the time. I could only do what I thought best on his behalf.                                                 

[Don’t know] 

Never discussed her hospital care with her.                                               

[Don’t know]  

My husband was taken from home by ambulance at 4 a.m. I went to him 4 hours later.                                  

[Missing] 

This is difficult to answer as my husband was a very good and compliant patient. It 

would have been good to be able for me to have been present.                                    

[Missing] 

  

Question D14: During this hospital stay, did he/she have any pain? 
 

 

 number % 

Yes 50 79.4 

No 2 3.2 

Don’t know 9 14.3 

Missing 2 3.2 

Total 63 100.0 

 

But very briefly as the result of a surgical procedure.                                                            

[Yes] 
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Question D15: Do you think his/her pain distressed or bothered him/her?  
(n=50) 
 

 

 number % 

Yes 43 86.0 

Don’t know 4 8.0 

Missing 3 6.0 

Total 50 100.0 

 

Question D16: Did he/she have any treatment for his/her pain? (n=50) 
 

 

 number % 

Yes 49 98.0 

Don’t know 1 2.0 

Total 50 100.0 

 

Question D17: Did the treatment relieve his/her pain: (n treated =49) 
 

 

 number % 

Completely, all of the time 6 12.2 

Completely, some of the time 17 34.7 

Partially 23 46.9 

Not at all 1 2.1 

Don’t know 2 4.1 

Total 49 100.0 

   
Improved after from fusion generally.                                                                             
[Completely, all of the time] 

 
Pain management is challenging.                                                                                  
[Completely, some of the time] 
Most of the time.                                                                                                     
[Completely, some of the time] 
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Question D18: During this hospital stay did he/she have any breathlessness? 
 

 number % 

Yes 25 39.7 

No 25 39.7 

Don’t know 9 14.3 

Missing 4 6.3 

Total 63 100 

 

Over that last few hours of his life.                                        

[Yes] 

As the body began to shut down breathing became more difficult.                                      

[Yes] 

Only as described before. [Section B; (He found it hard to breath because of the nature 

of his cancer. It affected the muscles around his diaphragm making the mechanics of 

breathing painful sometimes).                                                          

[Missing] 

 
Question D19: Do you think that his/her breathlessness distressed or bothered 
him/her?  (n=25) 
 

 number % 

Yes 24 96.0 

No 1 4.0 

Total 25 100.0 

 

She was probably thinking this is it - that would have bothered her as there was still so 

much more to do with life than die.                                                                  

[Yes] 
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Question D20: Did he/she have any treatment for his/her breathlessness? (n=24) 
 

 number % 

Yes 23 95.8 

No 1 4.2 

Total 24 100.0 

 

 May have had O2.                         

 [Yes] 

Transfusion.                              
 [Yes] 
 

If [name] was breathless then we thought that was that. Did not look for treatment.  
[previous answer don’t know on breathlessness] 

 
 
 

Question D21: Did the treatment relieve his/her breathlessness: (n=24) 
 

 number % 

Completely, all of the time 1 4.2 

Completely, some of the time 6 25.0 

Partially 15 62.5 

Don’t know 1 4.2 

Missing 1 4.2 

Total 24 100.0 
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Question D22: Please comment, if you would like to, on any symptoms he/she may have 
had and any help he/she may have received for these. 
 

Again breathlessness was the biggest part of the condition.                
[Breathlessness treated & partially relieved] 

 
Had daily physio to help get out of bed after operation, help walking until after   
10 days, [Name] could leave the hospital and come home.                                                 
[pain treated & completely relieved all the time] 

 
Had O2 mask, and a 'pump' to administer pain relief.                                                        
[Pain & breathlessness treated and partially relieved] 

 
He was barely conscious.                                                                                                                
[Not known if he had pain or breathlessness] 

 
Neck pain that although treated with mild pain killers did not go away.                                                                                                             
[Pain treated & partially relieved] 

 
[Name] has and always has had 'bad' veins and few could get blood - so she had a 
'port' fitted, which pleased us both - no pain. Towards the end (3/4 days) the pain was 
too much and Macmillan recommended a 'morphine driver' - fantastic! At the end 
before joining the angels, [Name] was 'away with the bees' - no pain!!                             
[Pain treated & completely relieved some of the time] 

 
I have no idea what drugs she was given because I had no contact with anyone who 
could tell me.                                                                                                                            
[Not known if she had pain or breathlessness] 
During transfusion his bladder was treated i.e wash out with drip which helped the 
bleed.                                                                                                                                         
[Pain relieved completely all of the time & breathlessness partially relieved] 

 
Paralysis from waist down, acute pain on moving around torso. Not able to get him out 
of bed into wheelchair. Pain not well controlled.                                                                       
[Pain treated & partially relieved] 

 
She was very frail and was admitted to hospital on a Saturday evening and passed 
away on Sunday afternoon.                                                                                                       
[Pain treated & partially relieved] 

 
The breathlessness was caused due to the pain management not being effectively 
implemented. With admission to (each time) each hospital any prescribed pain 
management was either - not maintained or overridden by the hospital doctors. We 
(the family) had to constantly plead with the hospital staff to review his pain 
management needs and ensure he was getting sufficient medication to help with his 
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pain.                                                                                                                                                  
[Pain & breathlessness treated and partially relieved] 

 
Oxygen helped with the breathlessness.                              
[Breathlessness treated & partially relieved] 

 
He became completely dependent on oxygen and nebulisers.                             
[Breathlessness treated & partially relieved] 

 
The slow speed of prescribing and obtaining certain pain killers became a huge source 
of distress for my wife. Hospital 1 was slower than hospital 2.                                                                                                              
[Pain treated & partially relieved] 

 
 

Question D23: Overall, do you feel that the care he/she got from doctors in 
hospital was. 
 

 

 number % 

Excellent 15 23.8 

Good 15 23.8 

Fair 14 22.2 

Poor 13 20.6 

Missing 6 9.5 

Total 63 100.0 

 

Question D23: Please comment if you would like to. 

19 respondents made comments: 

I got the impression that, although extremely hard pressed, the doctors did all they 

could to support my husband.                           

[Excellent] 

[four ticks to emphasise excellence] I think (I know) her treatment for 14 years was first 

rate - only fly, was GP, not considering the return of cancer as possible cause of pain in 

back etc. One thing [name] knew was her own body - she knew this was something not 

normal - and she/we feared the worst! Even if not GP.                                         

[Excellent] 
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I found the doctors and the consultant at [hospital] always willing to talk to me and to 

be as open with me as they thought appropriate. This was particularly the case when 

she was in critical care and Hi care wards.                                        

[Excellent] 

Ward doctor was very good.                                     

[Good] 

Overall hospital staff were friendly and efficient. I just don't think there were enough 

available all the time, especially the weekends.                                    

[Good] 

Suction pipe to stomach was advised by Dr to have been fitted asap, was fitted 

incorrectly 24 hrs later after we complained, another 24 hrs passed until was noted it 

had been fitted incorrectly.                                                          

[Fair] 

Unfortunately there were never enough qualified doctors in the wards (this also 

includes nurses) and at weekends this appeared to be even worse.                             

[Fair] 

Not enough communication between her consultant and staff doctors.                     

[Fair] 

Disconnect between the services, the fact that my brother and I were living a long way 

away, my mother living alone plus her fierce independence all meant it was impossible 

to get a clear picture of pancreatic cancer and what Mum needed.                                 

[Fair] 

Hard to use the word good/excellent given the results. I suppose A/B for effort for 

hospital 2.                                                                                             

[Fair] 

He was obviously left to die; with a doctor looking at him occasionally.                    

[Poor] 

Particularly on discharge when he had to wait in a wheelchair for transport for several 

hours - The ambulance men knew nothing of his condition and expected him to walk to 

the house and climb the stairs. This had been impossible for some months.             

[Poor] 

The nursing staff were inadequately trained - Mum suffered a stroke whilst in hospital 

- the support and care was disgusting.                                                                               

[Poor] 
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Our experience was one of 'wait and see' attitude from the medical staff. During this 

period of inaction the patients pain management was either forgotten or 

changed/supplemented without any referral/double checking with the Macmillan 

nursing staff who had been caring for him prior to admission.                                  

[Poor] 

Technically confident and competent but a lack of genuine 'care'.                             

[Poor] 

We didn't feel they were used to dealing with cancer patients at this stage of the 

illness, or maybe it was because we didn't get used to one doctor, there seemed to be 

so many changes to staff.                                                            

[Poor] 

I rarely saw the doctors. The 2 nurses manning the ward were excellent and very 

compassionate.                                              

[Missing] 

I was told by a nurse that the doctor sat with her for an hour whilst she died and that 

she was peaceful.                                                 

[Missing] 

 

 

Question D24: Overall do you feel that the care he/she got from nurses in the hospital 
was. 

 number % 

Excellent 12 19.0 

Good 20 31.7 

Fair 16 25.4 

Poor 8 12.7 

N/a, not admitted to hospital 7 11.1 

Total 63 100.0 
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Question D24: Please comment if you would like to. 

[Name]/me (us) always were made to feel special. ([Name] was) on first names and 

staff could never do enough to help. Lovely people.                            

[Excellent] 

In both cases, it only takes one nurse to cause a lot of distress. In the case of hospital 2, 

the oncology nurses were excellent.                                                           

[Excellent] 

There was one occasion where [Name] was offered treatment for breathing meant for 

another patient. She realised this was an error and was able to say no and correct the 

nurse.                                                                                     

[Excellent] 

Cannot fault the nurses.                                                                               

[Excellent]       

Once again never enough medical staff on duty, especially at weekends.               

[Good] 

My sister kept being sick, it was faeces - this was terrible to watch and so unpleasant 

for her. It left her teeth terribly stained. The nurses did clean her teeth with a flannel 

and try to keep her lips moist. I and other family members had to do a lot though to 

keep her comfortable. She got so hot and we brought in cold flannels and drinks that 

she liked. Near the end she was so uncomfortable she said to my husband 'it can't be 

long now'. It was hard to know (and be able when everything was so emotional) how 

to help her.                                                                                                                              

[Good] 

Nurses are busy people, but some time she would call for help and wait a long time to 

get it. Particularly when she had been in her chair and needed/wanted to get back into 

bed.                                                                                                                                               

[Good] 

Fair and occasionally poor. There were simply not enough nurses or ancillary staff to 

go round. The quality of care varied very considerably from one nurse to the next. 

Some were extremely competent. Others verging on incompetent.                                    

[Fair] 

Some were lovely and helped loads however some just did not want to help. He kept 

soiling and wetting himself in bed, and on one occasion the nurse walked away from 

my sister in law and myself when we asked for help. My husband and sister in law were 

covered in poo but the nurse would not help. I had to walk the corridor looking for 
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someone to help.                                                                     

[Fair] 

There were not enough nurses to do all they had to. Eg, after asking for a bottle, no 

bottle would come in spite of frequent requests, I found where bottles were kept and 

gave him some when I left. It was fortunate that I have the confidence to do this.                                                                                                           

[Fair] 

As always a long wait when she wanted the toilet. She already had bed sores caused 

by this.                                                                                                                                              

[Fair] 

I wish nurses were more compassionate. The odd one or 2 were but otherwise they 

never seemed to have time.                                                

[Poor] 

Some nurses were of course better than others, but as he was bed bound and unable 

to move much, his overall care was poor.                                               

[Poor] 

It is possibly very difficult to gauge when a patient is going to die - but on admission 

we were told 3 weeks tops - by the time we left the ward we were told 1 week.          

[Fair] 

I have no idea.                                        

[Missing] 

 

End Comments 

At the end of section D respondents were invited to comment further on any aspect of the 

previous set of questions.  

13 respondents have made final comments in this section.  

3 are positive. 

Whilst [name] was in hospital primarily for pain relief following a severe episode of 

pain she was of sound mind and she was able to discuss her condition, treatment etc 

with the Drs and nurses. She then relayed this information to her family and friends. 

We would never have discussed anything with the medical staff behind her back. She 

was very independent. 
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On the whole I found the care she received at [hospital name] to be beyond reproach, 

particularly while she was in Critical Care (2 weeks) and in HiCare (6 weeks). She was a 

VERY sick lady and very weak. The instruction I received at [hospital name] to look 

after her stoma was sympathetically and soundly given by the stoma nurse and I am 

glad to think that I changed her bag for the last time. 

[Also ticked good] Good care on the general ward. Excellent care on the cancer ward 

5 gave mixed accounts of their hospital experience 

Fair and occasionally poor. There were simply not enough nurses or ancillary staff to 

go round. The quality of care varied very considerably from one nurse to the next. 

Some were extremely competent. Others verging on incompetent.  

It is possibly very difficult to gauge when a patient is going to die - but on admission 

we were told 3 weeks tops - by the time we left the ward we were told 1 week. 

This question does not give the chance to indicate a difference between hospital (1) 

and (2). So I have marked for hospital (1) only.  

In my opinion question far too limited. If it had been last 6 months of life I could have 

responded.  

Care from nurses was mixed. 

5 comments were critical of hospital care 

One very noticeable detail was lack of continuity between patients and medical staff. It 

made his life a little more miserable with the constant questions that were asked by 

'new faces'. We felt that it was 'time wasted' and could be put to better use, as would 

be the case if medical staff stayed the same. The relationship between 

patients/Doctors and nurses is (we felt) extremely important especially to the patient 

whose medical history is in their hands.  

There was no system whereby I could have made an appointment for a doctor to talk 

to [name] and I together. 

The different departments did not communicate well amongst themselves. For 

instance on one occasion he was supposed to have a procedure, but could not have it 

because he was given breakfast, so he had to wait a full week before it could be done 

again. On another, porters were sent for him, but he could not go because he hadn't 

been given any pain relief. 

Same comment as before - too many changes of staff - not enough consistency.  
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Summary – Section D 

63 people (61.8%) spent time in hospital in their last three months. 

29 (46.0%) felt their relative had been discharged at the right time, 9 (14.3%) too soon, and 

2 (3.2%) too late. 17 people (27.0%) died on that admission. There were 22 comments. 

Where respondents felt discharge was too soon, comments referred to unaddressed 

problems; where discharge was at the right time, some comments still referred to 

difficulties over timing. Where discharge was too late, the comments were that transfer to 

hospice sooner would have been better.                                                                                           

20 respondents (31.7%) were always kept informed about their relative’s condition. 11 

(17.5%) usually were, but for 17 (27%) this was only sometimes, with 9 (14.3%) saying this 

was never the case. 

17 respondents (27.0%) said that hospital doctors’ and nurses’ explanations were very easy 

to understand, and 19 (30.2%) that they were fairly easy. But 9 (14.3%) found them fairly 

difficult, and 2 (3.2%) very difficult. 

23 people (36.5%) could discuss worries or fears as much as they wanted with hospital staff. 

17 (27.0%) discussed them, but not as much as they wanted, and 11 (17.5%) could not 

discuss them, although they tried. 2 people (3.23%) had no worries to discuss. 

16 respondents (25.4%) said that doctors/nurses had given them information in an 

upsetting way, while 35 (55.6%) said they had not. There were 25 comments: 6 of those 

who were upset appeared to be referring to the upsetting nature of the news, rather than 

the manner.  

21 people (33.3%) reported that there were always or nearly always enough nurses on duty, 

with 15 (23.8%) reporting enough nurses sometimes. However, 20 people (31.7%) said that 

there were rarely or never enough nurses on duty. 

18 people (28.6%) had confidence and trust in the all of the nurses, and 36 (57.1%) in some 

of them. 4 (6.3%) confidence/trust in none of them.  

22 people (34.9%) said there was enough help available to meet personal care needs, but 27 

(42.9%) said there was not. 8 people (12.7%) did not know. 

21 people (33.3%) said that their relative was always treated with respect and dignity by 

hospital staff, and a further 21 (33.3%) said this was do most of the time. 13 (20.6%) said 

this was sometimes true, and 1 (1.6%) that it was never true. 

25 (39.7%) said they were very involved with decisions on care, and 14 (22.2%) fairly 

involved. 20 (31.7%) were not involved. 
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27 (42.9%) were involved as much as they wanted, but 26 (41.3%) would have liked to be 

more involved. 15 comments were made: praising good communication and involvement; 

describing difficulties of access for discussion of care; on poor care; and on the 

appropriateness of involvement. 

11 people (17.5%) reported decision on care that their relative would not have wanted, 

while 36 (57.1%) said there had been no such decisions. Comments (12) referred to 

treatment administered or withheld contrary to wishes, and problems with transport, pain 

relief, and dressings. 

50 people (79.4%) reported pain, and 49 of these (98%) received treatment. 23 (46.9%) had 

complete relief all or some of the time, and 23 (46.9%) partial relief. 1 (2.1%) had no relief at 

all. 

24 people (39.7%) reported breathlessness that was bothersome or distressing, and 23 of 

these (95.8%) received treatment. 7 (29.2%) had complete relief all or some of the time, and 

15 (62.5%) partial relief.  

There were 14 comments on symptom control: describing symptoms successfully 
controlled; pain not adequately managed, and other symptoms of frailty, lack of mobility or 
lowered consciousness. 
 
Overall, 30 people (47.6%) reported care from hospital doctors to be excellent /good 

(23.8%/23.8%). 14 (22.2%) rated it fair, and 13 (20.6%) poor. 

In the comments there was praise for hard work, willingness to talk, friendliness, 

competence and compassion. There was criticism of inaction, lack of compassion, lack of 

contact with other services, and poor care. 

Overall, 32 people (50.7%) reported care from hospital nurses to be excellent /good 

(19.0%/31.7%). 16 (25.4%) rated it fair, and 8 (12.7%) poor. 

In the comments there was praise for personalised nursing care. There was criticism of lack 

of compassion, having to wait for care, and reluctance of nursing staff to assist. 
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SECTION E  

Question E1: Did he/she stay in a hospice at any time during his/her last three months of 
life for more than 24 hours? 
 
12 respondents said that their relative had stayed in a hospice. One of these admissions had 
been for a few hours only: this data has been included in this section as it related to end of 
life care rather than day care. 
 

Question E2:  On this occasion, do you feel s/he was discharged at the right time? 
 

 Number 

S/he was not discharged, s/he died on this admission 9 

Yes, he/she was discharged at the right time 1 

Missing 2 

Total 12 

 

There were 3 comments from respondents: 

She left the hospice and went into hospital for her last 24 hours.                                     

[Missing] 

NB he was not in for more than 24 hours but I have still answered section E questions.                

[S/he was not discharged, s/he died on this admission] 

She wasn't discharged, she died there.                                                                                           

[S/he was not discharged, s/he died on this admission] 

 

Question E3: During his/her last hospice admission, how often were you or other 
family  members kept informed about his/her condition? 
 

 number 

Always 11 

Usually 1 

Total 12 
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There was 1 comment: 

It was a v short stay but they made great efforts to keep me informed.                         

[Always] 

 

Question E4: During his/her stay, did the hospital doctors and nurses explain his/her 
condition, treatment or tests in a way that you found easy or difficult to understand? 
 

 number 

Very easy 10 

Fairly easy 2 

Total 12 

 

Question E5: While he/she was in the hospice, did doctors and nurses give you any 
information about his/her condition, treatments or tests in a way that upset you? 
 

 number 

Yes 1 

No 9 

I did not talk to any doctors or nurses 1 

Missing 1 

Total 12 

 

There were 2 comments: 

On the eve of 4th Oct my husband was unsettled, hallucinating and mildly fitting so I 

agreed to him having sedation to settle him for the next day. He was still not settled 

but asleep so they gave him anti-fitting medicine to settle him which it did. A doctor 

came and said 'you do realise he won't wake up from this don't you?' This was a shock 

as we were hoping to say goodbye.                                                                                        

[Yes] 

I was concerned, even upset, about one thing. See p33 {I asked the staff at the hospice 

after he was admitted if I could have a private word with the Dr. (as other family 
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members wanted to know if they should come). They said ok, they'd ask him and then 

(without prior warning to me) Dr asked my uncle if it was OK to talk privately to me. He 

said OK - but I think it alarmed him. If I had been told that this permission was needed I 

WOULD HAVE WITHDRAWN MY REQUEST. But I was not told. I understand the reasons 

for having this rule but I should have been told, And this distressed me (as it distressed 

him and caused unnecessary anxiety). He subsequently quizzed me anxiously about 

what I'd been told.}                                                                   

[No] 

 

Question E6: Were you able to discuss with doctors, nurses or other hospice staff any 

worries or fears you might have had about his/her condition, treatment or tests? 

 number 

Yes, I discussed them as much as I wanted  11 

Yes, I discussed them but not as much as I wanted 1 

Total 12 

 

Question E7: In your opinion, were there enough nurses on duty to care for him/her in 

hospital? 

All 12 said there were always or nearly always enough nurses on duty.   

 

Question E8: Did you have confidence and trust in the nurses who 

were caring for him/her? 
Number 

Yes, in all of them 11 

Yes, in some of them 1 

Total 12 
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Question E9: During this stay, was there enough help available to meet his/her personal 
care needs, such as bathing, dressing, help with eating, and going to the bathroom? 
 

 Number 

Yes 11 

Don’t know 1 

Total 12 

 

There was 1 comment: 

 No time for that before he died.                                                

 [Don’t know] 

 

Question E10: How much of the time was he/she treated with respect and dignity by the 

doctors, nurses and other hospital staff? 

 number 

Always 11 

Most of the time 1 

Total 12 

 

 

Question E11: During this last hospice admission, how involved were you with the 

decisions made about his/her care? 

 number 

Very involved 9 

Fairly involved 3 

Total 12 
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Question E12: Were you involved in decisions about his/her treatment and care as much 

as you wanted? 

All 12 said they were involved as much as they wanted. 

 

Question E13: During this last hospice admission, was there any decision made about 

his/her care or treatment that he/she would not have wanted? 

All 12 said there was no decision made that he/she would not have wanted. 

 

Questions E14-16: During this hospice stay, did he/she have any pain/did their pain 

distress or bother them/were they treated for pain? 

All 12 said that their relative had had pain, and eleven said this was distressing or 

bothersome. All 12 were treated for pain, with the following outcomes: 

  

Question E17: Did the treatment relieve his/her pain? 

 number 

Completely, all of the time 4 

Completely, some of the time 4 

Partially 3 

Don’t know 1 

Total 12 
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Question E18-20: During this hospice stay did he/she have any breathlessness/ did their 

breathlessness distress or bother them/were they treated for breathlessness? 

4 reported breathlessness, and of these 3 said it was distressing or bothersome. All 4 were 

treated for breathlessness, with the following outcomes: 

 

Question E21: Did the treatment relieve his/her breathlessness? 

 number 

Completely, all of the time 1 

Completely, some of the time 1 

Partially 2 

Total 4 

 

Question E22: Please comment, if you would like to, on any symptoms he/she may have 

had and any help he/she may have received for these.  

She received increased dosages of Morphine towards the end so she wasn't aware 

enough to comment on pain etc.                                                                                                 

[Pain relieved completely, all of the time] 

Neck pain treated with stronger medication did help some of the time.                               

[Pain relieved completely, some of the time] 

Despite being bedridden for some 6 weeks in hospital, the hospice had him mobile in a 

wheelchair as often as he could manage from the outset.                          

[Pain relieved partially] 

Breathlessness was while sedated/on fitting medication (phenobarbitone). Nurses 

gave an injection to relieve.                                                        

[Breathlessness relieved completely, all of the time]       

 vThe breathlessness was a problem caused by mucus build up on her chest during the 

last 4 to 5 days. She was treated using suction which she found rather distressing. 

During the last two to three months at home the pain and sickness were becoming 

steadily worse as the drugs were becoming increasingly ineffective. Her pain was 

quickly brought under control within 3 to 4 days once she was admitted into the 

hospice.                                                                                                                                                   

[Pain relieved completely, all of the time, breathlessness relieved partially]                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                     
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Question E23/24: Overall, do you feel that the care he/she got from 

doctors/nurses in the hospice was. (excellent/good/fair/poor) 

 Doctors Nurses 

Excellent 9 11 

Good 3 1 

Total 12 12 

 

E23/4: Please comment if you would like to...  

All the staff were very sympathetic to my mother's needs and to mine at a very difficult 

time. They treated my mother with the utmost dignity she deserved.                            

[Doctors excellent/nurses excellent] 

 

End Comments 

At the end of Section E respondents were invited to comment further on any aspect of the 

previous set of questions. 12 respondents reported that their relative had spent time in a 

hospice. 

6 respondents commented on hospice care. 

2 are positive. 

In my opinion the [name] Hospice is a centre of excellence and I was very 

grateful we were able to get her in there. It gave me such a piece of mind 

and relief to know she was being cared for. It was also what she wanted for 

the last days of her life.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

Excellent.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                

1 respondent praised hospice but expresses concerns about the process of getting a bed there. 

It is a fabulous place and I was so relieved once he went there. I was at the 

end of my tether caring at home. I felt I could sit with him and be with him 

in a more relaxed way knowing he was being cared for properly. Note - my 

GP arranged for him to go there (via the Macmillan office) We had not seen 

the Macmillan nurse for sometime, I think she was on holiday. However she 

phoned me when he was being collected to go to the hospice. I got the 

impression that he would not have got a place there if it was up to 
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Macmillan. Luckily the GP spoke to the doctor at the hospice regarding his 

condition and how we were coping. This doctor remembered my husband 

from [name] Hospital and agreed to admitting him to the hospice.    

 
3 respondents gave dissatisfied feedback. 

I asked the staff at the hospice after he was admitted if I could have a 

private word with the Dr. (as other family members wanted to know if they 

should come). They said ok, they'd ask him and then (without prior warning 

to me) Dr asked my uncle if it was OK to talk privately to me. He said OK - 

but I think it alarmed him. If I had been told that this permission was 

needed I WOULD HAVE WITHDRAWN MY REQUEST. But I was not told. I 

understand the reasons for having this rule but I should have been told, And 

this distressed me (as it distressed him and caused unnecessary anxiety). He 

subsequently quizzed me anxiously about what I'd been told.                                                  

The fundamental problem was that the hospice nursing was partly 

'response nursing' - ie nurses responded to a call by a buzzer. Unfortunately 

she was too physically disabled to use the buzzer and thus summon help. As 

a consequence she really needed closer attention and the nursing 

management did not cover such a circumstance. We resolved this by 

ensuring close family attendance but this negated the benefits to family 

members.    

In the latter stages of the patients terminal illness, several options were 

discussed with the patient and family namely (1) Residential home 

(stabilisation after hospitalisation)   (2) Nursing home - as above -  (3) 

Hospice (combination of above plus final care  (4) Home.  All 4 had to be 

carefully reviewed as the patient and family had experienced such poor 

support and healthcare that we were concerned if any of the options would 

be successful in giving the palliative care so desperately needed. After 

extensive chasing/escalation of GP, community nursing, social services and 

intervention of Macmillan we chose to go for option (4) which was the 

patients greatest wish but required confirmation of actual support being in 

place.         
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Summary – Section E 

12 respondents reported that their relative had stayed in a hospice, and 9 that they 
had died there.  
 

11 of the 12 reported that they were always kept informed about their relative’s 

condition, with one reporting that this was usually the case. 

10 of the 12 reported that explanations were very easy to understand, with 2 reporting 

that they were fairly easy to understand. 

9 reported that information had not been given in an upsetting way, 1 did not talk to 

any doctors or nurses, 1 response was missing and 1 said that news had been given in 

an upsetting way. 

11 of the 12 were able to discuss worries and fears as much as they wanted, with 1 
being able to discuss these, but not as much as they wanted. 
 

All 12 said there were always or nearly always enough nurses on duty. 

11 of the 12 had confidence in all the nurses, with 1 having confidence in some of the 
nurses. 
 

11 of the 12 reported enough help with one saying they did not know. They provided 
an explanation. 
 

11 of the 12 reported that they were always treated with respect and dignity, 1 that 
this was so most of the time.  
 

9 reported being very involved with decisions, and 3 fairly involved. All 12 said they 

were involved as much as they wanted, and no-one reported any unwanted decision. 

All 12 said that their relative had had pain, and 11 said this was distressing or 
bothersome. All 12 were treated for pain: 4 had pain relieved completely for all of the 
time, and 4 some of the time. 3 had partial relief. 
 

4 reported breathlessness, and of these 3 said it was distressing or bothersome. All 4 
were treated for breathlessness. 1 had breathlessness relieved completely for all of the 
time, and one some of the time. 2 had partial relief. 
 

Overall, 9 people reported care from hospice doctors to be excellent, with 3 reporting 
it as good. No-one reported fair or poor care.  
 

Overall, 11 people reported care from hospital nurses to be excellent with one 
reporting it as good. No-one reported fair or poor nursing care. 
 
There was praise for sympathetic, dignified care, with some caveats on how 

discussions with relatives took place, and on assessment of level of help required. 
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 SECTION F  

 

Question F1: During his/her last three days was he/she:  

 number % 

At home all the time 58 56.9 

In a hospital all the time 18 17.6 

In a nursing or residential care home all the time 10 9.8 

In a hospice all the time 9 8.8 

Other 7 6.9 

Total 102 100.0 

 

There were 11 comments: 
 

She was only admitted to hospital for the last three hours.                                      
[other] 

 
At home then last few hours in hospice.                            
[other] 

 
My husband died 8 hours after entering hospital.                              
[other] 

 
My husband spent the last 5 hours of his life in [hospital] but very luckily was put in the 
naval wing where his care was wonderful, and mine.                                            
[other] 

 
Day of death home. Previous 2 days hospital.                                          
[other] 

 
My husband was transferred to the hospice for his last two days. Prior to that he was 
in the hospital for one week.                                                      
[other] 

 
At home 50%* of the time; in hospital 50% of the time. * Approximately.                
[other] 
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A hospital bed was needed to make her more comfortable crossed out 'all' and wrote ' 
some'.                                                                                                                                                          
[at home all the time] 

 
Macmillan Midhurst looked after him for the last 4/5 days and were very professional, 
efficient, caring and friendly.                                                                                        
[at home all the time] 

 
4 days after many days of chasing/escalating that the support mechanisms would 
definitely be in place!!                                                                                 
[at home all the time] 

 
These comments indicate that in 4 cases patients were admitted from home and spent only 
a few hours in hospital or hospice before they died. In one instance, the patient was 
discharged home from hospital and died at home within a day.  
 
 

Question F2: During these last three days, was there enough help 

available to meet her/his personal care needs, such as bathing, dressing, 

help with eating, and going to the bathroom? 

 

 number % 

Yes 81 79.4 

No 6 5.9 

Don’t know 3 2.9 

Missing 12 11.8 

Total 102 100.0 

 

There were 4 comments: 

See comments on p35 {Ref Q F(2) - my uncle's condition deteriorated very suddenly so 

he suddenly needed help (bathroom etc) which he hadn't before. In the short time 

before he was taken to hospice and overnight nurse was brought in (GOOD) but there 

were still hours with no suitable professional care.}                                                          

[No] 

I did most of this.                                                                                                                      

[No] 
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Difficult to gauge - as family we did a lot for her.                                                        

[Don’t know] 

I was his sole carer, we saw no nursing staff during this time.                                       

[Yes] 

 

Question F3: During these last three days, was there enough help with 

nursing care, such as getting dressings changed and with medication? 

 

 number % 

Yes  81 79.4 

No 6 5.9 

Don't know 2 2.0 

Not applicable 4 3.9 

 9 8.8 

Total 102 100.0 

 

There was 1 explanatory comment: 

Privately funded live-in care.                                  

[Yes] 

 

Question F4: During these last three days, how involved were you with the 

decisions made about his/her care? 

 

 number % 

Very involved 82 80.4 

Fairly involved 9 8.8 

Not involved 8 7.8 

Missing 3 2.9 

Total 102 100.0 
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Question F5: Were you involved in decisions about his/her treatment and 

care as much as you wanted? 

 

 number % 

Involved as much as I wanted 86 84.3 

Would have liked to be more involved 10 9.8 

Don't know 1 1.0 

Missing 5 4.9 

Total 102 100.0 

 

Question F6: During these last three days, was there any decision made 

about his/her care or treatment that he/she would not have wanted? 

 

 number % 

No 85 83.3 

Yes 6 5.9 

Don't know 7 6.9 

Missing 4 3.9 

Total 102 100.0 

 

Question F6: Please comment if you would like to: 

 Thirteen respondents wrote comments:  

Macmillan were in charge and were fantastic.                                      

[no] 

Very impressed with the district nurses. They were very professional, caring and kept 

me fully up to speed with all the developments and possibilities of developments.    

[no] 

Except that I think she did want to come home!                                                                    

[no] 
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Cannot think of any at this time.                                                                                            

[no] 

After (as previously stated) many weeks/days of complete chaos and confusion, non 

cooperation or coordination between all the agencies responsible we finally managed 

after constant escalation to achieve the patients wish to die at home.                          

[no] 

We discussed DNR, and likelihood of her death soon (I asked).                                   

[no] 

This is the same answer as question D13 { Treatments: eg blood, fluids and medicines 

were stopped. To see how he went. He was a strong man who wanted help in fighting 

right to the end.}                                                                                                                     

[yes] 

See D13/D12 {Just before my wife passed away, I entered her room to find a circle of 

doctors who appeared ready to resuscitate her before I intervened (see D12}).            

[yes] 

He was unhappy about the amount of morphine being given, (this was a problem 

going back more than 3 days) as he felt unable to communicate with us very clearly. I 

did talk to the nurses about this and they said that Macmillan work on the principle 

that no-one should suffer any pain when they were washing/changing the patient. I 

feel that my husband would have preferred to suffer some pain, rather than be in such 

a dozy state. It was possibly necessary in the last 3 days but it would have been good 

for us all, especially for my husband if we could have had a chance to talk.                        

[yes]  

On behalf of my husband, for the last three days of his life I agreed to palliative care 

only. I think he would have wanted this but cannot be sure.                                                 

[don’t know] 

We did not really talk about this.                                                                                                

[don’t know] 

I have no idea what decisions were made about her care.                                        

[don’t know] 

Very difficult to answer these questions - but I think it was OK. As much as one can say 

that.                                                

[Missing]           
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Question F7: During these last three days, was there any decision made 

about his/her care or treatment that you did not want? 

 

 number % 

No 85 83.3 

Yes 6 5.9 

Don’t know 5 4.9 

Missing 6 5.9 

Total 102 100.0 

 

There were 11 comments: 

Stopped blood transfusion, fluids and medicines. I raised questions about this but they 

were not answered.                                                             

[yes] 

The change from Macmillan nurses to district nurses.                                                  

[yes] 

Comments F1-F7 apply to the hospital treatment not the hospice. He was so heavily 

sedated for the move he was not aware of what was happening to him.                    

[yes] 

At one point in time Macmillan nursing wanted (after discussion with the family) to put 

in place a DNR, but as the local GP was unavailable they had to call in an out of hours 

doctor who could not attend for some considerable time. The patient was therefore 

resuscitated before the doctor arrived!                                                                               

[yes] 

They tried their best but the cancer in the liver was rampant - no one could have done 

anything else.                                                                                         

[no] 

I wanted him to be comfortable and not suffer and he was very distressed so I agreed 

to sedation to help him settle but did not realise he would not wake up again.             

[don’t know] 
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Just a bit unsure about the last medication he had to settle him - I wondered if he was 

aware of those around him or if the drug knocked him out completely.                            

[don’t know] 

See previous comment in F6 {He was unhappy about the amount of morphine being 

given...}                                                                                                                

[don’t know] 

Hindsight is no good in her situation, but if I had known that she had four hours to live I 

would not let her be taken to hospital.                                                          

[missing] 

Only as I said before in section B - we were unprepared for my husbands deterioration 

when the syringe driver was used.                                                                      

[missing] 

She had a scald on the back of her leg. The smell was really bad until the last couple of 

days I did not know it was not treated right. The nurse said ‘what would be the point’, 

that still upsets me a lot now.                                                                                      

[missing] 

 

Question F8: During these last three days, did it seem likely that he/she 

would die very soon? 

 

 Number % 

Yes 80 78.4 

No 11 10.8 

Don't know 4 3.9 

Missing 7 6.9 

Total 102 100.0 

 

There were 16 comments: 

We did know he was dying but we weren't sure that it would be soon - but I think the 

professionals were. I guess we (and he) hoped he'd get a bit better for a while.        

[yes] 
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With hindsight yes - but you always remain hopeful right up to the end - but not to the 

point of naivety.                                                                               

[yes] 

But not as soon as it actually was. We, and the doctors thought he still had weeks.                                              

[yes] 

Although he was seriously and terminally ill, my husband died sooner than was 

expected by both me and his GP.                                                                           

[yes] 

Dr warned us that the end was near.                                                                                         

[yes] 

She was very drowsy also unconscious and her breathing was very noisy (in her throat).                                                                                                      

[yes] 

DNR could not be achieved because of comment (F7) this should be clearly understood 

and put in place in advance of the very last few days of the patients life!   

[yes] 

No not to me. On reflection [Name] and Macmillan nurses knew it was days. I on the 

other hand still thought [name] was going to live forever.                                    

[no] 

It was all very fast, he took a turn for the worst at 3am and it was only at 8.15 that I 

was able to call the GP surgery and Macmillan. He died at 10.30am that morning so 

was a shock that he passed so quickly that day.                                   

[no] 

We always hoped. Her symptoms were completely controlled by Macmillan. She was 

able to laugh - joke with us until the day she died.                                                

[don’t know] 

I was very slow to realise that [name] was dying - in spite of the palliative care that 

[name] was receiving.                                                          

[don’t know] 

He was very ill but is still such a shock when it happens. He went down so rapidly at the 

end.                                                                            

[missing] 

Only after blood transfusion etc were stopped.                                           

[missing] 
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It wasn't until the morning of the day that she died that we realised it would be very 

soon. We thought that she would be alive for longer.                                                        

[missing] 

Not apparent to me.                                                        

[missing] 

I wasn't sure, so asked District Nurse and Macmillan Nurse for their opinion, so difficult 

for me tell, enjoying each last day.                                                         

[missing] 

                            

Question F9: Many people are unconscious or drowsy towards the end of 

their life. Was he/she:                                              

 

 number % 

Unconscious all of the time 14 13.7 

Unconscious some of the time 16 15.7 

Unconscious all of the time/ drowsy some of the time 1 1.0 

Unconscious some of the time/ drowsy all of the time 12 11.8 

Unconscious all of the time/ drowsy all of the time 7 6.9 

Drowsy all of the time 18 17.6 

Drowsy some of the time 25 24.5 

None of these 6 5.9 

Missing 3 2.9 

Total 102 100.0 

 
 
There were 6 explanatory comments: 

On the last day.                                                                      

[Unconscious all of the time] 

(Over the last 24 hrs).                                                                                           

[Unconscious all of the time] 
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Nearly all the time.                                                                                                                 

[Unconscious all of the time] 

Behaviour change due to hypoxia.                                                                           

[drowsy some of the time] 

And then unconscious for the last 24 hours.                                                                                            

[drowsy some of the time] 

He seemed very alert - partly perhaps because he wasn't taking much pain relief. Once 

on morphine at the hospice, then he was v drowsy.                                                                 

[none of these] 

 

Question F 10: Did he/she have any pain in his/her last three days of life?  

 number % 

Yes 82 79.4 

No 14 14.7 

Don't know 2 2.0 

Missing 4 3.9 

Total 102 100.0 
 

There were 4 explanatory comments: 

Discomfort.                                                                     

[yes] 

Managed with pain relief.                                                                               

[yes] 

Difficulty answering F10 and F11 as pain was controlled.                                               

[yes] 

None that we were aware of.                               

[no]        
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Question F11: Do you think that it distressed or bothered him/her?  (n=82)  

 number % 

Yes 45 54.8 

No 15 18.3 

Don’t know 8 9.7 

Missing 14 17.1 

Total 82 100.0 

 

There was 1 comment: 

It was controlled, so no distress.                        

[no] 

 

Question F12: Did he/she have any treatment for his/her pain?   (n=82)  

 number % 

Yes 81 98.8 

No 1 1.2 

Total 82 100.0 

 

There were 6 comments: 

Morphine patch, then on day 3 machine on stomach to administer morphine. Special 

airbed.                                                       

[yes] 

Yes but he accepted the minimum for as long as possible due to intolerance of the 

drugs.                                                        

[yes] 
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She was on morphine.                                                       

[yes] 

Pain was fully under control.                                                      

[yes] 

Morphine pump.                                                                               

[yes] 

If needed.                                                                                        

[yes] 

 

Question F13: Did the treatment relieve his/her pain?  (n=82) number % 

Completely, all of the time 25 30.5 

Completely, some of the time 21 25.6 

Partially 20 24.4 

Not at all 1 1.2 

Don’t know  11 13.4 

Not treated 1 1.2 

Missing 3 3.7 

Total 82 100.0 

 

There were 3 comments: 

Most of the time.                                                                                   

[completely, some of the time] 

In last 3 days not at all - until at the hospice he let them give him morphine which 

seemed to work a bit.                                                     

[partially] 

But must assume it worked.                                          

[don’t know] 
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Question F14: Did he/she have any breathlessness in his/her last 
three days of life? 
 

number 
% 

Yes 44 43.1 

No 44 43.1 

Don’t know 7 6.9 

 7 6.9 

Total 
102 

100.

0 

 

There were 2 comments: 

Because she had oxygen.                                

[yes] 

Hours before she died her breathing pattern became laboured.                                 

[yes] 

 

Question F15: Do you think that his/her breathlessness distressed 
or bothered him/her?  (n=44) 

number % 

Yes 34 77.3 

No 5 11.4 

Don’t know 5 11.4 

Total 44 100.0 

 

There was 1 comment: 

Presumably not at the end.                              

[no] 

 

 

 



 

251 

 

 

 

Question F16: Did he/she have any treatment for his/her 

breathlessness?  (n=44) 
number 

% 

Yes 34 77.3 

No 8 9.1 

Don't know 2 4.5 

Total 44 100.0 

 

There was 1 comment: 

Again we did not think breathlessness was anything to worry about. That's why 

[Name] slept her last 2 nights downstairs.                       

[no] 

 

Question F17: Did the treatment relieve his/her breathlessness?  

(n=34) 
number 

% 

Completely, all of the time 6 17.6 

Completely, some of the time 11 32.4 

Partially 17 50 

Total 34 100.0 

 

Question F18: Please comment, if you would like to, on any symptoms he/she may have 

had and any help he/she may have received for these: 

There were 17 comments: 

She had pain over the final years and had great help from the Macmillan nurses. They 

visited on a regular basis, spent time with us discussing her condition and keeping the 

quality of life at a high level. They were excellent and a ritual part of our life and 

helped greatly.                                                                                                    

[pain & breathlessness treated] 

She continued to receive medication for pain, not sure if she was still in pain.                

[pain treated] 
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My husband was receiving a huge number of drugs at this time. He had at least 3 

syringe drivers in, in the last 48 hours of his life this kept him sedated, instead of him 

being extremely agitated and distressed. By this time he was not eating or drinking 

anything by mouth.                                                    

[pain treated] 

Now [Name] might have known breathlessness was something to worry about - if she 

did then she/we did not worry. I don't remember questions being asked - they might 

have been?                                                          

[pain treated] 

Sickness due to opioids for pain control prevented intake of food and supplements.    

[pain treated] 

[Name] was unconscious the last few days and had syringe driver. I don't think and 

seriously hope he was not in pain.                                                                                   

[pain treated] 

She had a urine infection and the antibiotics for that gave her thrush in her mouth. She 

had other problems that I cannot remember at this time.                                                      

[pain treated] 

She had bed sores which the hospice dealt with.                                            

[pain treated] 

The patient had additional un-related illness namely (1) PE's (lungs) (2) Stoma (to 

alleviate problems with colon cancer) (3) which later caused 3 hospitalisations due to 

being prolapsed (one caused by hospital transport whilst be returned home 'failed 

discharge'. (4) Hernia (long standing) which caused additional discomfort/pain but was 

defined a inoperable due to cancer.                                                                                             

[pain treated] 

Poor circulation and dry lips - these were addressed by MM nurses.                                        

[pain treated] 

Severe pain from probable vertebrae fractures. Oromorph by mouth. Was effective in 

pain relief but produced mental confusion. Final days in bed with a pump driver 

proving very effective.                                                                       

[pain treated]  
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Pain became very severe and a Macmillan doctor was brought in to assess him. He was 

given strong pain-killers by a pump (continuous drip) which is when he gradually 

lapsed into unconsciousness although we felt that occasionally he became aware of 

our presence.                                                                              

[pain treated] 

See B17: {My husband had lung cancer so in the last few weeks breathing became 

difficult. Oxygen helped.}                                                           

[breathlessness treated] 

Questions F-10-11-12-13- He was more in discomfort than severe pain and he was 

distressed and hallucinating from time to time.                                                     

[breathlessness treated] 

'Did not have any' treatment for it.                                                                                       

[pain treated/breathlessness untreated] 

My husband was extremely weak, unable to speak or swallow, extremely confused and 

uncoordinated (he had PML). He was slipping in and out of consciousness and I do not 

think he was in pain.                                                                                                             

[Missing /don’t know responses on pain/breathlessness] 

We both knew SR well and the hospital together with the senior doctor of it knew very 

well. All of us would wish to thank you all for their support and help. Without you and 

the kind care we would have been lost. They are very special people.                                                                 

[Missing responses on pain/breathlessness] 
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End Comments 

At the end of Section F respondents were invited to comment further on any aspect of the 

previous set of questions.  

4 respondents commented at the end of this section. 

2 comments were complimentary. 

Macmillan Dr was able to advise on treatment/medication during this time. 

He worked very well with nursing home staff to implement this care.                                                                                                                                                                                                                                                                                                                                                                        

The care received from the Macmillan nursing team from Midhurst was 

TRULY FANTASTIC.                                                                                                                                                                                                                                                                                                                                                                                                                                

 

2 respondents raised concerns about care. 

She was quite distressed in the last few days, saying to the doctor 'am I 

dying' which was replied 'you are very ill'. Another phrase was 'what is 

happening to me?'. Same response. She had to have a hospital type bed for 

ease of turning her etc, this more distressed her. Changing bedding 

distressed her. We would not have coped without our excellent privately 

funded live-in carer, who was unbelievably professional, caring and gentle.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

The care my husband had during the last 3 months of his life did not cause 

us any concerns. If you had asked about the first 18 months of his illness my 

reply would have been very different.   
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Summary – Section F 

58 people (56.9%) were cared for at home in their last three days; 18 (17.6%) in hospital; 10 
(9.8%) in residential care; and 9 (8.8%) in a hospice.  In 4 instances where patients were 
admitted to hospice or hospital for what proved to be their last few hours of life. 
 
81 people (79.4%) reported enough help for personal needs and for nursing care in the last 

three days of life, with 6 (5.9%) reporting not enough help. 

82 (80.4%) reported being very involved with decisions, and 9 (8.8%) fairly involved. 8 (7.8%) 

were not involved. 86 (84.3%) said they were involved with decisions on care as much as 

they wanted, and ten (9.8%) would have liked to be more involved 

6 (5.9%) reported a decision that their relative would not have wanted, and 85 (83.3%) that 

there were none. 6 (5.9%) reported a decision that they themselves had not wanted, and 85 

(83.3%) that there were none. Unwanted decisions were on matters such as resuscitation, 

sedation and active treatment. 

80 (78.4%) reported that it had seemed likely that their relative would die soon. 11 people 

(10.8%) said no. 

30 (29.4%) reported their relative unconscious all or some of the time, 43 (42.1%)  drowsy 

all or some of the time, 20 (19.7%) a combination of these, and 6 (5.9%) none of these. 

A majority (82: 79.4%) of people had pain, and all but one of these were treated for pain. 

Complete pain relief was obtained for all or some of the time for 46 (56.1%), with partial 

relief for 20 (24.7%), no relief for one (1.2%) and one untreated. 

44 (43.1%) reported breathlessness, and of these 34 (77.3%) said it was distressing or 

bothersome. All these were treated for breathlessness, and 17 (50.0%) had complete relief 

all or some of the time, with 17 (50%) having partial relief. 

There were 17 further comments on symptom control: some respondents were unsure 

whether their relative was experiencing pain or other symptoms; some commented on 

effective treatment, and some drew attention to other symptoms.  
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Section G 

Question G1: Where did he/she die? number % 

In his/her own home 54 52.9 

In the home of another family member or friend 4 3.9 

Hospital 23 22.5 

Hospice 10 9.8 

Residential/nursing home 11 10.8 

Total 102 100.0 

 

Question G2: Were you with him/her when he/she died? number % 

Yes 81 79.4 

No 21 20.6 

Total 102 100.0 

 

27 respondents gave comments on this question: 

And so were the rest of our family. 

As she died in the night and we were not called in or that the end was near. 

As were the Marie Curie nurses and her closest friends. 

Bed in lounge. Sat holding her hand. She was sleeping.’ 

Eternally I will regret that I was seeing of the night nurse, when the Grim Reaper 

called, so was not there to hold the deceased hand. 

Had been that afternoon. 

Her father (also a GP) was on night watch upstairs. I was downstairs with her mum. 

His death was more sudden than we quite realised. 

I held him in my arms as he died, our son and daughter were with us. 

I was advised as soon as she died at my request. 
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I was alone with him and this was what we had both wanted. 

I was called to say come straight away. Took 5-10 mins to get there he had just died as 

I arrived. It was early hour of morning. I would have had stayed the night with him. 

 I was not but my wife was. 

I was present, also the Macmillan night care assistant. 

I would have liked to have stayed with him but as he slept all the time and being so 

close to Christmas it was rather difficult. My sister was visiting the next day. Christmas 

Eve. 

In the very last 3 days of the patients life, Macmillan managed to get a homecare 

support agency to attend who were absolutely marvellous! Their care and 

attentiveness in cooperating with Macmillan was an enormous godsend for the patient 

and his family. 

It was 6am, I was due at 9am. It was quicker than we thought. 

It was very peaceful she appeared to go into a deep sleep. No information given by 

hospital until she died. She actually died whilst doctor attempting to put a line in to 

hydrate her. 

My daughter and I stayed the night in the family room and were woken at 6.30am 

6/10/10 saying to hurry then told he had just died. We suspect he probably died earlier 

than this as his hands were cold. 

Myself and my brother were there - two MacM nurses were present on a visit. 

Our 2 daughters were also with me. 

See below F18 

Surrounded by all the family.  

Thanks to Macmillan nurses, [Name] died in my arms - no one else there. They knew (I 

did not) the 'end' had arrived. It was lovely. 

The family were given full access to his room at all times. 

The live in carer was with her. 

We were alone as the night nurse (sitter) had gone. She asked if I wanted her to stay - I 

said no. We both knew that death was imminent. 
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Question G3: On balance, do you feel that he/she died in the right 

place? 
number 

% 

Yes, it was the right place 88 86.3 

No, it was not the right place 8 7.8 

Not sure 4 3.9 

Don’t know 1 1.0 

Missing 1 1.0 

Total 102 100.0 

 

Question G4: If ‘No’, was it because: number 

It was not where he/she wanted to die 5 

The care he/she received there was poor 2 

Both of the above 1 

Total  8 

                                                            

There were 7 comments: 

The room was in awful condition, poor hygiene, electrical fault, very small, very gloomy 

and dark. Poor decoration.                                                                                                          

[No, it was not the right place] 

He was too ill to be cared for at home                                                        

[Yes, it was the right place]  

She was transferred to hospital at eleven PM by an out of hours doctor who was called 

by the Macmillan nurse.                                                                                                                     

[No, it was not the right place] 

She had wanted to die at home. I am not sure whether she was better off in hospital 

because she may have had better access to pain relief and sedation because the 

weather conditions were so poor.                                                                   

[Not sure] 
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I'm sure he was relieved to go somewhere to be looked after and feel safe!                         

[Yes, it was the right place] 

He would rather have died at home but it was not possible to have enough care at 

home for him.                                                                                          

[Yes, it was the right place] 

He so wanted to come home!                                                                                                             

[No, it was not the right place] 

                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  

Question G5: Were you told that he/she was likely to die shortly? number % 

Yes 79 77.5 

No 22 21.6 

Missing 1 1.0 

Total 102 100.0 

 

There was 1 explanatory comment: 

I already knew and so did my husband.                                                      

[No] 

 

Question G6: Were you given a chance to talk about this at the 

time? 
number 

% 

Yes 66 83.5 

No 7 8.9 

Don’t know/can’t remember 3 3.8 

Missing 3 3.8 

Total 79 100.0 

 

Question G7: Did you feel you had enough privacy when you were 

told? 
number 

% 



 

260 

 

 

 

Yes 73 92.4 

No 2 2.5 

Missing 4 5.1 

Total 79 100.0 

 

Question G8: Were you told in a way that upset you? number % 

No  69 87.3 

Yes 5 6.3 

Don’t know 1 1.3 

Missing 4 5.1 

Total 79 100.0 

 

There were 14 comments, some explaining why they had not needed to be told, some 

describing the upsetting news, and one describing being told in an upsetting way: 

I knew anyway.   

The hospital did everything they could for him. 

It was shocking and upsetting to be told that [name] was close to death on that 

particular day but I was not upset by the way it was told to me. 

The Macmillan nurses were obviously well versed in handling the situation. 

It can't be easy to deliver that news but you would have to be blind not to see what 

was happening. 

I appreciated the way in which I was told. I had not realised it would be so soon. 

Very understanding. 

I knew his death was imminent, but it was the day after it hits you very hard. 

I had already realised. 

I think it still came as a shock, I wasn't really ready for it - I guess I had been in denial 

for a long time. 
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My wife was asked by Macmillan doctor - how long did she think she had to live - I 

thought it insensitive. 

Not easy for the person having to tell me. But they were very gracious and 

understanding. 

It was upsetting to know she only had a few days left to live. 

I was told very gently by the GP. 

No. But it was very sad to be told you would lose your husband of 44 years very soon. 

 

Question G9: Did you know what to expect when he/she was 

dying? 
number 

% 

Yes 31 30.4 

Yes, partially 49 48.0 

No 19 18.6 

Don’t know 1 1.0 

Missing 2 2.0 

Total 102 100.0 

 

 

18 respondents commented further:                         

My younger brother died, also my sister.                  

[Yes] 

Given some leaflets for guidance (but didn't fully connect with what was happening) 

too busy!!                                                                                                                                           

[Yes] 

My mother died from cancer 10 months previously so sadly I knew what to expect!!                                                                                                                    

[Yes] 

Various stages were explained which I found helpful.                                                                    

[Yes] 

I used to be a domiciliary carer and looked after palliative clients.                                           

[Yes] 
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They can't help you with the timing of it!                                                        

[Yes, partially] 

I never knew that someone can last so long without any food and, more importantly, 

water for so long.                                                 

[Yes, partially] 

Found out from reading online articles re end of life from Macmillan and other 

websites relating to lung cancer.                                                                               

[Yes, partially] 

I wasn't quite sure what to expect and how soon it would be.                                                 

[Yes, partially] 

Nothing really prepares you, although all visiting services reminded us of what would 

happen and what to do afterwards.                                                       

[Yes, partially] 

Have lost close members but still this was very different.                                                          

[Yes, partially] 

Our daughter qualified as a doctor before becoming a priest so was a great comfort to 

me.                                                                   

[Yes, partially] 

I had been a nurse many years ago but it was so different being with my sister when 

she died.                                                                                                                                              

[No] 

In our case we had 4-5 years to prepare for this moment - it still takes you by surprise 

but no time amount can prepare you really.                                                                            

[No] 

I was aware as I had already experienced someone dying, however my husband had 

not.                                                                                                                                              

[No] 

We had a cup of tea together at 7.00 and I gave her some breakfast and we talked 

together. The final pain came on very suddenly and she died less than 2 hours after the 

onset.                                                                                                                                          

[No] 

I don't think anyone can tell you how it will be, it is different for each person.             

[No] 
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Not exactly, but the [charitable organisation] nurse explained how it might be and 

supported us through.                                           

[No]      

       

Question G10: Do you feel that his/her personal and religious 
beliefs were taken into consideration by those caring for her? 
 

number 
   % 

Yes 80 78.4 

No 4 3.9 

Don’t know 13 12.7 

Missing 5 4.9 

Total 102 100.0 

 

10 respondents commented further: 

See the answers to D12 {My wife made it clear that she did not want to be 

resuscitated. When I tried to ensure this wish was recorded, the nurses I approached 

were uninterested and at one point said they could find no mention of my wife's 

previously stated wishes} & D13: {Just before my wife passed away, I entered her room 

to find a circle of doctors who appeared ready to resuscitate her before I intervened}.                     

[No] 

No, is probably unfair as the patient had no special religion or wishes, however it 

should be noted for the future that this important consideration is discussed and 

agreed what the patient's wishes are in advance so that they can be respected.                   

[No] 

That was entirely my fault, I was so stunned by his death, I never even thought of 

praying at the time.                                          

[No] 

It depends what you mean by personal beliefs. My husband was not a 'religious' man 

in the commonly used sense of the word.                              

[don’t know] 

My wife was treated with great respect at all times, whilst I was present.                                

[Yes] 
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Our vicar visited regularly and our daughter is also a vicar.                                        

[Yes]   

In that my mother made it very clear so was an atheist everyone respected that.              

[Yes] 

Nursing home staff were outstanding.                                              

[Yes] 

Felt this aspect was not important.                                             

[Missing] 

No religious beliefs but personal respect and consideration shown at all times.  

[Missing] 

      

Question G11: Do you feel that there were any ways in which 
health and/or social services could have helped to make the last 
three months of his/her life easier for him/her? 

number 
 

% 

No 63 61.8 

Yes 22 21.6 

Don’t know 7 6.9 

Missing 10 9.8 

Total 102 100.0 

 

38 respondents made further comments: 

Our worst and most frustrating issue was getting appointments with consultants. For 

someone who is so ill there should be a priority system. I had to fight hard on many 

occasions with secretaries and admin staff to get appts, piling more stress on stress. 

My husband was expected to travel to [hospital] when he was extremely ill. He refused 

to go. I could write a book about the last 3 years experiences of inefficiencies with 

admin!!                                                                                      

[Yes] 

My only comment is again the staff at [hospital]. Macmillan support was fantastic and 

cannot thank them enough. In addition the staff at [nursing home] are wonderful 

people and provided everything mum needed during her 5 weeks with them.                        

[Yes] 
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They interfered with Macmillan and tried to remove them.                                                

[Yes] 

Everyone caring for mum were fantastic - I just don't feel the funds are adequate.                 

[Yes] 

Access to a local hospice for her and for the family to familiarize themselves with who 

was who, and what to expect.                                                                                               

[Yes] 

Macmillan should have been more pro-active rather than just being a good listening 

service.                                                                                                                                       

[Yes] 

When you look back all the signs were there. The memory loss, eyesight, headaches. 

They said it was the morphine or chemo brain.                                                                    

[Yes] 

Applied for a Blue Badge which was turned down by [council]. He held a 'disabled key' 

for public loose, was unable to stand or walk any distance without pain increasing due 

to a radical cystoprostatectomy in 2008. Holding a BLUE BADGE would have made a 

tremendous difference to his social life – disgraceful.                                                              

[Yes] 

Although he was not an in-patient, he received a very poor service from [hospital]. 

Errors by various staff resulted in him not being admitted as planned. He had to 

undergo two biopsies as the first samples were useless. This gave him much additional 

stress and discomfort which could have been avoided and delayed diagnosis.                                                                                                                                  

[Yes] 

Given more help. I feel his GP could have done more, but then my brother was very 

independent and used to looking after himself - might even have refused help. I really 

don't know.                                                                                                                              

[Yes] 

Health professionals deal with the dying and death every day - those who are not 

health professionals, like we were, don't know what to expect. I appreciate that 

everyone is different and it must be hard to know what people want - but we did want 

more information and no 'beating about the bush' - what should we expect - we 

wanted the truth                                                                                                                     

[Yes] 
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Social services need to look at their procedure time when dealing with the terminally 

ill, where time is running out.                                                                                               

[Yes] 

See the answers to A9: {I have answered questions A8 & A9 in respect to Macmillan 

Cancer Support (who were excellent) and the local district nurses (who were ok but 

missed appointments). We made sure my wife got the support we needed; not the 

other way round.}, B:{Our GP was always 'behind the game' that was happening re 

chemotherapy, pain control etc}, B6{The answer relates to an out of hours locum 

service, whose response time (we only called them once) was poor}, to D12{My wife 

made it clear that she did not want to be resuscitated. When I tried to ensure this wish 

was recorded, the nurses I approached were uninterested and at one point said they 

could find no mention of my wife's previously stated wishes} & D13: {Just before my 

wife passed away, I entered her room to find a circle of doctors who appeared ready to 

resuscitate her before I intervened }  & D24: My wife was admitted through A & E, and 

even though she told the A&E staff that she had been having chemotherapy and 

related treatment in the hospital's [name] wing, the latter were not informed about 

her admission for 36 hours! Unbelievable, although I do not think their earlier 

involvement would have prolonged my wife's life. In addition, we requested a special 

bed for my wife to make her stay more comfortable (she had lost 2 1/2 stones in 

weight and at home needed an under-sheet duvet to stop bed sores) yet none 

appeared even though it was prompted several times.                                                   

[Yes] 

There was too much bureaucracy involved. Everyone has paid into the social system so 

if you are ill in [name] or [name] it should make no difference. Local health authorities 

all work for the NHS which is funded by the taxpayer.                                                            

[Yes] 

There was a mass of failings, too many to list here, but we would be welcome to give 

evidence to these multi-agency failings as lessons learned. We believe it is extremely 

important that these failings be clearly identified, not for blame, but to put things right 

for the next person and family. Please would you contact us again for future 

clarification of these 'lessons learned'.                                                                                 

[Yes] 

As long distance relatives more could have been done to address the fact she lived on 

her own, altho' she was very independent and covered things up very well - very stoical 

and stubborn.                                                                                                                                   

[Yes] 
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The overall care and help, I found to be good there was nearly always medical help 

from the district nurses during the day. There were times however when my wife was 

in pain. I called the night support team operating from the [hospital] they were unable 

to give the morphine injections without a doctor. The on call doctor took about 3 hours 

to arrive in which time my wife was beside herself with the pain and sickness. This I 

found very distressful.                                                                                                              

[Yes] 

We received wonderful support from all the services and people we came into contact 

with.                                                

[No] 

Social services came and provided all the equipment we needed and could not have 

been better.                                                                                                                        

[No] 

I have nothing but praise for all involved. I was particularly grateful to the senior 

community nurse for alerting me to the last time to ask my boys to come and see their 

mother and I.                                                                                                                            

[No] 

They did everything they could to help him and to help me.                                    

[No] 

I cannot praise his GP, district nurses and Macmillan advisors highly enough.             

[No] 

We were offered a bath chair and reclining chair (which was a god-send as he was 

unable to get upstairs in the last week) so we both were able to sleep downstairs. Was 

impressed at the speed that these were available and delivered. Oxygen was only 

provided in the last week - as his decline was so rapid and unexpected I think 

everything was provided and we were supported as needed.                                         

[No] 

We had excellent care from the medical team at the private hospital where my 

husband received his chemotherapy, and it was a shock to be admitted to the [name] 

for his last week. I know the outcome would still be the same but we would have felt 

better if he had been able to spend some time at the hospice, it was so much more 

comfortable and calming.                                                                                                    [No] 

It was a very hard time in her life. She was in pain a lot of the time but it was no 

problem to get the medication to relieve it. I feel at times the hospital waits were the 
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biggest problem e.g (chemo waiting rooms etc).                                                                       

[No] 

They were wonderful and the support from Macmillan nurses in hospital to organise 

her homecoming was also fantastic.                                                                                          

[No] 

My wife and I both agreed that we had tremendous support from all sides. It made a 

huge difference.                                                                                                                              

[No] 

I felt the level of help and support was good. On one occasion a reflexologist came, 

which was relaxing for [name] and made her feel considered. The district nurses were 

very good, friendly, kind and considerate.                                                                                  

[No] 

As mum did not want any of them.                                                                                             

[No] 

We were told in January that chemotherapy had not worked but they had not been 

able to give him a full dose as they had removed a kidney 18 mths before. His health 

deteriorated much more quickly than we expected and he died 4 months later. In the 

last 3 months he had excellent care from the GP and through him, from Macmillan 

Care Service at Midhurst and also quick response from occupational therapists.        

[No] 

I should have liked him to have more pain relief but I rather gathered this wasn't 

possible. He did suffer badly at the hands of the ambulance crew who brought him 

home after his last transfusion; they refused to listen to him when he tried to tell them 

where he lived and how to find it (we are not yet on satnav), a journey of 15-20 mins 

took 2 hours during which time he was in real agony and looked extremely ill when he 

arrived home. We felt this hastened his death.                                                                

[Don’t know] 

It was only the last 6 weeks that he became very ill needing hospital care. Before that 

he had been reasonably well over the 6-7 months chemotherapy and I looked after him 

at home. He was only diagnosed May 2010, died May 2011. And so we didn't feel the 

need to contact social services.                                                                                            

[Don’t know] 

Wasn't informed that we could receive help and support by Macmillan. Neither GP or 

hospital suggested this until the breast care nurse suggested it in May 2010.     

[Missing] 
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Not really. They were very kind and supportive and on the whole available.        

[Missing] 

Suggestions from occupational health people could have been more practical and 

helpful.                                                                                                                               

[Missing] 

GP and community matron were excellent. Movement from hospital to nursing home 

was difficult.                                                                                                                      

[Missing] 

He may have been able to have a little more time at home if the hospital had 

discharged him quicker but they were trying to find a way to control his pain. But 

everything took so long to try and accomplish in the end he went straight from hospital 

to hospice where he died.                                                                                                

[Missing] 

Social services and Macmillan were no help in our problem at all. Our address as you 

can see we live on the borders of [name] and [name]. The [name] hospital in [name]. I 

needed help, all you get one passing the buck to the other.                                      

[Missing] 

 

Question G12: Did anyone have to give up work or make any other 

major changes in their life to care for him/her? 
number % 

No 54 52.9 

Yes 44 43.1 

Missing 4 3.9 

Total 102 100.0 
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45 respondents made further comments: 

I was able to work when I was able to, and to stay and look after my husband if I needed 

to. Work was never a problem.                                                                                                  

[Yes] 

I am retired, but active. For the last three months of my husband's life I did very little but 

care for him. I am glad I was able to do so.                                                                                      

[Yes] 

Wife and daughter.                                                                                                                               

[Yes] 

Gave up voluntary job from March 2007.                                                                                           

[Yes]   

I took almost a month off work near the end.                                                                                   

[Yes] 

I gave up work for last 2 months, it was my choice. Her sister came and helped a lot.   

[Yes] 

My work were very good and prior to death gave me as much time off as I needed without 

questions.                                                                                                                                       

[Yes] 

During the last six months a lot of tests and hospital visits happened and spells in hospital 

for my husband. My time was taken up looking after him, just being there.                       

[Yes] 

Our lifestyle/working hours were affected.                                                                               

[Yes] 

I gave up my work for 2 months to be with my husband all the time.                                  

[Yes] 

I visited along with my brothers on a daily basis while mum was at home.                        

[Yes] 

I had special leave from work. My eldest daughter took unpaid leave from work. My 

youngest daughter went part time to help.                                                                             

[Yes] 
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I went part time from March 2010.                                                                                            

[Yes] 

When my husband was diagnosed I knew immediately that I would be with him and care 

for him myself - all of the time - no matter how long this would be for. It was 17 weeks 

until the end.                                                                                                                                  

[Yes] 

My daughter who works abroad did come home for the final 3 weeks to help and was 

such a great help and support.                                                                                                            

[Yes] 

I gave up work to care for her. One of my daughters delayed completion of her degree in 

order to help with care. My other three daughters took time from work in order to help. 

[Yes]                                                                                                                                                  

I gave up working when my husband's condition suddenly deteriorated. The Oncology 

registrar at [name] Hospital had told us he had "long months" ahead but in fact he died 5 

weeks after we were told.                                                                                                                  

[Yes] 

I was made redundant nine months before her death and did not return to work.                  

[Yes] 

My elder daughter, who is a school teacher, was allowed such time as she needed to see 

her mother, and indeed to help me. She was present during her mother's last hours.     

[Yes] 

Because my mother wanted to die at home and there was no way she could have 24 hour 

on hand attendance, my brother and I with our partners were fortunate enough to be in 

jobs where we were allowed to take time off in rota to be at home with my mother.      

[Yes] 

Senior daughter was granted leave of absence to help me in caring for the deceased. It 

only lasted for a couple of weeks.                                                                                                     

[Yes] 

I took 3 months compassionate leave from my full time job to care for him.                           

[Yes] 

I retired early so was able to have the last 14 months of his life together every day.          

[Yes] 
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I had to take time off work to care for her. I was more than happy to do this. I had to do 

my best for her.                                                                                                                                      

[Yes] 

This was a personal family commitment to cover a unique circumstance namely two 

brothers one of which was the patient both in their early 70s who can be classified as 

'vulnerable'. We took on the total responsibility of organising homecare and monitoring 

the medical side of care as it became very apparent that this was failing terribly the 

patient.                                                                                                                                                    

[Yes] 

Eventually I became [name] 24/7 carer which was a major change for me! (NB. Carer for 7 

years; but last 2 years intensively and particularly last 12 months; now aged 77).            

[Yes] 

My employers were very accommodating about me taking time off.                                        

[Yes] 

I nearly lost my company.                                                                                                                   

[Yes] 

My work were very understanding when I took days off at short notice. This helped to take 

some pressure off me.                                                                                                                         

[Yes] 

[Name] was my wife. Over the 2 years of her treatment I worked 50% of my full time job. 

In the last 6 months I was at home full time.                                                                            

[Yes] 

I gave up a part time job - but this was a personal choice.                                                    

[Yes] 

I took six months unpaid leave when [name] was first diagnosed with throat cancer to 

help him through his difficult treatment but then I retired.                                                           

[Yes] 

Both my daughters had time off from work but with great support from colleagues. The 

younger one was here from Australia and stayed for a month (to include the funeral). Not 

easy for her as she has 2 children and a demanding job.                                                      

[Yes] 

I wanted to give up work but financially would have been difficult. However I wish I had 

now because I had no flexibility at work.                                                                                   

[No] 
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I had to continue working but towards the end I did cut my hours down as he needed 

more help but I wanted to be the one to give him that help not a stranger.                        

[No] 

Family all rallied round and shared care so patient had someone all the time.                   

[No] 

Her ongoing disability for 24 years had already caused major changes in her close 

relatives. The cancer made no difference to that.                                                                           

[No] 

I was able to visit weekly x 2. Living only 12 miles away in Midhurst.                                         

[No] 

I took time off from work and also worked shorter days. Friends also came in to keep my 

husband company.                                                                                                                          

[No] 

My daughter took time off work during last three weeks.                                                            

[No] 

I retired in Feb 10 had intended working part time – [Name] was diagnosed with lung 

cancer in April. His health was poor due to scleroderma.                                                              

[No] 

No - I was fully retired so able to concentrate all my life to her.                                                   

[No] 

We were considering it but she deteriorated from the pancreatic cancer very quickly in the 

last two weeks and I had return from holiday (GP said it would be another 3 or 4 weeks), 

but Macmillan case team changed it to 4-10 days so my brother called me back - I had to 

travel across France to get back which I did 4 days before her death.                                         

[No] 

I was in constant attendance (husband). Her two daughters supportive. One lived locally, 

the other was working (for NHS) in Bath and came up every weekend. One or other was 

often with me at night.                                                                                                                 

[Missing] 

Prior I had been his primary carer for years.                                                                     

[Missing] 
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Question G13: Did his/her illness mean having to use all or most 

of his/her savings? 
number 

% 

No 84 82.4 

Yes 8 7.8 

Don’t know 2 2.0 

Missing 8 7.8 

Total 102 100.0 

 

 There were 15 comments: 

Not all my savings, but certainly a good portion of them.                                                   

[Yes] 

We were lucky, [name] was private and was offered 'Avastin' (however it’s spelt) £98,000 

but kept [Name] alive for two years longer. Well, well worth it, but we were lucky!              

[Yes] 

Means tested care resulted in costs that had to be paid by the patient. Various equipment 

to assist standing etc are not included in the social services/NHS equipment provision and 

as such took extra monies from a pensioner.                                                                                  

[Yes] 

Carers were funded by NHS. All equipment was provided by NHS.                                               

[No]      

He was awarded the higher disability living allowance as he was only 53. This helped 

towards our living costs.                                                                     

[No] 

We had joint savings.                                                                       

[No]   

Some savings were used to facilitate ease of care (stair lift etc).                                                  

[No]   

Part of our savings had to be used.                                                                                                     

[No] 
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We had a talk one day, about money and funeral arrangements. He was very sensible 

about everything.                                                                                                                                    

[No]  

We increased our mortgage to fund our reduced income. The type of bank account we 

have enables us to do this very easily.[Name]'s pension/life insurance cleared debts 

arising.                                                                                                                                                     

[No] 

As she wouldn't use any and wanted us to care for her meaning me my brother and sister. 

[No] 

His treatment was all given at an NHS hospital - frequent outpatient appointment, scans, 

periods in hospital (over 2 year period). Donations from his funeral went to Macmillan 

Midhurst but I hope to be able to support them in the future.                                                   

[No] 

It was a very close call but we did manage and I think that what we spent did help me and 

the many good helpers we had.                                       

[Missing] 

Illness did necessitate using considerable amount of savings.                                               

[Missing]  

[Name] was receiving D.L.A and S.D.A.                                                                               

[Missing] 

 

Question G14: How difficult was it for him/her and his/her family to 

cover the cost of his/her care in the last three months of life? 
number 

% 

Not difficult at all 62 60.8 

Somewhat difficult 11 10.8 

Not very difficult 18 17.6 

Very difficult 1 1.0 

Don’t know 5 4.9 

Missing 5 4.9 

Total 102 100.0 
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There were 2 comments: 

It was a privilege.                                                                                                                                    

[Not difficult at all] 

I cared for him at home.                                                          

[Not difficult at all] 

 

Question G15: Would you have liked another chance to discuss her 

death with those involved in her care? 
number 

% 

No 60 58.8 

Yes 23 22.5 

Not sure 16 15.7 

Other reply 1 1.0 

Missing 2 2.0 

Total 102 100.0 

       

There were 3 comments: 

I did in some respect but there are questions still. He did not die how I wanted him to. 

It was traumatic and immediately followed going on commode.                                     

[Yes] 

I was given this opportunity by the Macmillan nursing team who supported me with 

great kindness.                                                                                                                         

[No] 

I had talked to the nurses daily and also when they came the morning following his 

death.                                                                                                                                                 

[No] 

 

 

 



 

277 

 

 

 

Question G16: Since he/she died, have you talked to anyone from 

health or social services or from a bereavement service about your 

feelings regarding her illness and death?       
number 

% 

No 51 50.0 

Yes 48 47.1 

Missing 3 2.9 

Total 102 100.0 

 

There were 25 comments: 

Also, my GP telephoned me the day after my husband's death to offer his condolences - 

and an appointment to see him.                         

[Yes] 

I am still (after 7 months) trying to speak to someone from the [name] Hospital so is my 

GP, just to ask what did happen to my husband in his last days.                                          

[Yes] 

Macmillan Midhurst phoned me on two occasions offering their services.                

[Missing]  

I received a 'follow up' call from Macmillan to check that I was coping. I was coping so no 

visit was necessary.                                                                                                                       

[Yes] 

Family are having counselling from Macmillan.                            

[Yes] 

I received counselling from [charitable organisation].                                        

[Yes] 

I was offered help from [hospice] and Macmillan.                                                                   

[Yes] 

Today 22/3/11 attended a wonderful service of remembrance at [church] and spoke to 

several Macmillan staff. [Name] has written on many occasions offering support.          

[Yes]  
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I will seek help and will shortly start attending a bereavement group arranged through 

Macmillan.                                                                                                           

[Yes] 

It was a great help to be able to talk to someone and allow myself to feel as wretched as I 

did. She suggested I went to see a counsellor, which I did and it was really helpful. I had 

only recently (June) finished treatment for breast cancer when my sister died in July, which 

made supporting my sister more complicated and difficult.                                                      

[Yes] 

I was contacted 6 weeks after my husband died by someone from the Macmillan service. 

However I found some of her comments insensitive and deeply distressing and declined 

the offer of further contact.                                                                                                           

[Yes] 

I was put in touch with the counsellor by the [charitable organisation] nurse, and I have 

found her very helpful. I also found the Macmillan Service of Remembrance at Midhurst 

valuable. I also met a fellow [....] officer there and we have met several times since.                   

[Yes] 

Macmillan made an enormous difference. I cared for my grandmother in the 1970s 

without support like this and it made all the difference. Counselling, massage, changing 

dressings - Midhurst seemed to anticipate her and my father's needs through this difficult 

time.                                                                                                                                                       

[Yes] 

The lady who called was just so lovely, we talked for ages and I felt so much better 

afterwards.                                                                                                                                           

[Yes] 

Before my husband died I was put in contact with Macmillan counsellor and am still 

seeing her.                                                                                                                                                 

[Yes] 

I was offered counselling but preferred to try to deal with it in my own way.                   

[Yes] 

I'm going to the Macmillan Centre next week.                                                                        

[Yes] 

I have spoken on the phone and am waiting to see a counsellor.                                         

[Yes] 
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Mostly sessions in progress (and proving helpful).                                                                   

[Yes] 

He was helpful and understanding. He was there if I needed to call back.                          

[Yes] 

I was given the opportunity to talk further had I wanted to, by the Macmillan team who 

rang to see how I was.                                         

[Yes] 

[Name] was our assigned Macmillan nurse - she came to see me after [name] died - 

[name] phoned me but I did not want any bereavement counselling.                                 

[Yes] 

At the time we had so much to do with closing her flat and bank etc that we didn't have 

time to think. Although Macmillan rang a few times and we talked.                                       

[Yes] 

The service has been very helpful and my family very caring and considerate. Not sure 

how I would have managed without their help both during my husbands illness and after 

his death.                                                        

[Yes] 

I had phone calls from Macmillan offering help if I needed it. We have always had a large 

circle of friends and I received so much support from them. I was determined to lead as 

normal a life as possible (as my husband would have wanted) and so that friends and 

neighbours would feel able to visit and talk to me.                                                                      

[Yes] 

Question G16: If ‘No’, would you have liked to?       (n=51) number % 

No 23 45.1 

Yes 10 19.6 

Don’t know 9 17.6 

Other reply 1 2.0 

Missing 8 15.7 

Total 51 100.0 
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There were 16 comments: 

I'm sure the GP of Macmillan services would have helped me but I felt I should be able to 

cope. Now, 6 months later I feel worse.                                                                                        

[Yes] 

Macmillan rang me a couple of times but it was too soon: also I live away from Midhurst 

in [name] and we don't have Macmillan here - I felt it was (Midhurst Macm) too local to 

be able to help a relative from a different area.                                                                       

[Yes] 

My husband died 5 1/2 months ago. I would now like to speak to one of the Macmillan 

nurses who helped my husband.                                                    

[Yes] 

As a retired nurse I was prepared.                                                   

[No] 

It was kindly offered but I refused as I have enough support from my family and friends.                                               

[No] 

I was contacted by the [hospital] and Macmillan and offered the opportunity to discuss all 

aspects and counselling .                                                                                                           

[No] 

We were contacted by Macmillan and a local bereavement group, but we were all happy 

to have been able to discuss our feelings within the family, My mother was 84 - she'd had 

a good life and in retrospect a reasonable death. She wanted to die and that helped us 

cope.                                                                                                                                                        

[No] 

I have spoken to my GP. And I know I could speak to him at any time if I required it.        

[No] 

Both the Macmillan Service in Midhurst and the [unit name] at the [hospital] generously 

offered to help/talk to me - about the impacts of my wife's death should I ever feel the 

need. Fortunately, it has not been necessary to take either of them up on their offer, but 

it's genuinely comforting to know that they could be contacted - even a year or more after 

my wife's death.                                                                                                                                      

[No] 

I was well prepared, had necessary knowledge and support. In fact my (our) son was with 

me when he died and the family attested with paper work. Funeral planned several years 
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previously.                                                                                                                                      

[No] 

I am not sure what you mean by health and social services, and have answered G16 in 

relation to the NHS, my GP and social services. I have spoken to a Macmillan cancer 

support representative several times.                                                                    

[No] 

The family would have preferred to discuss the major failings with 'all' the involved 

agencies, but all in 'one room'. This would put our minds at rest regarding the un-

necessary pain and upset caused to the patient and his family.                                                

[Don’t know] 

I didn't feel able to talk to someone who didn't know my husband but was able to 

compare notes with a friend who was also bereft and we both found this very helpful.                                                                               

[Don’t know] 

Nobody offered other than Macmillan.                                                           

[Don’t know] 

Just not sure about this - it is all such private grief.                                                    

[Don’t know] 

I was given the chance. I turn it down. I have got to get over it myself .                              

[Missing] 

 

If yes: who did you talk to? 

34 people supplied names of services. 3 knew services were available but had not yet wanted 

to use them. A breakdown of the different agencies cannot be exactly determined from 

respondents’ replies, but Macmillan services were predominant in providing bereavement 

support, being named in 29 of the replies. The Macmillan Midhurst bereavement service was 

specifically named by eight respondents, but may be what is meant in other responses referring 

to the Macmillan bereavement service, Macmillan support, Macmillan Unit, or simply 

Macmillan. 3 people mentioned Macmillan Nurses specifically. Help was also received from the 

Rosemary Foundation (5 people); GPs (6); District Nurses (3); Cruse (1); Funeral Director (1); 

Hospice (1); Vicar (1) and from friends (1). 
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Question G17: Was that talk helpful?  number % 

Yes 43 89.6 

Don’t know 3 6.2 

Missing 2 4.2 

Total 48 100.0 

    

 

Question G18: Is there any other help or support you would have 

liked from health or social services since his/her death? 
number 

% 

No 76 74.5 

Yes 10 9.8 

Don’t know 8 7.8 

Missing 8 7.8 

Total 102 100.0 

            

Question G19: Do you feel that there were any ways in which health 

and/or social services could have helped to make the last three 

months of his/her life easier for you?   
number 

% 

No 68 66.7 

Yes 16 15.7 

Don’t know 11 10.8 

Missing 7 6.9 

Total 102 100.0 
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There were 18 comments: 

I would welcome the opportunity to meet with others who have been bereaved and share 

experiences.                                                   

[Yes] 

I would have liked her death explained to me (as to why her condition was missed by so 

many doctors).                                                                                                                                     

[Yes] 

Someone to talk to while nursing him and to prepare us for the future.                                      

[Yes] 

Wish I knew how it got to that stage so quick.                                                                                  

[Yes] 

Some contact.                                                                                                   

[Yes] 

See D16 {The family would have preferred to discuss the major failings with 'all' the 

involved agencies, but all in 'one room'. This would put our minds at rest regarding the un-

necessary pain and upset caused to the patient and his family}.                                  

[Yes] 

More help re understanding her rapid decline; the feeling that we were 'crisis managing 

the situation' - still not sure if we did everything correctly.                                                        

[Yes] 

I should have liked to talk to our Macmillan nurse, I was contacted by their bereavement 

service but put off by the woman's 'funereal' voice.                                                                         

[Yes] 

No; help and support should and does come from family and friends.                                 

[No] 

Just get the 'tax man' to have a little understanding - get a life!                                             

[No] 

My sincere thanks to them all - so often one is not aware of the care they all take for us.                                                                                                                                     

[No] 

Macmillan have offered me counselling and have rang a couple of times. I am very lucky 

that I can talk to my children and friends who have been very supportive.                          

[No] 
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Only to speak to [hospital].                                                                                                             

[Don’t know] 

I still don't know if I need help or my children - it's been a very difficult time.                         

[Don’t know] 

I felt close to some of my wife's nurses. It is a very abrupt change not seeing them 

everyday. It would have been nice to see them a bit more often.                                             

[Don’t know] 

A detailed explanation of what actually was going on with the spread of her cancer and to 

explain why in 2008 the delay in treatment.                                         

[Missing] 

Perhaps having a central body when you register a death that advises other government 

council bodies. Eg tax office, benefits agency, DVLA, council tax, etc. Every time you call 

each of these individually it is upsetting as you go through the details.                              

[Missing] 

I don't think so.                                                                                                                                 

[Missing] 

 

End Comments 

At the end of Section G, 25 respondents made final comments. 

 

10 people were positive about their experiences of help and support. 

My husband was always very positive in his outlook to his illness. He never 

complained and was always grateful to those who cared for him and in 

return they cared and always treated him with dignity.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         

Dr [name] and her team provided an excellent service in the last few weeks. 

We would have been in dire straits without them. They cared!        

Midhurst Macmillan Service were and still are brilliant.                   

I found the Macmillan nurse helpful and reassuring.                   

It's the 'little' things that (for me) make the big difference. Like having 

Brenda's name put in the book of remembrance at [name] Church - I go 

there and see and touch her name and cry and pray - lovely. But mostly - I 

know they are there and I know they care.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                        
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I must also thank his doctor for his care in making my husband comfortable 

and for his care and attention he gave to me. I must apologise for my 

wailing, but during all this I broke my wrist very badly.                

Health and social services have been very helpful and supportive.                         

I wouldn't have coped so well without the support of the Macmillan staff at 

Midhurst. They were always willing to talk whenever I phoned and would 

visit at short notice if necessary. They were in regular contact with us.             

I have received visits from Macmillan nurse, district nurse and GP, where I 

was able to discuss my wife's last few days.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                       

We found the Macmillan Lounge in [name] Hospital in [name] a very 

comfortable and welcoming place. Coffee was always available and there 

were people to give advice if you needed it. There were information books 

on every type of cancer and they had the only really comfortable chairs in 

the hospital!!            

  

9 people were mixed in their views of care at this time. 

Thinking back, there was only one time when I felt that things didn't run as 

smoothly as I would have wanted. On the Friday before [name] died she 

had a medication pump/driver commenced which knocked her for six and 

she became extremely drowsy. I tried to get hold of the District Nurses in 

the evening but they didn't call back and were very difficult to get hold of. I 

then called out of hours GP who reduced the dose by half. [name] was less 

drowsy but continued to be sleepier than before the pump started. 

Overall I could not fault the attention from GPs or certainly not Macmillan. 

My one 'complaint' would be regarding the Consultant of [name] who, 

though she had been attentive throughout, when she spoke to my wife 

following her last tests said simply - 'The news isn't good - you have 8 

weeks'. We had no idea we had reached that point. It was surprisingly cruel 

and un-thinking. Particularly since her previous treatment had been so 

attentive.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  

Overall we were all very grateful for the quality of care - any gaps were 

generally manageable even if stressful in view of the circumstances.  

The only negative comments I wish to make are that DWP were rather 

insensitive in demanding an overpayment of disability allowance. I 
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obviously didn't mind paying the money back but it seemed insensitive. The 

Post Office lost my wife's original will and were completely unsympathetic.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                    

We both felt that the Macmillan service, the [name] and the GP and 

community nurses gave us a very good service in my husband's last days. 

However, I found the experience mentioned at G16 was a very poor 

reflection on the follow-up service from Macmillan .                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         

The care was very good. Maybe an additional night care assistant is needed 

as [name] was in great demand and could not come as often as I may have 

liked. She helped me a lot and my thanks to her.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                             

The hospital did not consider our combined needs as a family. However the 

nursing home and Macmillan staff were excellent.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                      

I don't think he would have received the right attention if it had not been 

for Macmillan and a private home. Care in hospital is v. perfunctory and the 

minimum of care was taken. The food was not worthy of my dogs! When 

your only joy is food - it is not good.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                           

It appeared that only when the patient was dying (last three days of his life) 

that all the prerequisites of care finally came together. Prior to this it was 

extremely disorganised and unconnected, including the first key healthcare 

professional the GP. There needs to be a 'nationwide' (England and Wales) 

fast track process whereby all the involved agencies, professionals (care 

and medical) work together to put in place a joined up process to protect 

and care for terminally ill patients!!                                                                                                                                                                                                                                                                               

                       
 6 respondents offered negative experiences in this section. 
 

I do feel that the divisions in Specialists in hospitals did not help. My wife 

was treated for continuous urine infections and on antibiotics for six 

months with various tests etc. It was only when she started to bleed from 

her vagina that she was looked at by the gynaecologists who did a visual 

scan and told her she had cancer. I do feel that someone could have tried 

looking for other reasons for her urine infections. 

After having his lung out we never had any Macmillan help at home. No 

one helped us. Wife had to cope the best she could. I would not give any 

money to Macmillan.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                              
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I feel as a family we needed more emotional support and care for what we 

were going through especially having to provide 24 hour care which meant 

we had little time to spend with him or for ourselves.           

I know that my husband's care was a priority but I would have appreciated 

a discussion with Macmillan or the district nurse to understand what to 

expect, I was so nervous that he'd be in pain and we'd be unable to get 

medical help when he died. I'm not sure that as he declined so rapidly 

whether that conversation would have taken place at a later date or if its 

not something discussed with carers. I had to read up online re 'signs' of 

end of life. I was so worried that I'd let him down in his final few hours and 

his death would not be 'peaceful' as he wanted.         

There was great difficulty getting information between the hospital in 

[name], her doctor in [name] and wherever the blood tests etc were done. 

Days and weeks were wasted in waiting to hear. Do they not use the phone 

or email? Can they not all access the same computer database?                                                                                                                                                                                                                                                                                 

One comment I have is that my daughter who lives in [name] tried to talk 

with someone down there and was told could not speak to her for six 

months. So I ask these nurses about her phoning them, but was told they 

could not help her as she didn't live in [name].  
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Summary – Section G 

58 people (56.9%) died in their own home or in the home of a relative or friend. A 

further 11 died in a care home, bringing the total dying at home or in a care home to 69 

(67.6%). 23 (22.5%) died in hospital, and 10 (9.8%) in a hospice. 81 people (79.4%) were 

with their relative when they died. 

88 people (86.3%) said that they died was the right place, and 8 (7.8%) said it was not. 

Reasons were that it was not their wish (5), or that care was poor (2), or both (1).  

79 people (77.5%) were told that their relative was likely to die soon, and 66 of these 

(83.5%) had a chance to talk about this at the time. 73 (92.4%) felt there was enough 

privacy for this. 69 (87.3%) had not been told in an upsetting way, but 5 (6.3%) said they 

had been.  

31 people (30.4%) knew what to expect when the person was dying; 49 (48.0%) knew 

partially, and 19 (18.6%) did not know. There were 18 comments, indicating the 

complexity of this issue. 

80 (78.4%) felt their relative’s religious or personal beliefs had been taken into 

consideration, and 4 (3.9%) felt they had not.  

63 people (61.8%) said there were no ways in which health and social services could 

have made their relative’s last three months easier. 22 (21.6%) said that there were. 

Comments focused on experiences of poor care particularly around transfers, getting 

help, and in hospital, along with appreciation of good care received. 

44 people (43.1) had given up work or made a major change to care for their relative, 

and 54 (52.9%) had not. The comments illustrate the high level of commitment to care 

by partners and families. 

84 people (82.4%) said that their relative’s illness had not meant them having to use all 

or most of their savings, while 8 (7.8%) said that this was the case. 

62 people (60.8%) said it was not at all difficult to cover the costs of care in the last 3 

months. 11 (10.8%) said it was somewhat difficult, 18 (17.6%) not very difficult, and 1 

(1.0%) very difficult. 

60 people (58.5%) had not wanted another chance to discuss their relative’s death with 

those caring for them, while 23 (22.5%) would have liked this. 16 (15.7%) were not sure.  

48 (47.1%) had talked to someone from health or social services or from a bereavement 

service and 51 (50%) had not. 10 of these (19.6%) would have liked an opportunity to 

talk.  
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43 people (89.6%) had found that talk helpful. Macmillan services were predominant in 

providing bereavement support. Most comments gave details of helpfulness.  

76 people (74.5%) said there was no other help or support they would have liked from 

health or social services since the death, and 10 (9.8%) said there was. Comments 

referred to issues around their relative’s illness, and in bereavement, and appreciation 

of good support. 
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Summary of VOICES                                                                                                                                                                                                                                                                                                                                     
  

A substantial majority reported services at home to be excellent or good, and good experiences 

predominated in the comments on care quality. All but three respondents were receiving one 

or more nursing services and a majority reported that they received as much support as they 

wanted. Almost half of respondents reported the experience to be rewarding, with few saying 

it was a burden. However, 43% of respondents had had to give up or reduce their work in order 

to look after their relative, underlining the importance of informal caregivers in care at home. 

Personal care needs were less well met, except in the last three days of life. 

A smaller, but still substantial, majority reported GP care to be excellent or good, with 

understanding GPs and good access to visits.  

Most people were cared for at home (or in a care home at the end of life), and a majority of 

deaths took place there. Although there were a few admissions from home to hospital or 

hospice in the last few hours of life, a substantial majority of respondents felt that their 

relative had died in the right place. Bereavement care was reported to have been helpful, 

and had been received by nearly all of those who felt they wanted it. 

Respondents reported good care in hospices and nursing/care homes for the minority of 

people who were cared for there. Hospice doctors and nurses were unanimously rated 

excellent or good, as was care in all but one of the nursing/care homes. 

However, the quality of care from doctors and nurses in hospital had lower ratings: doctors 

were reported as excellent or good by slightly under half of respondents, and nurses by only 

just over a half.  

Pain control was similar across all settings. 

Although factors that bereaved carers find crucial to a good experience of care are 

illuminated by the VOICES responses; nevertheless, reports of bad experiences illustrate 

failures of service for some of  those cared for at home. Not receiving the service was one 

important issue, along with inadequate GP cover and poor continuity, particularly with out 

of hours services.                                                                                                                                                                                                                                                                                                                                                                                                                                                            
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10. DISCUSSION  

The Service 

The Midhurst Palliative Care Service was developed following the closure of the King Edward 

VII Hospital, West Sussex in 2006. Like the inpatient facility, the new service was funded by 

grants from the NHS and Macmillan Cancer Support. On its inception the local model of care 

was developed with the following aims: 

 To put in place a sustainable and affordable specialist palliative care service for the 

population within the Midhurst and surrounding areas  

 To ensure that patient choice is maximised by providing as much treatment and 

support in the home/community setting as possible and 

 To reduce acute hospital interventions and inpatient hospice stays 

Additional aims were  

 To achieve close working between the NHS voluntary, charitable and private sector. 

 To increase compliance with NICE guidelines 

The Specialist Palliative care service in Midhurst was staffed by members of the team 

previously employed on the King Edward VII inpatient and community service and based 

their service on the Swedish Motala Model for advanced home care.  

 

The Evaluation 

Macmillan Cancer Support commissioned two evaluations of the Midhurst service which, 

together served three overall aims: 

1. To assess whether the Midhurst service meets the original aims of the palliative care 

initiative  

2. To gather robust evidence that commissioners and Macmillan can use to agree future 

commissioning /funding intentions 

3. To assess the extent to which the Midhurst service can serve as a model of palliative care 

for other parts of the UK  

This report concerns the clinical evaluations of the service. It incorporates data derived from 

NHS sources, surveys of GPs and bereaved carers as well as interviews with health care 

professionals, patients and their carers. 

 



 

292 

 

 

 

Limitations to the study  

Our VOICES survey attracted only a 40% return. Although this figure is typical for the 

particular instrument, it is possible that some reporting bias is present. It is also possible 

that both expressions of approval and those of poor experience are over-represented in our 

sample.  

VOICES returns were sometimes unclear about the organisation to which their professional 

carers belonged so we cannot be sure of all the relative contributions from all the 

professional groups. The Pictor data is however much clearer on this aspect of the study. 

Although all GPs in the Midhurst area responded to the survey; throughout the three PCT 

areas GPs returned only 55% of the questionnaires and this was rather less than in our 

previous national survey. Nevertheless, the response rate was sufficient to detect 

differences between the PCT areas that may reflect organisational differences. 

Although our Pictor method nominated health professional interviewees, patients and their 

carers were nominated by Midhurst staff.  Selected interviewees were likely to be less 

poorly and more cooperative, and so more positive about their experience than those 

chosen at random. However, this method was necessary in order to avoid those whose 

illness was rapidly progressing or who were too ill to recruit to the study. 

Specialist palliative care outpatient clinics do not appear to contribute to the care of 

patients in the Midhurst area. This and the lack of data concerning palliative care hospital 

support teams may indicate that the area is unusual in its pattern of palliative care 

provision. Since Midhurst patients attend other clinics in oncology or surgery, it is unlikely 

that this pattern of care is entirely a result of geography. 

A small minority of patients were reported as dying shortly after admission to hospice, 

hospital or transfer home. This is inevitable in any population of patients receiving palliative 

care but their views are therefore under-represented in our interview data. The VOICES data 

suggests their experiences of care may be less positive than those whose survival in 

particular care settings is longer. 

 

Important Findings  

Nature of the Midhurst service: The service is one of only two in the UK that involves a 

consultant led multi-disciplinary team that aims to provide ‘hands on' care and advice at 

home, in community hospitals and in nursing/residential homes. The community team 

provides a range of palliative interventions, including blood/blood product transfusions, 

blood treatments, IV antibiotic, IV bisphosphonates, fluids, paracentesis and intrathaecal 

analgesia. 
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Volume and scope of the Midhurst service: The Midhurst Palliative Care Service receives 

referrals for patients in the population served by 19 general practices. The total size of the 

population is about 155,000 and 389 referrals were received last year, of which about 85% 

are patients with cancer. It is likely therefore that the Midhurst service sees about a quarter 

of all dying patients in the area it serves. Last year 283 patients died under the care of the 

service.  

Bereaved carers’ satisfaction with the Midhurst service: Over 83% reported services at 

home to be excellent or good, and good experiences predominated in the comments on 

care quality. A majority reported that they received as much support as they wanted. 

Almost half of respondents reported the experience to be rewarding, with few saying it was 

a burden. However, 43% of respondents had given up or reduced their work in order to look 

after their relative; underlining the importance of informal caregivers in care at home. 

Personal care needs were less well met, except in the last three days of life. Most people 

were cared for at home (or in a care home at the end of life), and a majority of deaths took 

place there. Although there were a few admissions from home to hospital or hospice in the 

last few hours of life, a substantial majority of respondents felt that their relative had died in 

the right place. Bereavement care was reported to have been helpful, and had been 

received by nearly all of those who felt they wanted it. 

Bereaved carers’ satisfaction with other services: Respondents reported good care in 

hospices and nursing/care homes for the minority of people who were cared for there. 

Hospice doctors and nurses were unanimously rated excellent or good, as was care in all but 

one of the nursing/care homes. A substantial, majority (73.6%) reported GP care to be 

excellent or good, with understanding GPs and good access to visits. Pain control was similar 

across all settings. However, the quality of care from doctors and nurses in hospital had 

lower ratings: doctors were reported as excellent or good by slightly under half of 

respondents, and nurses by only just over a half.  

Lessons to be learnt from bad experiences: Although factors that bereaved carers find 

crucial to a good experience of care are illuminated by the VOICES responses; nevertheless 

reports of bad experiences illustrate failures of service for some of those cared for at home. 

Not receiving services, or late referral to the services, was one important issue along with 

inadequate GP cover and poor continuity, particularly with out of hours services. Across all 

these settings, the issue of personal needs not being met as well as other aspects of care 

could indicate a deficiency in the resource available for basic nursing care. 

Outline cost of the service: The overall cost of the service is divided evenly between grants 

from Macmillan Cancer Support and the NHS. The mean cost of the service itself is about 

£3,000 per patient referred (based on a service cost of £1,200,000). Analysis of estimates of 

the average cost of Midhurst service interventions in the last year of life will be lower than 

£3,000 because of the high costs of long living symptomatic cancer patients. 
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Providing choice: The Midhurst service provides care to allow a higher percentage of 

patients to die at home or in a care home (71%). Both Midhurst and hospice care reduce the 

number of deaths occurring in a hospital setting and should both be seen as part of an 

integrated set of services. A greater than usual proportion of carers found their experience 

of caring to be rewarding. In this study; giving up work, going part time, paying for private 

carers or moving to private nursing homes were further examples of the strain put on 

family. However families also sacrificed time and effort to give personal nursing care 

themselves. 

Relationships with other services: Data from semi-structured interviews gave an account of 
good, functional relationships between the Midhurst professionals and community nursing 
services, general practitioners and NHS outpatient services. The geographic organisation of 
nurse specialists within the Midhurst team appeared to facilitate this. The flexible way in 
which the Midhurst nurses worked occasionally raised the danger that other services could 
feel Midhurst were "stepping on their toes". However, Midhurst staff showed awareness of 
this, and disputes and ill-feeing around role boundaries appeared to be uncommon. 
Professional working relationships with local hospices and community hospitals, when 
patients required admission were also good. Patients, on the whole, appeared to regard 
their professional attendants as working together.  
 
Quality of care in the Midhurst service: Observation and interviews confirmed the ability of 
Midhurst to give flexible and truly holistic care. This appears to be one of the factors 
allowing GPs and hospital consultants to refer patients early in the course of illness and has 
avoided the stigma of a service principally concerned with the dying. The range of clinical 
interventions on offer, some of which avoid the need for travel or admission to hospital or 
hospice are instrumental in promoting confidence in home care as disease progresses. The 
majority of bereaved carers reported the excellent support for themselves from many 
services providing care at home. In the interviews, current patients and carers were very 
positive about the supportive and personal nature of the care they experienced from the 
Midhurst team. Often Midhurst staff were presented as playing a key role in enabling 
patients and carers to cope with the very difficult situation in which they found themselves. 
 
The Midhurst team approach: Researchers with an extensive experience of evaluating 

palliative care services were impressed by the quality of working relationships within the 

Midhurst team. These were characterised by flexibility of role, so that tasks were performed 

by the professional close at hand and by those familiar to the patient. Medical staff were 

available for complex and detailed consultations at patients’ homes when required. 

Volunteers fulfilled many important roles and were well employed within the service. The 

organisation had a clear sense of purpose and appeared to function well with little need of 

non-clinical management. 

Primary care services: We are unable to say whether Midhurst substitutes community NHS 

provision or tends to rely on it when maintaining care in the community. The quality 

indicators of the GP palliative care provision in the Midhurst area provided a picture of care 



 

295 

 

 

 

commensurate with provision throughout the three PCTs. When the three PCTs; West 

Sussex, Hampshire and Surrey are compared to the rest of England in our 2007 national 

survey, they appeared to be more advanced in their participation in national initiatives and 

scored significantly higher in quality indicators of palliative care provision. In the current 

survey, there are observable differences in the reported quality of palliative care provision 

between PCTs, and although participation in national initiatives has increased, there is little 

change in reported quality of care since 2007. 
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11. CONCLUSIONS 

1.  Midhurst service meeting the original aims of the palliative care initiative:  

The Midhurst model allows the clinical team to function in a flexible fashion, 

accommodating and complementing various other services to share the care of the patients. 

It maintains good relationships with other services and gains the confidence of patients and 

carers. This may be a factor that facilitates 71% of deaths to occur at home or in a care 

home.  

Reports by patients, carers and bereaved carers point to satisfaction with the Midhurst 

service where they have played a major role in end of life care. GPs reported satisfaction 

with access to advice and palliative care services. 

It may be the case that the existing clinical team, unfettered by institutional constraints, 

with the benefit of good clinical leadership were enabled to design a palliative care service 

that focussed on personalised care.  

The model appears to accommodate cancer patients, referred early, particularly well and 

these are most likely to benefit from the Midhurst service, as are their carers.  

 

2. Evidence that commissioners and Macmillan can use to agree future commissioning and 

funding intentions:  

General practitioners view good access and good relationships with palliative care services 

as an enabling factor for achieving good palliative care. This may be another factor that 

allows it to achieve 71% home death rate, and contains costs over time. 

If the Midhurst service is providing good quality palliative home care at a cost less than 

hospice, but with a similar overall level of NHS funding for comparable cases, there appears 

to be a justified role for voluntary sector funding.  

External voluntary sector funding appears to facilitate low administrative costs within the 

service and the clinical freedom to work flexibly with other local services. In this respect, the 

Midhurst services fits well with the priorities of Macmillan Cancer Support. 

Evidence from bereaved carers suggests that most people caring for a relative at home 

receive good or excellent support from services, which can make the experience rewarding. 
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3. The Midhurst service as a model of palliative care for other parts of the UK: 

There was no evidence that the Midhurst service was reliant on high quality primary care or 

that it deskilled local GPs or district nurses. In this sense, it was truly complementary, 

operating at a secondary care level and filling gaps in existing community service provision.  

The service operates in an area that spans three PCTs. General practitioners report differing 

engagement with national end of life care policy between the three PCTs. This suggests that 

the Midhurst model could apply to areas with different degrees if engagement with national 

policy.  

Other than good access to a volunteer workforce, there does not appear to be any special 

feature of the Midhurst area that is particularly advantageous to the service. It is likely that 

a similar model could be established in other areas and that it has the potential to serve 

25% of a population at the end of life. This figure is currently limited by Midhurst’s greater 

focus on cancer care. 

The ability to care for patients with diagnoses other than cancer would depend on referrals 

of patients with chronic conditions who have been identified as likely to be approaching the 

end of life. In addition, as in the case of patients with cancer, there should be a clear clinical 

role for Midhurst to perform, that would substitute for hospital inpatient or outpatient or 

day-care. 

Factors identified by the interview study on the particular way of working developed by the 

Midhurst service suggest that only a flexible approach to their role would enable a similar 

service to be delivered. It is likely that flexibility of the individuals concerned in the Midhurst 

team is crucial and necessary for the model to work. Rigidity of institutional control or 

professional working styles would hamper the ability to supplement other community 

services.  

Evidence from a comparable service in the UK suggests that this model is sustainable and 

capable of serving a greater proportion of patients with a diagnosis other than cancer. The 

other service with a similar volume of activity in a socially deprived area involves more 

volunteers and is also highly regarded. 
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12. DISSEMINATION  

Preliminary findings of this study were discussed with Macmillan on Wednesday 11  January 

2012.  We would be pleased to discuss our findings directly with the service. We will also 

offer an executive summary to participants who have requested it. 

Over the coming year we will attend an international conference, the European Association 

for Palliative Care Research Congress in Trondheim.  In the UK, we will attend the Palliative 

Care Congress and the annual conference of the Royal College of General Practitioners.  

We will consult with user representatives to produce a lay summary for distribution to those 

respondents who have requested a copy of our findings. 

Bill Noble and Nigel King in collaboration with Ashley Woolmore of Monitor and Macmillan 

Cancer Support will write a document amalgamating findings from this study along with 

Monitors economic evaluation.  

We plan to write four articles for peer reviewed scientific journals, to include Palliative 

Medicine, BMJ Supportive and Palliative Care, and two prestige journals of General Practice. 

These articles will cover various aspects of the study, including the conclusions to be derived 

from linking our findings with those of Monitor. 
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