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Foreword by Pat Quinlan, Chief Executive, Milford Care Centre 

It gives me great pleasure to present the independent evaluation of Milford Care Centre’s Hospice at 
Home Service completed by the University of Limerick.  The seeds of this worthy project were first 
sown as far back as 2003, initially as a Care Assistant at Home project. Following its positive 
evaluation, that initiative then developed across the Mid West Region into Ireland’s first specialist 
led multidisciplinary Hospice at Home Service, operating from a Specialist In-patient Unit, all of 
which were key recommendations contained in the Report of the National Advisory Committee for 
Palliative Care in 2001.  It is evident from this report that MCC's vision to bring a fully developed 
specialist palliative care service to the community - to enable people be cared for and die in their 
preferred location  - is clearly valued by patients and their families across the Mid-West.  As a pilot 
project, we can also see great learning from the evaluation for ourselves as a service provider and 
for other providers who embrace the challenge of providing multidisciplinary, community 
based services to patients with complex needs at the end of life and their families. 

I would like to acknowledge the professionalism and commitment of the Research Team at UL who 
conducted this study and the Evaluation Committee who worked with them, to commend the hard 
word work of the Steering Committee that oversaw the development of the project, to recognise 
formally the dedicated staff who deliver the service and sincerely thank the patients, families and 
professionals who contributed to the evaluation study itself.  This study was funded by The Atlantic 
Philanthropies who were able to identify with our vision of Hospice at Home and to assist us to make 
this model of service delivery a reality and to develop into what has now become part of mainstream 
service provision for patients and their families in the Mid-West.  This project is yet another tribute 
to the wonderful generosity of Chuck Feeney and all at Atlantic Philanthropies, for whose support 
we are truly grateful. One of the great strengths of palliative care service provision in the Mid West 
is the excellent partnership that has evolved down through the years between the Health Service 
Executive and Milford Care Centre. At the outset of this project the HSE responded positively by part 
funding the initiative and in more recent times, in recognition of the very positive impact of this 
service, they have agreed with MCC to co-fund the ongoing costs of this service, which effectively 
guarantees its sustainability into the future.  

Clearly, many of the original objectives set for this project have been achieved. We are committed 
to implementing the findings of this important evaluation study, which no doubt will further 
enhance the quality of care for patients and their families in the communities throughout the Mid 
West Region. 

  

I look forward to the continued development of the Hospice at Home Service and its positive impact 
on people’s end of life experience. 
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EXECUTIVE SUMMARY  

BACKGROUND AND CONTEXT  

Milford Care Centre is the lead organisation that provides a comprehensive range of services for the 

elderly and palliative care patients in the Mid West Region.  In tandem with the growing requirement for 

specialist palliative care in the community, it expanded its existing and limited community-based 

services in 2006 to include a specialist ‘Hospice at Home’ service for patients who require palliative care 

in their own homes. With inputs from a multi-disciplinary clinical team, the Hospice at Home Service 

delivered by Milford Care Centre represents the first service of its kind within the Republic of Ireland.  

 

The Hospice at Home Service is supported by funding from the HSE and donations from the public, as 

well as a significant donation from The Atlantic Philanthropies. A condition of the funding from The 

Atlantic Philanthropies was that the Service would be evaluated, thus providing Milford Care Centre 

with research information regarding various of aspects of the service, including the viewpoints of carers 

and patients. 

 

In 2009, Milford Care Centre commissioned the University of Limerick to undertake an independent 

evaluation of the Hospice at Home Service, with the aim of examining whether it offered a viable and 

effective model for delivering a range of palliative care services to patients and their families in the 

community.  The evaluation was conducted between February 2009 and June 2011.  It should be noted 

that an evaluation of the cost effectiveness of the Service was also commissioned and will be 

undertaken by another group.  

 

AIMS AND OBJECTIVES  

The Terms of Reference for the evaluation identified two core themes to be examined: 

• The quality of the Service and its impact on quality of life for carers and patients; and  

• The management and co-ordination of the Service at both intra-agency and inter-agency levels  

Based on these themes, the evaluation sought to answer specific questions regarding the Hospice at 

Home Service: 

1a. Do patients and their families experience the Service as helpful and supportive in terms of 

alleviating and mitigating the burden of illness and loss? 

1b. Is the Service supporting the choice of patients and their families to be cared for at home and/or 

the patient's choice to die at home? 
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2a. Is the Service well managed in terms of effectively co-ordinating all service inputs from 

professionals within Milford Care Centre? 

2b. Is there effective co-ordination between the Service and the HSE’s Primary Care Teams, notably 

those within the GP and PHN professional cohorts? 

 

METHODS 

The methodology for the evaluation incorporated a range of approaches, including interviews, focus 

groups and questionnaires to ensure that the service users’ (patients and families/carers), staff and 

other key stakeholders’ perceptions of the Service were captured and that an in-depth exploration of 

differing agendas and priorities informed the findings.  Of particular importance were the direct 

consultations and feedback from patients and their families/carers which emphasised a patient-centred 

approach.  Whilst the methodology aimed to ensure depth and flexibility, the research team was 

cognisant of the sensitivity of the issues being explored.  

 

STAGES OF THE EVALUATION 

Following consultations between the research team and the Steering Committee, four phases of the 

research project were identified and conducted between February 2009 and June 2011. The first phase 

focused on the conceptual background for the research study and included the development of a 

framework for the evaluation and reviews of literature, policies and national and local databases, each 

of which informed the methodological aspects of the research. Following on from the identification of 

local datasets in the first phase, a strategy for identifying and recruiting participants was established, 

together with the selection of a mixed methods approach to optimise the quantity and quality of the 

data.  

 

The second and third phases of the study were primarily concerned with surveying patients and 

families/carers who had been recipients of the Hospice at Home Service. This was conducted via 

questionnaires and semi-structured interviews and covered a range of issues common to both groups 

concerning their viewpoints of the Service. Concomitant with the collection of information from the 

service-users, the views of Milford Care Centre staff were collected by both focus groups and individual 

interviews. This fourth phase of the study coincided with the second and third phases, and was 

conducted by a group of researchers independent to those gathering information from the service 

users, thus maintaining objectivity and unbiased reporting. Further perspectives on the Service were 
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gained from health professionals who interacted with the Service on an external basis. These included 

Public Health Nurses, General Practitioners and other members of Primary Care Teams. 

 

KEY FINDINGS 

The overarching finding from the evaluation was that the Hospice at Home Service was highly regarded 

and valued by its recipients. In general both carers and patients were highly satisfied with their 

interactions with members of the team and the service they provided.  

 

With respect to the research questions the main findings are presented below:  

 

1a. Do patients and their families experience the Service as helpful and supportive in terms of alleviating 

and mitigating the burden of illness and loss?  

The evaluation indicated that overall the service exceeded the expectations of carers and it provided a 

high level of care and support. Carers commented on the responsiveness of the team regarding 

managing the patient’s symptoms, and team members were considered to be sensitive to the needs of 

carers and patients.   

 

1b. Is the Service supporting the choice of patients and their families to be cared for at home and/or the 

patient's choice to die at home?  

Importantly, the Service enabled patients to be cared for at home in accordance with their wishes and 

their symptoms were managed to an acceptable level which facilitated carers and family to spend time 

with the patient, and the majority of patients died in their preferred place.  

 

2a. Is the Service well managed in terms of effectively co-ordinating all service inputs from professionals 

within Milford Care Centre? 

Whilst carers and patients were satisfied with the service they received, its organisation, co-ordination 

and management needs to be reviewed to meet the demands of an evolving service. 

 

2b. Is there effective co-ordination between the Service and the HSE’s Primary Care Teams, notably those 

within the GP and PHN professional cohorts? 

The Primary Care Teams regarded the Hospice at Home Service as a beneficial service, but they needed 

greater awareness of its range of services and clearer communication to maximise the benefits for 

patients and carers.  
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The members of the Hospice at Home team and Milford Care Centre demonstrated a high level of 

commitment to the Service. The development and growth of the Service presented challenges to those 

involved in providing it, particularly around professional roles. The organisation, management and 

communication within and between members of the team and Milford Care Centre were identified as 

an area that required improvement.  The main area of the Service which carers thought could be 

improved related to the dissemination of information, particularly regarding the availability of different 

aspects of the Service. Specific issues that were considered to affect patient care were the lack of clear 

management structures and lines of communication, access to information, and knowledge of key 

performance indicators related to best practice.  Most of the recommendations from the evaluation 

relate to addressing this aspect of the Service.  

The evaluation involved an extensive range of consultations with various stakeholders who used, 

provided or worked with the Hospice at Home Service.  Its main limitation relates to the small sample 

size, but the quality of care compares favourably with other studies of end of life care in other settings. 

The Hospice at Home service consistently rated higher than McKeown et al (2010) Irish study, with some 

questions replicated in this study. Similarly, there are favourable comparisons with  findings from other 

international studies, with support for carers and quality of care all rated positively (Jansma et al, 2005, 

Lucas et al, 2008) As in other studies, practical ongoing support was an area requiring more input 

(Grande et al, 2004, Zapart et al, 2007).     

 

The Service incorporates the principles of the National Advisory Committee on Palliative Care (2001) 

within the provision of a specialist palliative care teams in the community.  Murray (2011) on behalf of 

the IHF identified the Mid West’s community palliative care service as a national example for supporting 

carers/families and patients.  

 

In conclusion, Milford Care Centre is leading the way to meet the recommendations of the National 

Advisory Committee on Palliative Care report in a way that makes a difference to the patient and family 

experience and to the efficient use of resources nationally/regionally.  

 

SUMMARY OF RECOMMENDATIONS FOR FURTHER DEVELOPMENT OF THE SERVICE 

1. Co-ordination of Teams  
Stronger clinical and organisational support is required to ensure greater clarity on management 
structures that reflect an increasingly diverse and complex team (see page 87, Theme 1b The 
new Hospice at Home Service; page 89, Theme 2b Multi-professional visiting, and Theme 2c Co-
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ordination of Hospice at Home Service; page 92, Themes 3a-3d communication, information 
sharing and building relationships; pg 95, Theme 4b Support structures for staff). 

2. Provision of Information to Carers and Patients 
Information should be provided and updated at different times and in different formats relevant 
to each case and information content should be enhanced to include all aspects of the Service 
(see pages 66/67 and 77/78, Information and communication).  
 

3. Communication 
Timing of discussions relating to place of death and advance care planning with family/carers 
should be reviewed (see page 50 regarding the discussion of place of death). Training should be 
provided to health professionals to optimise communication with patients, carers and their 
families (see page 68, Patients 003, 012; page 89, Theme 2b Multi-professional visiting; page 46, 
Telephone contact). 
 

4. Bereavement Support 
Information should be reviewed regarding bereavement support (see page 82, Bereavement 
Support) 
 

5. Information Management  
Enhancements are required for accessing patient-related information including updating of 
personal data, data storage and management, and information sharing with external agencies 
(see page 93, Theme 3c Information sharing) 
 

6. Quality Assurance 
Common evaluation tools should be used to enhance patient management and optimise 
communication, and align with best practice and nationally agreed guidelines. The findings and 
recommendations from this evaluation of the Hospice at Home Service can be used by Milford 
Care Centre to develop practice guidelines for the continuing evolution of the Service. 
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CHAPTER 1 INTRODUCTION  
 
1.1 BACKGROUND & TERMS OF REFERENCE TO THE EVALUATION 

There is a growing interest both internationally and within Ireland, in the provision of palliative care 

services to patients in their own homes.  Evidence here and elsewhere indicates that the majority of the 

general public (Weafer & Associates, 2004), and palliative care patients and their families (Karlsen & 

Addington-Hall, 1998; Wilkinson et al, 1999; Tang & McCorkle, 2001; Higginson, 2003; Davies & 

Higginson, 2004; Dept of Health, UK, 2008) would prefer to die at home. The most significant factor that 

determines whether people achieve this is the provision of specialist palliative care in the community 

(Constantini et al, 1993; Hudson, 2003; Grande et al, 2004; Mid-Western Health Board, 2004a; Exley and 

Tyrer, 2005; McLaughlin et al, 2007; Zapart et al, 2007; Docherty et al, 2008; McKeown et al, 2010).    

 

Milford Care Centre (MCC) leads the Mid West Region in the provision of a comprehensive range of 

services (see Appendix 2) for the elderly and palliative care patients and their families.  In 2006, it 

launched a specialist Hospice at Home service for patients who required palliative care in their own 

homes. The Service is supported by funding from the HSE, donations from the public and The Atlantic 

Philanthropies.  An overview of the development of the Service can be found in Appendix 3.  

 

Between February 2009 and June 2011, the University of Limerick evaluated the Hospice at Home 

Service on behalf of MCC. The overarching aim of the research project was to determine whether the 

Service offered a viable and effective model for delivering a range of palliative care services to patients 

and their families in the community.   

 

The Terms of Reference for the current evaluation identified two core themes to be examined: 

• The quality of the Service and its impact on quality of life for carers and patients; and  

• The management and co-ordination of the Service at both intra-agency and inter-agency levels. 
 

Based on these two themes, the evaluation sought to answer the following more specific questions 

regarding the Hospice at Home Service: 

1a. Do patients and their families experience the Service as helpful and supportive in terms of 
alleviating and mitigating the burden of illness and loss? 

1b. Is the Service supporting the choice of patients and their families to be cared for at home and/or 
the patient's choice to die at home? 

2a. Is the Service well managed in terms of effectively co-ordinating all service inputs from 
professionals within Milford Care Centre? 
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2b. Is there effective co-ordination between the Service and the HSE’s Primary Care Teams, notably 
those within the GP and PHN professional cohorts? 

A variety of research methods was employed to enrich the quality of the information whilst remaining 

sensitive to the issues being investigated.  Central to the study were the views of patients, families and 

current and bereaved carers, which were gained by questionnaires and structured interviews.  

Perspectives of the Service were also obtained from staff and other key stakeholders by similar 

methods. Ensuring a patient-centred approach in the evaluation was also consistent with national policy 

including the Health Information and Quality Authority’s (HIQA) recent Draft National Standards for 

Safer Better Healthcare (2010) which seek to promote the involvement of service users ‘at all stages of 

the planning, delivery, monitoring and evaluation of care’ (Standard 1.1) and with the principles of 

working with and consulting service users as identified in the National Strategy for Service User 

Involvement in the Irish Health Service (HSE & DoHC, 2008).  

 
The approach and the core methodologies that were used in the evaluation are summarised in Table 1 

below.  Specific information regarding the different methodologies is provided within the chapters to 

which it is relevant.  

Table 1: Evaluation Methodology 
RESEARCH METHOD EVALUATION 

PHASE 
DETAILS 

Evaluation 
Framework 
Development  

Phase 1 The evaluation framework was articulated and agreed with the 
Evaluation Steering Committee in terms of the research methods 
and the key requirements to undertake the evaluation. 
 

Research & Policy 
Reviews  

Phase 1 The purpose of the literature review was to contribute to the 
evaluation design by identifying the key topics, standards and 
appropriate research tools.  
 

National & Local 
Data Review  

Phase 1 The review of secondary data aimed at identifying the core datasets 
for constructing a baseline and allow for trend analysis to contribute 
to the development of the Logic Model.  
 

Survey of bereaved & 
current carers 

Phase 2 A purposive sampling strategy was used to identify participants. 
Questionnaires were sent to patients in the three areas where the 
service is provided.  
 

Interview of Service 
Users – Patients 

Phase 3 A purposive sampling strategy was used to identify participants. This 
approach used a non-random method of sampling. Semi-structured 
interviews were conducted with a number of patients in the three 
areas where the service is provided. The interview also included 
administration of a Quality of Life measure. 
 

Interview of Service 
Users – Families 

Phase 3 The sampling strategy aimed to obtain a representative number of 
the population. The semi-structured interview also included 
administration of a Quality of Life measure. 
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Consultations with 
MCC Teams 

Phase 4 Focus groups were conducted at MCC. These multi-disciplinary 
groups consisted of six to eight members at mutually convenient 
locations. Additional one-to-one interviews were undertaken to 
supplement the focus group process. 
 

Consultations with 
External 
Professionals 

Phase 4 Focus groups were conducted in the Region involving a sample of 
PHNs. A survey using self-completing questionnaires was 
undertaken of Primary Care Teams and GPs who were involved with 
the Hospice at Home Service. 
 

 
The research project was approved by the Mid-Western Regional Hospital Complex-Scientific Research 

Ethics Committee. The role of the Hospice at Home Evaluation Steering Committee with the project can 

be found in Appendix 1.  

 

1.2 OVERVIEW OF THE STRUCTURE OF THE REPORT 

Chapter 2 provides an overview of the Hospice at Home Service utilising the framework of a Logic Model 

and covers the policy and historical context of the establishment of the Service by Milford Care Centre.  

It provides an outline of the need for the service within the context of healthcare policy and the 

expansion of multi-disciplinary specialist palliative care services, particularly those tailored to home care 

environments.   

Chapter 3 outlines the findings from the literature review of health-related quality of life issues in 

palliative and hospice care and specifically in relation to community and home-based services.  It also 

outlines how a number of important practice guidelines and standards documents have been devised in 

a number of countries worldwide.  The chapter continues with a discussion on the research relating to 

issues for carers in terms of general palliative care type services and specifically in relation to home-

based care.  It highlights the important role that carers play and the complexity of the range of 

challenges, pressures and experiences they face in the general day-to-day responsibilities in caring for 

patients. It also presents a literature overview of team and inter-professional working, identifying that 

there are myriad challenges to inter-professional and interagency work.     

Chapter 4 describes the postal survey of the carers’ perspectives on the Hospice at Home Service. The 

questionnaire was developed from validated survey tools including an audit tool from the National 

Forum for Hospice at Home UK and a questionnaire used in an internal review of the Hospice at Home 

Service by Milford Care Centre.  It also incorporated a number of questions used in the National Audit of 

End-of-life Care in Hospitals in Ireland (McKeown et al, 2010). Where possible, findings from the 

evaluation were compared with the 2010 National Audit of End-of-Life Care in Hospitals in Ireland. 
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Chapter 5 reports on the structured interviews with both current patients and the current/bereaved 

carers.  The interviews were considered important qualitative methods to further explore the findings 

from the postal survey and were viewed as a personal form of research which enabled a more in-depth 

investigation into the individual user’s experiences.   

Chapter 6 is concerned with the focus group and interview consultations with members of the multi-

disciplinary team and healthcare staff of Milford Care Centre.  Additionally, it includes the PHN findings. 

Key themes for discussion included the achievement of the mission statement and service goals, the 

service delivery, communication and support.  

Chapter 7 outlines the findings from the final part of the fieldwork of the evaluation which involved 

members of the Primary Care Teams and GPs who had contact with the Hospice at Home Service. The 

information was gained via a postal survey and through completion of the same questionnaires at a 

Milford Care Centre study day. 

Chapter 8 presents the discussion of the findings, and the conclusions of the report. It also discusses the 

methodological challenges of the evaluation process. Finally, the chapter presents the prioritised 

recommendations for the future development of the Hospice at Home Service provided by Milford Care 

Centre.  
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CHAPTER 2  CONTEXTUAL BACKGROUND  

2.1 INTRODUCTION 

This chapter presents an overview of the Hospice at Home Service from a policy and historical context.  

It outlines the Logic Model framework for the Service which is used as a means of describing the 

Service’s resources, outputs and outcomes and to explain the main linkages between the Service’s 

rationale, activities and effects.    

 

Policy Context 

While hospice and palliative care have been provided in Ireland over a number of decades, it was not 

until the 1990s that a co-ordinated approach nationally was conceived.  Of particular significance was 

the acknowledgement by the Irish Medical Council in 1995 of Palliative Medicine as a medical speciality 

and secondly, the establishment of the National Advisory Committee on Palliative Care (NACPC) by the 

Minister for Health and Children in 1999.  Two years later, this Committee produced one of the most 

comprehensive reports to date on palliative care in Ireland, the National Advisory Committee on 

Palliative Care Report 2001, which identified a number of important recommendations for palliative care 

in the community.   

 

The recommendations of the NACPC Report stressed that a national palliative care policy should be 

formulated and that palliative care services should be available in all care settings within the wider 

community; be it at home, in a nursing home, or in a community hospital.  While the quality of palliative 

care in the community was seen as having improved greatly by that time, the Report also identified a 

number of on-going inadequacies. The Report acknowledged the key roles played by the range of 

professionals in the community, particularly the General Practitioner who was deemed to have overall 

medical responsibility for most palliative care patients and the Public Health Nurse who provides care 

and support at a community level within patients’ homes. It was also noted how patients with complex 

psychosocial issues or difficult symptom control may require specialist palliative care and that the 

Specialist Palliative Care Teams are critical to enabling patients to receive this care at home.   

 

The following outlines a summary of the underlying principles and key recommendations from the 2001 

NACPC Report relevant to palliative care in the community which subsequently influenced the 

development of national policy for the provision and development of community-based palliative care 

services in Ireland and consequently for services in the Mid West Region. 
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Table 2.1: Principles & Recommendations from the 2001 NACPC Report 
GUIDING PRINCIPLES FOR PALLIATIVE CARE IN THE COMMUNITY  - 2001 NACPC REPORT 

Palliative care services should be provided to patients in a setting of their choice.   The development of 
community-based palliative care services is vital in the future development of palliative care services in order to 
best meet the needs and personal preferences of patients with cancer or progressive life-threatening disease of 
other aetiologies.   
 

RECOMMENDATIONS 

1. The Specialist Palliative Care Team in the community should be an inter-disciplinary consultant-led team.  
2. The Specialist Palliative Care Team should be based in and led by the Specialist Palliative Care Unit in the 

area. 
3. Community hospitals should have designated beds for palliative care patients who require an intermediate 

level of patient care. 
4. The concept of ‘shared care’ for patients receiving palliative care in the community should be promoted. 
5. Specialist Palliative Care Nurses should provide a seven-day service to patients in the community. 
6. Each Specialist Palliative Care Unit should develop its own Physiotherapy, Occupational Therapy and Social 

Work departments which would also meet the needs of palliative patients in the community. 
7. Each area should have a sufficient bank of equipment to meet the needs of palliative care patients in the 

community. 
8. Local arrangements between pharmacists in Specialist Palliative Care Units, hospitals and in the community 

should be formalised to ensure that patients receiving palliative care have access to all necessary 
medications as and when required. 

9. Care attendants/assistants should be available to support families of palliative care patients in the 
community. 

10. All palliative care patients should have adequate access to respite care in the setting of their choice. 
11. Arrangements should be made for the transport of patients receiving palliative care to different care settings 

when required. 
12. There should be a ‘fast-track’ system in place to enable patients with advanced disease to access grants for 

housing alterations. 

 
The launch by the Department of Health & Children (DoHC) of ‘Primary Care: A New Direction’ in 2001 

was an important chapter in the reform of health care policy in Ireland as it brought greater recognition 

and direction to the establishment of Primary Care throughout the country.  It also reinforced the 

NACPC guiding principles that patient care need not always take place in hospital settings but could, at 

times, be more appropriate within local and community services that comprise multi-disciplinary teams 

of healthcare professionals.  In the context of community palliative care, the significance of the 2001 

Strategy was that it placed an onus on the new Primary Care Teams (PCT) to liaise with Specialist 

Palliative Care Teams to improve integration of care and support for patients in the community.  Two 

further national developments were also significant.  Firstly, the HSE Corporate Plan 2008-2011 set out a 

clear vision for implementing an integrated health and social model for Ireland and offered a new 

framework for integrating services between hospital and community-based care.  
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A single national Integrated Services Directorate, delivered through four new regional structures (HSE 

Dublin Mid-Leinster, HSE Dublin North East, HSE South and HSE West) was subsequently created with 

Regional Directors of Operations (RDOs) having the responsibility for delivering and managing services at 

a regional level. This integration also extended to the newly established Care Group Leads, led by 

Assistant National Directors (ANDs), with one designated AND covering Palliative Care.  It was envisaged 

that this integration across Care Groups, through mainstream services along with the Integrated Services 

Programme, will have the potential to ensure a more strategic approach to the delivery and operation of 

PCT services than has existed in the past.  

 
The second development related to the launch of the HSE’s ‘Palliative Care Services Five Year 

Development Framework (2009 – 2013)’ which set out the actions and initiatives that are required to 

address the gaps in the palliative care services in line with the recommendations established in the 

NACPC Report and the HSE’s ‘Transformation Programme (2007-2010)’.   

 
The HSE’s ‘Five Year Development Framework’ was developed using a ‘holistic, system-wide approach’ 

in response to identified levels of needs from studies of hospice/palliative care in 2006 and 2007.  These 

studies included the ‘Baseline Study on the Provision of Hospice/Specialist Palliative Care Services in 

Ireland’ by the Irish Hospice Foundation (2006) and the HSE’s ‘Audit of Palliative Care Service Provision 

(2007).  The audits highlighted that although some NACPC recommendations had been achieved, many 

recommendations had not with quite a diversity of service provision across Ireland. Moreover, it was 

reported that the number of specialist in-patients beds remained inadequate and that access to services 

was still an issue.  Of particular interest to the HSE West Region, these audits reported that shortfalls in 

staff remained across all areas in the region.   

 
Within the context of community services and relative to the population, significant staff deficits in 

Home Care Teams in all LHO areas were identified with Clare, Limerick and North Tipperary LHOs 

showing the highest shortfall along with Galway and Donegal. Deficits were also cited for clinical nurse 

specialists, social workers, bereavement counsellors, care assistants, physiotherapists and occupational 

therapists. In spite of reported deficits, it is noted that Milford Care Centre was one of three services in 

Ireland that provided bereavement support at levels 1, 2 and 3 with trained bereavement support 

volunteers.  

 
The information collated in the course of these audits was particularly significant as they benchmarked 

their findings against the 2001 NACPC Report.  This information thereby enabled the 2009-2013 National 
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Development Framework to follow-on from the NACPC recommendations and was therefore grounded 

in an up-to-date knowledge base of the required actions and initiatives necessary to address any 

identified gaps or inadequacies.  Implementation of the priorities outlined in the Framework will 

however present a significant challenge in terms of available resources and the identification of 

additional funding. 

 

2.2 MILFORD CARE CENTRE 

Background 

The Congregation of the Little Company of Mary established services at Milford in Limerick in 1928.  

Services were initially provided from a Nursing Home setting but were later extended in 1977 with the 

opening of a nine-bed Hospice Unit within a dedicated area of the Milford Nursing Home.  By 1983, a 

twenty-bed purpose built Hospice Unit was built and by 1999, a 77-bed purpose built Unit covering both 

Palliative Care and a Nursing Home was established.   Day Care Services commenced in late 2000 

covering both palliative care and care for older people from an eight mile radius of Limerick City.  The 

Older Persons’ Day Care Service can accommodate up to 40 people on a daily basis. The Palliative Day 

Care Service accommodates up to 10 people daily. The number of days per week for Older Persons was 

initially three days but has increased to five days from 2011.  The Palliative Day Care Centre commenced 

with two days per week and has increased to three days from 2011. 

 

Current Services 

Milford Care Centre currently provides a comprehensive range of services to the elderly and to palliative 

care patients and their families throughout the Mid West Region.  The development of services provided 

by the Centre has been in line with national policy with services aimed to ensure the comfort and dignity 

for individuals and their families.  The primary objective as set out in the Centre’s Mission Statement is 

as follows: 

‘We in Milford Care Centre as a Little Company of Mary Health Care facility aim to provide the 
highest quality of care to patients or residents, family and friends, both in the areas of palliative 
care and services to the older person, as envisaged by Venerable Mary Potter.’ 

 

The range of services operating from the Centre at present includes a Nursing Home, Hospice and Day 

Care, together with the provision of other medical and therapeutic services. A summary of these 

services can be found in Appendix 2. 
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Palliative Care Services 

Milford Care Centre is one of the leading services in the country in terms of the provision of specialist 

palliative care which is available from both the Centre itself and from community-based locations.  In 

line with national policy, the manner in which community services have evolved ensured that no family 

is more than 25 miles from a palliative care service.    

 

Services are delivered in partnership with the HSE West and operate from a number of sites throughout 

the Mid West Region including local centres in Nenagh, Thurles, Ennis, and Newcastle West in addition 

to the centre based at Milford.  Furthermore a network of palliative care community support beds have 

been developed in Limerick City, Roscrea, Nenagh, Kilrush, Thurles, Raheen and Ennistymon, and 

Cahercalla Community Hospital in Ennis.  Palliative day care services are also in operation in Limerick 

City three days a week catering for up to ten patients at any one time.    

 

Of particular relevance to this report is the availability of a Specialist Palliative Care Service in the 

Community. The current Hospice at Home Service operates throughout the Mid-West Region and is an 

enhancement of the long established community-based or home care service which was provided for a 

number of years by Milford Care Centre for adults and children requiring Palliative Care (see section 2.3 

below). 

 

Impact of Services in the Mid West Region 

The palliative care and hospice services delivered by Milford Care Centre have advanced the needs of 

patients and their families by providing the support to enable individuals to die where they choose, in a 

hospice, hospital, nursing home or at home. Recent data for the Mid West Region illustrated that on 

average patients spend 143 days in home care, compared to 13.5 in an in-patient unit. Of those in the 

Mid West Region who died from cancer, 60% died at home or in a hospice compared with 30% in the 

twelve counties in Ireland without a hospice in-patient unit. The importance for such outcomes means 

that not only are more patients being cared for at home but that there is reduced demand on acute 

beds.  

 

2.3 THE HOSPICE AT HOME SERVICE 

Aims of the Service 

Milford Care Centre’s vision for the Hospice at Home Service states:  
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‘The Hospice at Home Service aims to bring the skills, ethos and practical care associated with hospice 
care into the home environment through effective multidisciplinary team working. Hospice at Home 
aims to enable patients with cancer and other advanced life limiting illnesses to be cared for and die at 
home if that is their preference. Care is intended to be of the highest standard so as to enhance the 
quality of life of the patients, carers and families. The Hospice at Home multidisciplinary team also aims 
to provide information, support and education to family and professional carers who support palliative 
patients in the community.’ 
 

This Hospice at Home Service is currently provided by a multidisciplinary team encompassing specialist 

nursing, medical, social work, physiotherapy, occupational therapy and pastoral care staff. This multi-

disciplinary package of care affords patients and their carers/families access to specialist disciplines to 

assess and manage the physical, emotional, psychosocial and spiritual dimensions of their illness. The 

specialist multidisciplinary team also supports and provides education and information to family and 

professional carers through close collaboration and communication with the primary care services and 

the patients’ acute hospital specialists. 

 

The Hospice at Home Service & Logic Model 

The remainder of this section will describe the Hospice at Home Service and its development through 

the use of a Logic Model. The logic model was used at the outset of the evaluation to map the various 

components of the Hospice at Home Service including the objectives of the service, the activities, 

outputs, outcomes and impacts which are explained as follows:    

 

Contextual Conditions 
& Policy Context 

The needs that are being addressed, the relevant ‘policy drivers’ and the overall aims 
and objectives of the Hospice at Home Service 
 

Inputs & Activities The resources that go into the Hospice at Home and the specific Hospice at Home 
tasks undertaken using the inputs 
 

Outputs The quantifiable results of the Hospice at Home activities 
 

Outcomes The behavioural changes and benefits for the target groups as a direct result of the 
outputs 
 

Impact The long-term changes in the contextual conditions that the Hospice at Home seeks to 
address.  

 

The logic model was tested throughout the evaluation process and formed the basis for the design of 

the key evaluation methods. This process explored any potential lack of alignment between certain parts 

of the logic model, for example, between the rationale and the stated Hospice at Home’s objectives or 
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between the activities and the intended outcomes.  One of the key difficulties for healthcare 

programmes such as programmes that offer a package of services such as palliative care, is to ensure 

that the services are co-ordinated and well planned.  Fragmented planning can result in a range of 

unnecessary problems for those most in need where access is inadequate or quality is substandard.   

 

Logic models were first introduced to help services outline critical activities and anticipated outcomes, 

and to explain how activities and outcomes were linked (Gugiu & Rodriguez-Campos, 2007).  As such, 

they allowed programmes to be designed and understood by showing the links between the inputs and 

intended programme goals to the impacts for service users.   They have been used in a range of 

healthcare planning, evaluation and implementation frameworks (W.K. Kellogg Foundation, 2004) and 

have recently been used in palliative care services as outlined by Morzinski & Montagnini (2002) who 

used the logic model as a template for designing and monitoring a Palliative Care Educational 

Programme in the United States.  The Calgary Health Region has also used a logic model for their Care at 

the End of Life initiative in Canada.  

 

The logic model is described as a depiction of the relationships between programme activities and their 

intended effects (Sitaker et al 2008) and can in different contexts serve several purposes. Firstly, it may 

be used for planning purposes and can assist in a programme’s strategy development. Secondly, it may 

be used for management purposes by helping to make associations between the resources, activities 

and outcomes. Thirdly, the logic model may be used as a tool for reporting on the outcomes of the 

activities. Finally, and in the context of this Report, the logic model may be used for evaluation because 

it can help to examine whether the activities and the strategy have led to the desired outcomes and that 

the linkages between each are acceptable and effective. 

 

Figure 2.1 provides an overview of the Hospice at Home Logic Model and presents the relationships 

between the Service’s components. The remainder of the Chapter will look more closely at some of the 

key elements within each component that relate to the evaluation’s Terms of Reference. 
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Development of the Hospice at Home Service  

The Hospice at Home Service has evolved from a number of developments.  In the first instance, 

following on from the recommendations from the NACPC Report, the then Mid-Western Health 

Board (MWHB) undertook a needs assessment to establish the availability of services in the Mid 

West region and to identify gaps between existing levels and those recommended by the NACPC 

Report. The findings which were outlined in the ‘Specialist Palliative Care Services Needs 

Assessment’ (MWHB, 2004a) led to the ‘Seven Year Strategic Plan for the Development of Specialist 

Palliative Care Services in the Mid-West Region’ (MWHB, 2004b). 

In response to these reports, the ‘Milford Care Centre Strategic Plan 2004-2011’ was published 

which set out a number of actions to meet the requirements of the HSE Strategic Plan.  In particular, 

it focused on the recommendation that ‘Milford Care Centre should establish a Specialist Palliative 

Care Team within each of the three Community Care Areas’.  Consequently, Milford Care Centre 

received funding through the HSE and The Atlantic Philanthropies to develop community-based 

specialist palliative care multi-disciplinary teams.  In 2006, the Hospice at Home Service was 

launched and, as per the HSE Strategic Plan, covered the three areas Limerick, Clare and North 

Tipperary.    

 

The Service aimed to offer specialist palliative care and support to patients and their families in their 

own homes and built on the existing community based Home Care Nursing Service which began in 

1989 in the Limerick area and by 1991, expanded to bases in Ennis, Newcastle West, Nenagh and 

Thurles.   The Hospice at Home Service also incorporated the Care Assistant at Home Project, funded 

by a grant from the Irish Hospice Foundation, which was piloted by Milford Care Centre in a six-

month period between 2003 and 2004.   See Appendix 3 for a summary of the development of the 

core professions involved in the Hospice at Home Service from its establishment to the end of 2010. 

Current Service (Resources/Inputs) 

In many respects, the Hospice at Home Service is seen to be a significant contribution in meeting the 

NACPC recommendations in that it is a specialist palliative care service delivered in community 

settings by a multi-disciplinary Specialist Palliative Care Team.  Although the Service is not currently 

operated as a consultant-led specialist palliative care team, nevertheless the team is supported by a 

Consultant in Palliative Medicine.  Two Specialist Palliative Care Consultants who are employed by 

the HSE work within Milford Care Centre and have sessional commitments to the Mid-Western 

Regional Hospital and Milford Care Centre.  In relation to the Hospice at Home Service, one 

Consultant attends each of the Hospice at Home team weekly meetings.   Table 2.2 outlines the 

current staffing composition and MCC’s strategic plan for the Service can be found in Appendix 4. 
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Table 2.2:  Staffing Levels of the Hospice at Home Service (August 2011) 
NURSING STAFF WTES OTHER STAFF WTES 

Clinical Nurse Specialists  15.6 Social Workers  2 

Staff Nurses   6 Physiotherapists  2 

Nursing Team Manager/Leaders  2.6 Occupational Therapists  2 

Care Assistants  8 Pastoral Care  As required 

  Clerical staff  2 

 

Activity Levels (Outputs) 

While the Hospice at Home Service was officially launched in 2006, the following data also include 

activities relating to the pre-existing community based Home Care Nursing Service and the Care 

Assistant at Home Project.  Inclusion of these earlier services, although only one dimension of the 

current service, allows for some comparisons to be made in activity levels over the years and 

provides some indication of variations due to the enhancement of the Service.   

 

From the following graph, referral data illustrate how the number of referrals has increased from 59 

in 1989 to 696 in 2010, thus reflecting a 1080% increase (See Fig.2.2).  More specifically, the period 

2006 to 2010 during which the current Hospice at Home Service has been in operation, also showed 

an increase in referrals with a 21% rise from 573 in 2006 to 696 in 2010. 

 
Figure 2.2: Number of Referrals to the Hospice at Home Service 1989-2010 
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Fig.2.3 shows the breakdown of referrals by area and illustrates that in 2006, there was a higher 

number of referrals from Limerick City compared with other areas.  By 2010, referrals from each 

area are more equally spread and were between 23% and 28% across the region. 

 
Figure 2.3: Number of Referrals to the Hospice at Home Service by Area 2006-2010 

 
 
However, when the percentage of referrals is examined against the population breakdown by area, 

some disparities are visible particularly for Limerick City and North Tipperary where there is a higher 

percentage of referrals compared to the three other areas.    The following graph (Fig 2.4) shows the 

2010 referrals by area as a percentage of all referrals for the Mid West Region against the population 

by area as a percentage of the total Mid West Region population.  In the case of Limerick City, the 

population is 14.6% of the Mid West Region.  However, there was a 23.7% of total referrals.  By 

contrast, the rate of referrals for Limerick County was 28.3% compared with the population of 

36.4%.  Similarly, Clare’s referrals were low compared to its population whereas the percentage of 

referrals for North Tipperary, similar to Limerick, was much higher than the population breakdown. 

 
Figure 2.4: Referrals to Hospice at Home 2010 & Population per Area as % of Total Mid West Region 

 
Population Source: CSO 2006 Census  
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Figure 2.5 shows that the primary source of referrals to the Service is from patients’ GPs which were 

61% of all referrals compared with 35% from the hospital consultant.   

 

  Figure 2.5: Source of Referrals to Hospice at Home 2006-2010  

 
 
 
However, direct comparisons between the years’ data are not possible as the number of visits for 

2010 include AHP visits for the first time.  Figure 2.6 shows the number of visits undertaken by the 

Hospice at Home team during the 2006 and 2010 period and indicates a 58% increase on the 

number of visits in 2010 compared with data for 2006.  Figure 2.7 indicates the increase by area, 

with North Tipperary showing the highest increase in number of visits.  

 
Figure 2.6: Number of Visits Undertaken by the Hospice at Home Team 2006-2010  
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Figure 2.7: Number of Visits Undertaken by the Hospice at Home Team by Area 2006-2010  
 

 
 
The final figure in this section provides some indication of the impact of the Service by illustrating 

data on the change in percentage in numbers of patients availing of services at Milford Care Centre 

who have died at home since 1990 and during the period that the Hospice at Home Service was 

established.  In the period between 2005 and 2010, the graph indicates a 14% increase of patients 

who died at home.    

 
 
Figure 2.8: Number of Patients Availing of Milford Care Centre Services who Died at Home 1990-2010  
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over the period it has been offered, with variations between areas, notably a high level of referrals 

from Limerick City and North Tipperary. The primary source of the referrals to the Service was from 

patients’ GPs rather than the hospital consultant, illustrating community-based care.   
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CHAPTER 3 LITERATURE REVIEW 
3.1 INTRODUCTION  

As part of the preparatory phase of the evaluation, a literature review of health-related quality of 

life issues in palliative and hospice care was undertaken.  Additional reviews were undertaken at 

each stage of the fieldwork to enable the research team to refine individualised methodologies to 

the requirements of each study group.  A range of on-line data bases and research resources were 

accessed using systematic search criteria which identified publications and electronic resources that 

were selected for quality in relation to relevance, clarity and source.  

 

The key issues that were researched and reviewed related to palliative and hospice care services, 

and specifically in relation to community- and home-based services, are as follows: 

• Definitions and terminology 

• Policy developments and strategic planning  

• Evaluation methodologies,  ethics and standards 

• Patients and carers 

References to each of the above areas are cited throughout this report and the discussion dealing 

with ‘methodologies’ will be included in each of the chapters relating to the fieldwork.  The previous 

chapter outlined the key policy and strategic developments at a national and local level.  

 

The following presents some of the evidence and discussions from the review covering definitions, 

terminology, and standards.  The chapter will then present a summary of the key messages from the 

literature in relation to the needs of patients and informal carers and team working and inter 

professional working.  

 
3.2 DEFINITIONS AND TERMINOLOGY 

The current hospice movement was established by Cicely Saunders in London in 1967 and in 1975 

Balfour Mount set-up a new in-patient unit in Montreal.  However, due to the confusion of terms 

regarding ‘hospice’ which was already used in a different context in French-speaking Canada, the 

term Palliative Care was introduced.  To this day, the interpretations of palliative care can vary and 

confusion sometimes arises regarding palliative and hospice care and the range and types of services 

within this general category.  In the case of this evaluation, the name used for the service is ‘Hospice 

at Home’.  However, the terms ‘Specialist Palliative Care in the Community’ or ‘the Community 

Service’ has also been proposed in Milford Care Centre’s corporate documentation to more 

adequately reflect all elements of the service.   
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According to the World Health Organisation (2004), the definition of palliative care is  

‘...the active holistic care of patients with advanced, progressive illness. Management of 
pain and other symptoms and provision of psychological, social and spiritual support is 
paramount. The goal of palliative care is achievement of the best quality of life for patients 
and their families facing the problems associated with life-threatening illnesses through the 
prevention and relief of suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems. Many aspects of palliative care are 
also applicable earlier in the course of the illness in conjunction with other treatments.’  

 

The 2004 definition replaced the older definition of the WHO that was limited to patients ‘whose 

disease is not responsive to curative treatment’. This later definition from 2004 broadens the scope 

of palliative care to patients and families facing the problems associated with life-threatening illness. 

While some interpretations of palliative care are associated with the more medical aspects of care, 

such as pain control and symptom management, the WHO 2002 definition of palliative care 

corresponds more closely to the one generally accepted for hospice care.   The definition of hospice 

care according to the Irish Hospice Foundation (2011) is as follows:  

‘Hospice care is the total, active care of patient and family at that stage of serious illness 
when the focus has shifted from providing treatment aimed at cure to ensuring the best 
possible quality of life.’  

 

Having a number of different definitions of both palliative and hospice care results at times in a 

degree of ambiguity, not only for health professionals but also for patients and their families. For 

some people, palliative care is a service that is provided in hospices for people who are dying. 

Therefore for those people who are offered palliative care early on in their illness, the offer may be 

refused because of their association of palliative care with terminal illness and if they accept the 

service, they assume they are going to die. They may also believe that they will no longer be offered 

any disease modifying or curative treatment.  

 

The definition of hospice care therefore draws attention more to the provision of care during the 

final stage of a person’s life in order to improve the quality of their life at a time when the underlying 

disease can no longer be treated or cured.  The overlap between both definitions (hospice and 

palliative) is the focus on the ‘quality of life at end of life’ as the key feature and the holistic 

approach to address all of the patient’s problems, physical, spiritual and psychosocial.  In most 

literature, the principles of palliative and hospice care are therefore similar on many levels as 

demonstrated by the International Association for Hospice & Palliative Care where the goals of both 

can be summarised as 

• Providing relief from pain and other physical symptoms  

• Maximising the quality of life  



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

 

• Providing psychosocial and spiritual care  

• Providing support to help the family during the patient’s illness and bereavement.  

The following provides a broad overview of the palliative model of care from assessment through 

care to end-of-life and beyond. 

Figure 3.1: Integrated Model of Palliative & Hospice Care   
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d from American Medical Association Institute for Medical Ethics (1999).  

 model, a number of different service types operate, some with common structures but 

e variety in the method of service development and care delivery. The service types 

-patient beds, which are part of a hospital or an independent free-standing unit, 

 services and home care, and day units.    In some areas, one or a mix of all may be 

etermined by local needs, preferences and resources.  What is common to all services is 

tration of expertise in multi-professional and/or multi-disciplinary teams to work within 

s be they hospital, inpatient units, community or home-based. Not only are the teams 

or direct work with patients but perform other critical tasks of communication and 

of local non-specialist services (WHO, 2004).    

ARDS IN PALLIATIVE CARE 

gle for a common terminology for palliative and hospice care has progressed 

ally since the hospice movement was established in London in the 1960’s and palliative 

 1970’s.  Consequently, the absence of agreed terminology has to some extent delayed 

pment of international standards and norms.  Nevertheless, the need for practice 

and standards, as in all other areas of healthcare, has been widely accepted and reflects a 

nt to quality and safety for patients and service users irrespective of the care setting.  

are acknowledged as contributing to the development of evaluation and performance 

nd therefore facilitate services’ improvement and development.  
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Despite the differences in terminology and approaches, a number of important practice guidelines, 

norms and standards documents have been devised in relation to palliative care and are successfully 

in operation in a number of countries worldwide.  Examples of some of these documents are listed 

in Appendix 5.  In Ireland in 2001, the Government established the Irish Health Services 

Accreditation Board (IHSAB), which developed the Acute Care Accreditation Scheme (ACAS).  Three 

years later, the IHSAB adapted these standards for Specialist Palliative Care Services called the 

Palliative Care Accreditation Scheme (PCAS). The PCAS has been open on a voluntary basis to 

applications since July 2005. At a local level, Milford Care Centre was the first facility in the country 

to achieve full accreditation as a Nursing Development Unit and to be accredited by the IHSAB 

against the standards for Specialist Palliative Care Services.  

 

Other relevant developments in terms of Irish national standards relates to the establishment of the 

Health Information and Quality Authority (HIQA) in 2007: the functions of IHSAB have now been 

subsumed into HIQA. HIQA aims to promote quality and safety in the provision of health and 

personal social services and has statutory responsibility for setting standards for health and social 

services.  Since 2008, HIQA launched the National Quality Standards for Residential Care Settings for 

Older People. Of relevance to palliative care services, Standard 16 of these standards seeks to 

ensure that each individual would continue to receive care at the end of his/her life which meets 

his/her physical, emotional, social and spiritual needs and respects his/her dignity and autonomy.   

 

More recently, HIQA’s Draft National Standards for Safer Better Healthcare have been devised which 

will create a common understanding of quality and safety in all healthcare settings including those 

that are in primary care settings or are community-based by providing the following: 

• A common language to describe what safe, reliable, high quality healthcare service provision 

should look like 

• Set out what patients can expect from healthcare services 

• Enable all providers to take responsibility for the quality and safety of the healthcare 

services they provide 

• Promote continual improvement in the safety and quality of care nationwide, and across all 

healthcare services 

• Build on established national initiatives for quality and safety. 

 

The foregoing section draws attention to a number of developments and standards that have 

emerged in a relatively short period of time both nationally and internationally.  While variations are 

apparent in a number of areas such as definitions and terminology, there would appear to be a 
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common understanding and agreement on the values and principles that can be identified in the 

literature which have been recognised and endorsed by hospice and palliative care agencies and 

services (Pastrana et al, 2008).   Standards generally can be categorised into a number of common 

themes to cover the patient and patient choice, the carers, the care setting, management and staff, 

resources, information, and education. Of relevance to this evaluation, the remainder of this chapter 

will examine some of the key issues from research relating to the carer, the patient, and the 

management of staff. 

 

3.4 A SYNOPSIS OF RESEARCH RELATING TO CARERS 

Research of Carers’ Experiences in General Palliative Care 

This section considers carers in general palliative care type services and the research highlights the 

lack of available research in this area and the importance for services to include the views of carers 

in service planning and evaluation.   

 

This overview first considers carers’ needs in palliative care and concludes with specific studies of 

carers whose family member was cared for by hospice at home services. Carers are integral to the 

delivery of hospice at home services to support individuals to be cared for and die at home if that is 

their wish (Hudson, 2003). Hudson identified that this role is complex with carers engaged in 

medication administration, symptom management and coordination of care, in addition to 

responsibilities for everyday personal, domestic and social care of the patient.  Given the centrality 

of caregivers’ role, their views are essential to evaluate services and to influence planning and design 

of future provision (Hudson, 2003). Hudson made key recommendations to improve family centred 

palliative care which included:  

• determine key family members as identified by the patient 

• include key family members in the documented multi-disciplinary care plan  

• prepare family members for roles associated with supporting a dying patient 

• assess the family needs for respite information and support 

• assess the need for bereavement support prior to the patient’s death. 

 

Although not specifically dealing with hospice at home services, these recommendations remain 

relevant for specialist palliative care. Hudson also identified that interventions to support carers in 

their caring role were largely not evaluated.  

One study explored the interventions that helped caregivers of patients using home cancer and 

palliative care services through a systematic review (Harding and Higginson, 2003).   This review 

identified 22 interventions and included home nursing care, respite service, social networks and 
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activity enhancement, problem solving, education and group work. Only six of these carers’ 

interventions had been evaluated. The authors concluded there was a need for targeted research 

which addressed the following questions: which interventions best meet carers’ needs; what 

outcomes might be improved and what is the effectiveness of such interventions.  

 

One such intervention, ‘planned respite care’ which is time away from the caring role, was further 

examined by Ingleton et al (2003). They systematically reviewed the literature around the role of 

respite care within palliative care. The authors identified that though respite care was seen as 

something that was beneficial to the carer’s welfare in their caring role, there was a paucity of 

specific literature dealing with the experiences or needs of carers. They also identified practical 

issues in relation to carers’ ability to maintain their own health as well as their social and financial 

well being. Respite care was identified as an area that could be useful to carers. They highlighted the 

need for specific research focussed on this group of people  to explicitly examine the function of 

respite care. 

 

A further Dutch study by Jansma et al (2005) addressed the type of support caregivers require during 

the palliative phase and how this should be organised. A questionnaire based on interviews was sent 

to 65 primary caregivers: 50 participants replied (77% response rate). Most of the respondents (72%) 

were women aged 45-65. The majority of caregivers were either the spouse or the partner of the 

patient. The results indicated that communication was considered to be the most important, 

practical information was second, the third was the caregivers’ health and the least important was 

social networks. Within communication ‘listening to the caregiver’ was a priority as was ‘discussing 

difficult issues’ and ‘talking freely about cancer’. Having access by telephone for emergency and 

regular support was valued. Practical information included ‘nursing skills’ and ‘information about 

medical aids’.   Within the social network aspect, a high priority was given to coping with grief and 

support during and after the patient’s death as well as how to cope with practical and emotional 

problems. The surprising finding from this study suggests the need for bereavement support to be 

included as part of a support programme.  

 

Research of Carers’ Experiences of Hospice at Home Services 

As more hospice at home services have been established, there has been a growth in the  number of 

studies completed within the hospice at home arena that have examined carers, specifically 

bereaved carers’, experiences, with only one study that examined current carers’ perspectives.  

A qualitative study by Grande et al (2004) examined aspects of primary palliative care within the UK. 

Sixty bereaved carers (48 patients with cancer, and 12 with non-cancer) were recruited from a 
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hospice at home service in a semi-rural area. The participants reported that their main need was for 

support that enabled them to give care at home. The important finding to emerge from this work 

was the need for the carers to have access to support, specifically General Practitioners and district 

nurses and provision of equipment. Additional aspects highlighted support for themselves, 

information regarding the patients’ illness and symptom control.  

The study by Exley and Tyrer (2005) echo the above findings. They interviewed twelve bereaved 

carers who had experiences of a hospice at home service in the East Midlands (UK). Their findings 

highlighted four main themes, ‘caring for someone at home’, ‘formal care provided by the Hospice at 

Home, ‘access to out of hours care’ and finally ‘provision of specialist equipment’. All the carers 

emphasised that their loved ones wished to die at home although it was not clear whether this was 

the carers’ choice. This uncertainty may be in some part due to the carers’ concerns re being able to 

manage. Carers were extremely positive about the formal care provided by the hospice at home 

service, not only for their loved one but for the wider family. The importance of respite care was 

highlighted as essential for enabling carers to cope. As reported above, the dedication and personal 

commitment of the nursing staff was highly valued by the carers. Being unable to access out of hours 

care in crisis situations or not accessing specialist staff was an area of concern for carers. A delay in 

provision of specialist equipment to the home caused delay for people in having their loved ones 

return home and this was found to be upsetting and frustrating for carers. Furthermore, the slow 

removal of such equipment after death was also upsetting for carers. This study importantly 

illustrated carers’ perspectives and areas that could be improved for this particular service. 

Limitations to the study included that this group of bereaved carers were caring for relatives with 

cancer, and therefore the findings cannot be commented on in relation to carers for non-malignant 

diseases.  The time period of the interviews may have limited carer recall or recall bias. Importantly 

carers may have been wary of being critical. The authors called for more research of carers’ potential 

concerns to be investigated in more detail.   

A larger survey by McLaughlin, Sullivan and Hasson (2007) explored the bereaved carers’ 

experiences of a hospice at home service delivered in Northern Ireland. In 2002, a postal 

questionnaire was sent to 310 bereaved caregivers; 128 caregivers responded (41% response rate).  

The results related to aspects of provision of care.  ‘Awareness of service’ dealt with a lack of 

awareness of the service and its benefits at the onset of care, with carers indicating that primary 

care team members and general public also lacked awareness – this needed to be addressed to 

enable people to benefit from the service. In the ‘Home Care’ section 95% of carers identified that 

the hospice at home service enabled their loved one to be cared for at home with 98% of carers 

being satisfied with the level of support.  
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However, some identified the need for more night and day cover. Carers identified that the most 

positive aspect of the hospice at home was to enable their loved one to be cared for and die at 

home. The carers (95%) identified that the hospice at home service was able to provide the ‘help 

requested’ and this included equipment, providing physical care and emotional support.  

Additionally, along with social support, respondents reported staff members were courteous and 

approachable, with 94% identifying that the staff were more knowledgeable with higher levels of 

expertise in relation to pain control and illness management than members of the Primary care 

teams and the General Practitioner. They highlight a cautionary note with the findings that mirror 

Exley and Tyrer’s (2005) concerns regarding the impact of gratitude barrier, recall bias on the 

findings and the lack of caregiver characteristics. Overall, the carers were satisfied with the quality of 

service and indicated some areas for improvement for this specific hospice at home service.    

 

Furthermore, a study by Lucas et al (2008) evaluated the Bradford district (UK) Hospice at Home 

service by surveying carers, district nurses and GPs’ experiences. This process evaluation offered an 

opportunity for key stakeholders to give information and assistance to service providers about 

further developments of the service. Of a possible 570 participants, 289 (50.7%) bereaved carers 

returned the questionnaires. The questionnaire asked about the carers’ perceptions of the value of 

the service. Three key areas were identified: the quality of nursing care, medical support and place 

of death. With regards to the quality of nursing care; 262 carers (92%) reported that nurses knew 

about the patient’s condition and how to care for him/her with the majority positive about the 

quality of care with 277 (97%) rating this ‘very good’.  However, 57 (20%) respondents identified the 

need for more nursing help including practical help, and more frequent visits. The use of agency staff 

was a particular issue in this service as 211 carers (76%) identified that agency staff were involved to 

support care and this led to variability and lack of continuity of care giving.  In relation to medical 

support 231 (82%) reported no difficulties in obtaining medical support. The difficulties that arose 

related to ‘lack of medical support’ and ‘lack of drug availability within the area’.  The importance of 

‘death at home’ as a primary goal of Hospice at Home was reflected by the 250 carers (87%) who 

reported the patient had died at home. Carers reported the importance of ‘patient choice’, the 

‘reassuring presence’ of the Hospice at Home service and 'fulfilling a promise’ in relation to the 

individual’s preferred place of death. Interestingly, this service had not achieved its aim of increasing 

the home death rate. The impetus for the Hospice at Home service to get it right first time was 

imperative as the opportunity to do it again for that patient and their caregiver was not likely to 

occur again.  
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More recently, Sekelja et al (2010) examined bereaved cancer carers’ experiences of and preference 

for palliative care in Sydney, Australia. Thirty carers were interviewed by telephone. Data were 

analysed using Interpretive Phenomenological Analysis (IPA). The five main themes identified were 

(1) the meaning of palliative care (2) timing of palliative care (3) valued aspects of palliative care, (4) 

end of life issues, preparation for death and (5) after the patient’s death. The meaning of palliative 

care encompassed the carers defining palliative care as a service used for caring for people with a 

terminal illness or someone requiring support at home ‘for the last few weeks of life’ or ‘when there 

is no hope left’. Carers highly valued the provision of specialist equipment or facilities. As described 

elsewhere, carers emphasised the importance of palliative care in controlling symptoms and pain 

relief. In relation to preference of timing of palliative care, most (23/30) reported care was timely. 

Importantly, the authors changed this question area following thirteen interviews to ask carers 

directly about their preference for introduction of the service; a) when cancer is found to be 

incurable or b) later when there are difficult symptoms; the majority preferred a later introduction 

to the service. They recognised that patients might be alarmed by the introduction of end of life 

care. Carers valued the social contact the team provided and the respect and understanding they 

demonstrated. Many felt reassured by having access to palliative care nurses to ask questions, 

receive adequate information and practical assistance with caring skills. A small number only 

commented on accessing psychological support and counselling for them and the patients. Only 

twelve carers felt prepared for the death of their family member. The remainder (18) felt 

unprepared. The role of palliative care for preparation for death was found to be limited. Following 

death, 50% of carers said the palliative care team was helpful by phoning, providing counselling and 

concern for the whole family.  Others reported that care provided when the patient was alive was 

sufficient.  

The experiences of current carers in the research literature are limited. One Australian study 

explored current carers who were using home based palliative care services. Zapart et al (2007) 

examined the impact caring had on 82 informal current carers of patients with cancer who were 

registered with two community palliative care settings. This was a response rate of 26% of the total 

number of patients registered (314) and 40% of those eligible for the study (205).  Carers were 

mostly women, and the age of the majority of carers ranged from 61-80 years.  Carers reported that 

they wished to be involved as carers and that this was important to them. Most (84%) said they 

enjoyed caring for the person. Zapart et al (2007) found that carers providing care were involved in 

personal activities of daily living, household tasks, administration of medication and other 

organisational tasks, with the principal carer providing most help: up to 11 hours daily. Of this 

sample group, 51% of care recipients died at home, which was much higher than the overall home 

death rate for the two services (23%-33%). The authors proposed that this may have been due to the 
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nature of this sample group. The carers’ mental health scores were lower in relation to the 

Australian population; however, their physical health was the same. Carers reported the need for 

information and advice, in-home respite care, help with household tasks and financial support. 

Limitations included the fact that the sample was English speaking and only from a metropolitan 

area. The recruitment rate for the study was deemed to be low due to current carers having 

difficulty coping and their need for a high level of support.  Zapart et al highlighted that informal 

carers were under considerable stress and they reinforced the need for carers’ own well being to be 

recognised by the service provider and programmes to support them developed. This study adds to 

the literature as it dealt with current carers’ experiences of caring.    

 

Most recently, two systematic reviews examined informal carers’ needs in palliative care (Docherty 

et al, 2008) and in home-based end of life care for people with cancer (Bee et al, 2008).  Docherty et 

al (2008) conducted a qualitative systematic review of the knowledge and information needs of 

informal caregivers in palliative care. Thirty-four studies were included and were of varied designs 

with thirteen using questionnaire/surveys.  The outcomes of these studies highlighted caregivers’ 

multiple concerns and inadequate knowledge in relation to pain management, side effects of 

medication and disease course. Caregivers also reported confusion with medication administration, 

dosage and timing. Communication between caregivers and health professionals was a key issue 

with regard to knowledge provision and caregiver understanding. A further issue cited was that 

there is an onus on health professionals to offer opportunities for communication. The authors 

concluded that there was a need for effective research deploying consistency of research design and 

evaluation. There was also a need for the greater recognition of the dynamics of care including the 

patient, carer and service provider triad. The need for further research was emphasised to 

incorporate the perspectives of patients, service providers and caregivers.  

 

Bee et al (2008) specifically examined the needs of informal care givers in providing home-based 

care. Although this review does not focus specifically on hospice at home services it highlights many 

of the findings reflected in previous Hospice at Home studies. The studies varied in method and 

rigour and the reported response rate ranged from 13-100%; the results were generally similar and 

the authors supported their face validity.  The synthesis of the included studies fell into four main 

areas: ‘informational, supportive and educational need of carers’, ‘possible consequences of 

deficits’, ‘factors influencing the ability of carers to perform practical nursing tasks’ and ‘potential 

interventions aimed at meeting carers’ needs’. The studies found that there was a lack of accurate 

information and a perceived reluctance for health professionals to provide caregivers with adequate 

guidance. Knowledge gaps were identified across a range of areas including: access to equipment 

and specialist services, medication and symptom management, continence and dietary control. 
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Where information was provided issues with its delivery, content or timing were found.  Similarly, 

carers reported that it was difficult for them to provide basic nursing care and they reported 

negative experiences of availability of nurses to assist with nursing tasks. The requirement for 

practical nursing support and nursing based information was a consistent finding that is insufficiently 

addressed. There was a need for such educational programmes to be designed and delivered to 

individuals or groups with flexibility to meet the needs of carers at different stages of the palliative 

care journey.       

 

Their systematic review highlighted a lack of practical support related to the inadequate exchange of 

information. Informal carers in palliative care settings requested more practically focussed 

information with improvement in the quality and dissemination methods of such information. The 

need for information and skills training was highlighted together with a need to involve carers in the 

design and development of new education interventions.  

 

Bereavement Support 

Support for bereaved carers has been highlighted in a number of the studies above (Sekelja et al, 

2010; Jansma et al, 2005).  Keegan et al (2000) addressed bereavement support in Ireland, 

identifying this as a quality issue that should reflect hospice and palliative care philosophy ‘of a good 

death’.  Respondents with involvement in supporting bereaved individuals took part in either a 

postal survey or telephone interview. The results indicated that the needs of bereaved individuals 

and families were not being met. The respondents highlighted the importance of access, 

responsiveness and choice for individuals. Importantly, they also emphasised allowing grief to be 

normal and supported through the informal and formal networks.  Staff training needs, integration 

of services, staff support in bereavement related areas were all rated as below standard or 

fragmented. This research recommended the need for continuing education and support systems for 

those involved in caring for the bereaved.    

 

Recently, Roberts and McGilloway (2008) examined the use and nature of bereavement services 

specifically in an Irish hospice setting. The four main elements of the bereavement support services 

offered included (a) bereavement follow up contact to a family member by hospice staff; (b) a 

Monthly Memorial Ceremony (MMC); (c) a Bereavement Information Evening (BIE) and (d) 

Volunteer Bereavement Support Services (VBSS). A postal survey was sent to all bereaved clients 

who had been invited to one or more of these bereavement support services (n=517). The 

Bereavement Service Questionnaire was tailored to meet the needs of the bereaved carers as not all 

had accessed all three services. Overall, 243 (47%) people returned the questionnaire and the 

majority reported satisfaction with the bereavement service.   In relation to bereavement follow up 
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contact, 67% (112/167) found these contacts helpful. The majority (86%, 66/77) who attended 

memorial services were satisfied with the services. Of the third of people who attended the 

bereavement information evening (26/78), the majority (84%, 22/26) were satisfied with the support 

provided. The Volunteer Bereavement Support Service (VBSS) was accessed by 147 people, 52% 

(76/147) returned questionnaires; of these, 70% (53/76) were satisfied with the service. The 

majority of respondents were satisfied with the services. There were some areas for improvement 

with regards to informing bereaved families of the services and including more group sessions. This 

study added to the evidence base and supported that the number of services offered at this hospice 

were well received and met the majority of bereaved carers’ needs. 

 

In summary, over the past decade researchers have identified a range of issues for hospice-based 

services in terms of the needs and support requirements for informal carers who are caring for 

patients at home. Most common and recurring issues relate to the role that the informal carer and 

the importance of ensuring the informal carer is valued as one of significant players in the overall 

support for the patient.  In this context, the range of carers’ needs must receive due attention and in 

the research reviewed, findings identified the following as the key needs identified by carers 

themselves: the usefulness of staff support, access to adequate knowledge and practical nursing 

skills, access to out-of-hours services and the need for information, education and bereavement 

support.   

 

3.5 TEAM WORKING & INTER PROFESSIONAL WORKING 

The importance of teamwork has long been emphasised in health and social care in order to 

accommodate the changing healthcare needs and contexts of health and social care provision 

(Petrie, 1976; Greener-Temkin, 1983).  Consequently, multi-disciplinary teamwork or inter 

professional working has become an essential aspect of health care. Working in a multi-disciplinary 

team requires many skills, which involves team members understanding, not only, their role but also 

the role of other professionals involved. 

 

The nature of multi-disciplinary teamwork is not always clarified within either policy or practice. 

Leathard (1994) makes a clear distinction between inter professional teams and multi-disciplinary 

teams, discussing the latter as having different professional backgrounds but who make 

complementary contributions to patient care as is reflected in the Hospice at Home Service.  She 

further proposes that an inter professional team focuses on the sharing of resources, skills and 

responsibility, and suggests that the interdependence of the team members can provide a better 

service than if the various professionals worked alongside but independently of each other. 

Ovretveit, Mathias and Thompson (1997) offered a definition of inter professional working that 
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focuses on communication and co-operation as strategies for achieving a common goal, making 

special reference to the relations between professional groups. 

 

Multi-disciplinary team care is considered to have numerous advantages over traditional care. The 

frequently cited advantages include improved planning, more clinically effective services, a more 

responsive and patient focused service, the avoidance of duplication and fragmentation and more 

satisfying roles for health care professionals (Royal Pharmaceutical Society of Great Britain & British 

Medical Association, 2000; Molyneux, 2001).  However, there is evidence to suggest that there are 

problems associated with inter-professional working. Role definition and blurring, communication 

and turf issues being the most commonly cited (Burke et al, 2000; Dalley & Sim, 2001; Atwal, 2001; 

Connor et al, 2002). Therefore, difficulties can arise when team members are not aiming for the 

same goal or when individual members have not completed specific tasks.  

 

Within palliative care, inter professional working and collaboration is identified and recognised as an 

essential of practice (Vickridge, 1998; Meier & Beresford, 2008; WHO, 2010).  A literature review by 

Bliss, Cowley & While (2000) stressed that difficulty in team working may not be due to individuals 

but differences in language, philosophies and infrastructures.  In the clinical guideline ‘Improving 

supportive and palliative care for adults with cancer’ NICE (2004), it is recommended that multi-

disciplinary teams should implement processes to ensure effective communication within and 

between team members and with other service providers with whom the patient has contact. The 

need for continuity of care is stressed and the need for a key worker posited.  

 

Health and social care professionals may have to overcome obstacles to ensure that teams function 

effectively including: acknowledging and negotiating differing perceptions of teamwork, different 

levels of skills acquisitions to function as a team member and issues of status; infrastructure and 

logistics. More recently, Forrest & Barclay (2007), stressed that palliative care was a task for 

everyone and that the skills required to give good end-of-life care are the ones used at all phases of 

life including: ‘information gathering through good communication, examination and diagnosis, 

shared management plans, good handover, and review, which are supported by specialist advice, 

ongoing learning, and good out of hours care’ (p.503).  

 

The findings from this literature overview suggest that an effective team require  staff members who 

understand the ‘inter professional team’ concept. It requires teams to value each individual 

contribution to the team and for leaders and managers to allow its members to express opinions 

even though these opinions may lead to conflict. Hence, inter professional teams need a common 

purpose on which members are agreed and which they work collaboratively to deliver.  
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3.6 CONCLUSION 

Finally, the care of patients is a challenging experience not only for family and informal carers but 

also for the health professionals working inter professionally.  The development of the healthcare 

sector relating to the care of patients in palliative care settings is on-going with many aspects of the 

sector still in need of agreed terminology, definitions, protocols and standards.  Further research in 

terms of needs assessment, carer surveys and team evaluations are required to ensure future 

developments are more accurately devised in response to carers’ needs. 

 

Nevertheless, significant progress has taken place and with the emergence of the recently 

established All Ireland Institute of Hospice and Palliative Care (AIIHPC) and as standards are more 

widely endorsed and become an integral part of all services, the needs of carers will be better met, 

supported and resourced. In terms of palliative home-based care, the implications of these 

developments for both carers and more importantly for the patients in their care, will mean greater 

dignity and quality of life for the end stages of life.   
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CHAPTER 4 FIELDWORK – CARERS’ SURVEY   
 

4.1 INTRODUCTION  

This is the first part of the overall fieldwork for the evaluation and covers the carers’ perspective on 

the Hospice at Home Service.  By involving the carer, as a service user, the survey was a key part of 

the evaluation to promote “... people to become actively and genuinely involved in defining the 

issues of concern to them” (HeBE, 2002).  As discussed in Chapter 2 of this report, involving service 

users is in line with other national policy documents such as the Vision for Change (HSE, 2006) which 

states “involvement of service users and their carers should be a feature of every aspect of service 

development and delivery” and the HSE National Strategy for Service User Involvement in the Irish 

Health Service 2008-2013 which states that “service users, especially those whose voices are seldom 

heard, have a right to be involved in the development of the health and social services that they use 

and this is a key element in the delivery of patient-centred care”. 

 

Furthermore, the survey has also enabled Milford Care Centre to meet the Draft Standards and 

criteria put forward by HIQA (2010) by placing service users’ needs and preferences at the centre of 

service design, planning and delivery and by ensuring that service users actively participate in their 

own care. 

 

This survey of carers was undertaken between January 2009 and May 2010 and was aimed to assess 

carers’ perceptions of the quality of the Hospice at Home Service. From a number of studies, carers 

indicated that while providing the care can be both an enriching and rewarding experience, 

particularly if adequate supports are provided, caring was at times perceived as a source of burden 

and stress.  The research review also drew attention to the need for further studies into the needs of 

the informal carer and the importance of assessing whether current services were providing 

adequate supports and effectively meeting carers’ needs.   

 

4.2   STUDY POPULATION  

The population under study comprised the families and informal carers of patients availing of the 

Hospice at Home Service between 1 January 2009 and 31 May 2010.  This time period, referred to 

as the ‘reference period’, was selected as it reflected the period during which the service was 

operational in its current form.  The total number of patients availing of the service during the 

reference period was 1,132. 

  

Given the context of the type of service and the sensitivities of the patients involved, the sampling 

strategy applied a number of exclusion criteria.  These related primarily to the families of patients 
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who were previously or currently involved in other Milford Care Centre studies at different times 

during the same reference period.  For bereaved carers, the inclusion criterion was a minimum of 

six months post bereavement and carers of patients who died in less than that time were excluded. 

 

At the outset of the survey, it was anticipated that the total population would involve 450 carers 

divided between 225 current carers and 225 bereaved carers. However, by the time data collection 

commenced in June 2010, the majority of patients (917/1132) who had used the service during the 

reference period were deceased.   When the exclusion criteria were applied, the resulting number 

of current patients minus the number of deceased patients meant that the total population of 

current carers was considerably reduced to 215 eligible carers.   It was therefore decided that all of 

these carers were invited to participate in the study. 

 

In terms of bereaved carers, those who had been bereaved for less than six months were not 

included in the study which resulted in an exclusion of 372 bereaved carers and a reduced 

population to 545 eligible bereaved carers.  A sample size of 240 was then generated by computer, 

which equated to 44% of the eligible population. This was slightly larger than the original planned 

sample size but the additional number was included in order to address the shortfall in the number 

of current carers.  Figure 4.1 illustrates the sequence of recruitment.  

 

Invitation letters to participate were issued to eligible carers and bereaved carers. In response to 

the invitation, 51 current carers and 17 bereaved carers declined which resulted in a total of 387 

questionnaires being issued.   A period of ten weeks was targeted by the evaluation team for the 

return of all questionnaires. Initially carers were asked to return the questionnaires within a three 

week period; however, due to the response rate at that point, it was decided to extend the 

timeframe in an effort to increase the numbers of completed questionnaires.   
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Figure 4.1: Sequence of Recruitment & Response Rate 

 

 

From the total number of questionnaires issued, 122 valid questionnaires were received relating to 

81 from bereaved carers and 41 from current carers. Thirteen questionnaires were returned by the 

postal service for various postal problems, e.g. incorrect address, not known at this address, etc. 

Seven questionnaires were returned by the recipients stating that they were unable to participate or 

that they did not feel that the survey was appropriate for them.  Three completed questionnaires 

arrived more than three months after the specified return date and could not be included. The valid 

sample size was thus reduced by 23 to 364 of which the final number of returns yielded an overall 

response rate of 33.5%; this related to 36% (81/223) from bereaved carers and 25% (41/164) from 

current carers.    

While follow-up strategies in the form of repeat mailing or telephone contact offer an effective 

means of maximising responses to postal questionnaires in health care research, due to the 

anonymity of the questionnaire format, it was not feasible to send reminders or contact carers by 

phone. Moreover, the acceptability of repeated contacts with the specific target group and the 

ethics relating to this were considered as inappropriate in this particular study. The final response 
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rate though moderate, was accepted for analysis given the sensitive nature of the topic being 

studied.   

 

4.3 SURVEY INSTRUMENT  
The instrument used in the carers’ survey was a postal self-completion questionnaire (see Appendix 

6) which was developed collaboratively between the evaluation team and the Evaluation Steering 

Committee.  The use of the postal questionnaire was chosen as it offers one of the most cost-

effective modes of collecting patient based outcomes in health care research (Nakash et al, 2006) 

and allows contact with a larger number of people in a more efficient way than other survey tools.    

 

The development of the questionnaire was based on a number of previously validated survey tools 

including an audit tool from the National Forum for Hospice at Home UK and a questionnaire used 

in an internal review of the Hospice at Home Service by Milford Care Centre.  The questionnaire 

also incorporated a number of questions used in the National Audit of End-of-life Care in Hospitals 

in Ireland, 2008/2009 (McKeown et al, 2010)  which were based on the Quality of Death and Dying 

(QODD) Instrument2 and the Family Evaluation of Hospice Care (FEHC) Scale3. It was envisaged that 

the inclusion of questions from these instruments would offer the potential to compare some of 

the Hospice at Home evaluation findings with the National Audit findings.  

 
The questions that were incorporated from the QODD instrument related primarily to psychological 

symptoms of personal well-being and those from the FEHC tool related principally to the quality of 

the care across a number of domains including communication, symptom management, respect for 

patient’s wishes and emotional support for carers.  A number of additional questions were also 

included to cover specific aspects of the Hospice at Home Service such as bereavement support.  

 

The questionnaire comprised both multiple choice and open-ended questions. For the most part, 

Likert scales and multiple-choice questions were used in preference to single measures in order to 

give respondents a greater opportunity to express a wide variety of views.  The questionnaire was 

then modified to accommodate the two sets of carers, i.e. current and bereaved and therefore two 

separate but similar questionnaires resulted.   

 

The questionnaires were then piloted with a sample of previous or current carers.  The pilot phase 

allowed for identification and amendment of problems such as interpretation, ordering of questions 

                                                           

2 Developed by, and available from, the University of Washington End of Life Care Research Program at: http://depts.washington.edu 
3 Developed by and available from the National Hospice & Palliative Care Organisation (NHPCO), Virginia, USA at: www.nhpco.org.  
The Family Evaluation of Hospice Care (FEHC) was developed by Teno &Connor at Brown University,USA and is based on a previously 
validated scale, Toolkit After-Death Bereaved Family Member 
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and ambiguities surrounding the instructions.  The questionnaires and accompanying explanatory 

notes were subsequently revised.  The estimated approximate completion time for the final 

questionnaire format was twenty minutes. 

 
4.4 ANALYSIS OF DATA 
The quantitative data was analysed using Predictive Analytic Soft Ware 18.0 (PASW) formerly 

known as SPSS.  This consisted of descriptive statistics as well as within and between group analysis 

to determine if significant differences existed between the surveyed groups. In order to facilitate 

comparison between the findings in the current survey and the National Audit, data were treated 

similarly in both studies. The qualitative responses were then coded and thematically analysed.  

 

The similarity of the questions within the questionnaires for bereaved and current carers permitted 

the responses to be combined together for the purpose of some parts of the analysis.  This 

provided a larger sample size and allowed for a more comprehensive interpretation than if findings 

for current and bereaved carers were considered independently. Where different questions were 

asked, such as those relating to bereavement which were not included in the current carer survey, 

responses were analysed separately. In general, no statistically significant differences were found 

between groups. However, when significant differences were detected, they are mentioned in the 

relevant section. 

 

4.5 THE FINDINGS 

 Respondent Profile  

The breakdown of the respondents’ profile is shown in Table 4.1.  As with a number of other 

studies, the majority of respondents were female.  Respondents ranged from 33-86 years with the 

majority (25%) in the age cohort 45 to 54 years.  Almost half of the respondents (47%) had been 

caring for a partner or spouse and 8% had been caring for an ill child. The majority of respondents, 

60% were from Limerick, 23% were from Clare and 14% were from North Tipperary. 
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Table 4.1: Profile of Respondents (Current & Bereaved Carers) 

GENDER NUMBER OF RESPONDENTS % 

Male 36  30% 

Female 86 70% 

AGE NUMBER OF RESPONDENTS % 

25-34 2  2% 

35-44 25  20% 

45-54 31  25% 

55-64 23  19% 

65-74 26  21% 

75-84 14  11% 

85+ 1  1% 

RELATIONSHIP TO PATIENT NUMBER OF RESPONDENTS % 

Spouse/partner 58  47% 

Parent 44  36% 

Child 10  8% 

Sibling 4  3% 

Other relative 4  3% 

Friend 2  2% 

LOCATION OF RESPONDENTS NUMBER OF RESPONDENTS % 

Limerick 73  60% 

Clare 28  23% 

North Tipperary 17  14% 

Other 4  3% 

TIME WITH SERVICE NUMBER OF RESPONDENTS % 

<6 months 73  60% 

6-11 months 22  18% 

12-17 months 4  3% 

18-23 months 8  7% 

24-29 months 2  2% 

30-35 months 10  8% 

>36 months 3  2% 
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Referrals & Expectations of Service 

Figure 4.2 shows that the three main routes of referral to the Hospice at Home Service were either 

by a doctor in the hospital where the patient was attending, by the General Practitioner or by a 

specialist palliative care nurse based in a hospital. It was reported that the remainder of referrals 

was by Public Health Nurses (PHNs), other hospital staff or other routes. However, as the Hospice 

at Home Service referrals do not come from PHNs directly, but via GPs, responses suggest that 

some carers may not have been clear on how patients were referred.  

 

Figure 4.2: Referral Route to the Hospice at Home Service  

N=122 

 

Referral ‘at the right time’ was reported by 96% of respondents (117/122) and 98% (120/122) 

reported that the first visit from a member of the team was also made at a convenient time.  The 

provision of information at this first visit was deemed to be satisfactory for 91% of respondents 

(111/122).  

 

Figure 4.3 gives a percentage breakdown of the respondents’ expectations of the Service compared 

with the actual services that were received.  The most commonly reported services (expected and 

received) related to ‘Practical Advice’, ‘Symptom Control’ and ‘Assistance to Help the Patient to 

Stay at Home’.  In all but two areas i.e. ‘Availability in a Crisis Situation’ and ‘Supporting Open 

Communication within the Family’, the Service received exceeded respondents’ expectations. 
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Figure 4.3: Respondents’ Expectations of Services compared with Received Services  

 

Usefulness of Practical Care, Symptom Control & Support to Remain at Home 

Figure 4.4 shows that almost 75% of responses (91/122) indicated that the nursing care received 

was ‘very’ useful, 18% stated it was ‘quite’ useful (22/122), and only 4% reported ‘not useful’ 

(5/122). The practical advice provided by the team was perceived by 80% of responses (98/122) as 

‘very useful’ and 82% (100/122) indicated that the level of symptom control provided was also very 

useful.    Enabling patients to be cared for and ultimately die at home as their preferred choice is 

one of the underlining principles of the Service.  Almost 92% of respondents (112/122) indicated 

satisfaction with the service in allowing the patient to remain at home. When coupled with those 

who reported that the service was ‘quite useful’, the total response reached 98% (120/122).  

 
Figure 4.4: Usefulness of Practical Care, Symptom Control & Enabling Patient to Remain at Home       (N=97) 
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Usefulness of Out of Hours, Crisis & Respite Care 

The number of responses in relation to out of hours, crisis support and respite care was generally 

low, which may be a reflection on the use of the services by the study population. Nevertheless for 

those who availed of the services and responded in the questionnaire, a high level of satisfaction 

was reported in the majority of responses.  The night-time visits and the 24-hour availability of 

support were both highly valued with 81% and 70% reporting them as ‘very useful’ respectively.  

 

Of the respondents who received respite, 85% (35/41) found the service ‘very useful’ and of the 

respondents who had the opportunity to receive a break from caring responsibilities, 60% (32/53) 

described the break from their caring duties as ‘very useful’.  For those who availed of night-time 

care, 75% (35/47) of responses indicated that it was very useful in allowing them to sleep easily and 

76% (35/47) were satisfied with the service at a time of crisis. 

 

Figure 4.5: Usefulness of 24-hour Service, Time-Out, Respite & Out of Hours Services 

 

N=26-87, depending on specific item 

 

Usefulness of Psychosocial Aspects of Care & Telephone Contact 

Facilitating open communication within the family was perceived as very useful by 68% of 

respondents (43/63).  The level of satisfaction with spiritual support appears to be lower relative to 

other types of support provided, with the highest percentage of responses being 56% (24/43) 

stating it as ‘very useful’ and 14% (6/43) reporting it as ’not useful’. In total, 35% of respondents 

(43/122) reported receiving such support.    

 

In terms of questions regarding whether the service met patients’ emotional needs, over 80% 

(72/86) reported that the service was either ‘useful’ or ‘very useful’.   Similar levels of satisfaction 
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were reported regarding the day-time telephone service which was perceived by 86%  (82/95) as 

‘very useful’ with  76% of respondents reported that the night-time service was ’very useful’. 

However, the night-time service was only used by 59 of the respondents and some conveyed that 

the service was not available in their area or were told to contact their out-of-hours GP service 

when they telephoned. 

 

Use & Satisfaction with Care Professions 

Responses indicated significant variations in the ‘use’ of different professions as illustrated in the 

following figure with the nursing service being used by the highest number of respondents and 

pastoral care used by the lowest number.  However, interpretations of the data must bear in mind 

that differing numbers of health personnel are involved in the service and variations also exist in 

the availability of professions across the catchment area.  The following figure also includes data on 

the reported levels of satisfaction with individual professions and combines responses that stated 

‘very useful’ with ‘quite useful’. 

 

Figure 4.6: Use & Usefulness of Individual Professions 

 

Many respondents also provided free text comments about how useful they rated members of the 

Hospice at Home team. A selection of these general comments is provided below. 

“The girls are wonderful nurses. They are very good to Mam. It's not just about relieving her pain. They 
come in and talk to her. She enjoys their visits. They pick her up when she is feeling down. The weekend 
staff that visit Mam are wonderful. They are always on time even when they have to travel from far 
away. Her recent visit to Milford was wonderful. She got the best care provided. We as a family are 
grateful to Milford for all their help in taking care of our mother.” 

“Could not be any more helpful.” 
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“The staff are all very well trained and communicate well. They are also clear in what their role and 
purpose is. They do not hide what lies ahead but they inform and prepare those involved. They offer 
their assistance when we need it. We know all we have to do is ask and they will help where possible.” 

 

Access to & Communication with the Team 

In questions enquiring whether carers could access team members, 75% of respondents (86/112) 

reported that they were always able to make contact with the team when necessary. When asked 

about each specific profession, between 59% and 75% of respondents stated that care could 

always be accessed.   However, between 3% and 27% of respondents stated that care was only 

available ‘sometimes’ or ‘never’ (depending on specific profession) when they needed it.  

Figure 4.7: Availability of Care across Professions 

 
N=29-103, Depending on Profession 

 
 
Carers were also asked about communication in three main areas: (i) how sensitively they were dealt 

with during telephone contact, (ii) whether sufficient time was allowed for the carer to explain their 

concerns fully and (iii) whether satisfactory answers were provided to their questions. For the most 

part, respondents were ‘Always’ or ‘Usually Satisfied’ with these aspects of communication.  There 

was a significant difference across counties in relation to the level of sensitivity of telephone 

communication. Specifically, County Clare was rated lower than either Limerick or North Tipperary4. 

The breakdown for each component for all three areas combined is illustrated in the following table. 

 
  

                                                           

4 Using Cross tabs with a Chi square statistic (p<.001); Clare: mean=3.67, Limerick: mean=3.98, North Tipperary: 
mean=3.93. For all counties, median=4  
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 Table 4.2: Perceptions of Specific Aspects of Communication 

COMMUNICATION ALWAYS USUALLY SOMETIMES NEVER 
Sensitivity 90% 9% 0% 1% 
Time to Listen 86% 11% 2% 1% 
Questions Answered 79% 18% 3% 0% 

  N=107-116, Depending on Item 
 

The perception by respondents of the quality of how the team communicated about the patients’ 

illness and continuing care was reported as very good for 75% (66/88) of patients and 69% (74/107) 

of carers. While 52% (62/119) of carers stated that ‘place of death’ had not been discussed with the 

patient, 57% (42/74) stated that it would not have been beneficial for this issue to be discussed 

with the patient. This needs to be considered in the context that the team care for patients at 

many different stages of their illness and there are times, perhaps early in an illness, when it may 

not be appropriate to discuss such plans.  

 

There was a statistically significant association between whether or not discussion had taken place 

with the family regarding the place of death of the patient and where that patient died (analysis 

using cross-tabs with a Chi2 statistic p<0.05).  Specifically, for 66% of patients who died at home, 

their place of death had been discussed with family/carers, whereas for those patients who died 

elsewhere, only 23% had had a discussion with the Hospice at Home team in relation to the 

preferred place of death of the patient. However, there is no evidence that this is a causal 

relationship. The comments received around this issue can be grouped into three categories as 

outlined below.  

1. Carers who indicated a preference 
to delay the discussion 

“This needs to be done, but maybe it is the intention to do this 
at the appropriate time” 

 “As it is early in the illness, this question might need to be 
shelved for a time” 

“At the moment, my husband is well enough to be at home. 
When the time will come we know we will be able to discuss 
this with them” 

2. Carers who indicated a preference 
for the intervention of someone 
else to assist in broaching the 
subject with the patient and other 
family members 

“It is very useful when someone such as a hospice nurse 
introduces this subject and preferably when as many of the 
family are together as the family are inclined to avoid the issue 
or unfairly leave the decision to other members of the family. 
So it was very important that the hospice nurse facilitated this 
discussion. Family often pay more attention to someone like a 
nurse and are less inclined to argue in a formal discussion.” 

3. Carers who indicated that they 
themselves decided that the patient 
should not know about their illness 
or patients that refused to address 
the issue with anyone 

“Wants to be cared for in own home. Won't discuss death” 

“We did not want our mother to know about her illness and 
the home care team respected our wishes.” 
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Fifty-five percent (59/107) of respondents stated that no member of the Hospice at Home team 

had raised this issue with them. Of those with whom it had not been discussed, only 20% (11/55) 

were confident that it would have been beneficial and 60% (33/55) confident that it would not 

have been beneficial. Further data analysis indicated discussions about the continuing care and 

place of death of the patient were significantly more likely to be held with the patient’s 

family/carer than the patient themselves, which highlights, amongst others, issues around patient 

and carer control and ‘right to know’.  

 
Ability to Spend Time with Family/Friends as Wished 

Carers were asked to report on the extent to which the patient was facilitated in spending time as 

they chose and specifically in relation to time with their spouse/partner, their children, other family 

members and friends, and alone.  The following table illustrates the extent to which being cared for 

at home positively affects patients ability to spend time with their spouses/partners (100% 

reporting ‘most/all of the time’), their children (98% reporting ‘most/all of the time’), and other 

family members and friends (97% reporting ‘most/all of the time’). It appears to be slightly less 

successful in allowing people to spend sufficient time alone (86%, reporting ‘most/all of the time’). 

 

Table 4.3: Ability to Spend Time with Family/Friends as Wished 
 ALWAYS USUALLY SOMETIMES NEVER 

Spouse/Partner 86% 14% 0% 0% 
Children 86% 11% 2% 1% 
Other Family/Friends 87% 10% 1% 2% 
Alone 65% 24% 6% 5% 

  N=71-91 

 
Maintaining Dignity, Respecting Patient’s Wishes & Quality of Care 

The majority of respondents were satisfied with the quality of care. Ninety-six percent (112/115) 

reported that the patient’s dignity was maintained ‘most’ or ‘all of the time’, 81% reported 

(87/107) that the service was very good in relation to caring for the patient in accordance with 

his/her wishes, and 80% (90/112) reported that the service was successful at ensuring patient 

symptoms were kept at a level that was acceptable for them. In terms of providing emotional 

support to the carers, 87% of respondents (95/110) reported that the service was either ‘very 

good’ or ‘good’.    

 

Overall, carers reported the quality of care as ‘very good’ (97/116) for patients.  Also, 84% (65/77) of 

carers reported there was nothing more that the Hospice at Home Service could have done for the 

patient during the last week of their life. A slightly lower, eight out of ten carers (90/112) reported 

that overall care quality for them was ‘very good’. Statistical analysis showed that the quality of care 
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was perceived as being significantly higher for patients than carers (related samples Wilcoxon signed 

ranks test; p=.001, test statistic=3.5).  

Table 4.4: Respondents’ Perceptions of Respect for Patient’s Wishes & Quality of Care 

 
ITEMS 

VERY 
GOOD GOOD 

MODERATELY 
GOOD POOR 

NUMBER OF 
RESPONDENTS 

Respect for Patients’ Wishes 81% 15% 2% 0% 107 
Management of Symptoms  80% 17% 3% 0% 112 
Emotional Support to Carer  65% 22% 5% 3% 110 
Quality of Care Received by Patient  84% 13% 1% 0% 116 
Quality of Care Received by Carer 80% 12% 2% 3% 112 

 

In spite of the overall positive responses, the research noted that three respondents had reported 

that patients in their care had not been treated with dignity and respect any of the time.  The 

responses of these respondents were further examined to see if any systematic differences existed 

between them and other respondents. Whilst no statistically significant differences emerged due 

to the small sample size, a number of interesting points are noted such as the patients in each case 

had been receiving care for only a short period i.e. one patient for less than one month and two 

patients for two months.  Other points are illustrated in the following table which show that most 

responses received lower than the average ratings compared to responses from the total number 

of respondents. 

Table 4.5: Responses of Three Respondents to Specific Items Compared with Responses of All Respondents  
ITEMS MEAN FOR 

ENTIRE 
SAMPLE 

NUMBER OF 
RESPONDENTS 

RESPONDENTS’ 
RATING 

(1=Poor, 10=Excellent) 

Communication with Carer Regarding 
Patient’s Illness 

8.79  2 
1 

5/10 
Don’t know 

Quality of Life of the Patient During Last 
Week 

8.19 1 
2 

1/10 
4/10 

Provision of Care that Respected Relatives 
Wishes 

9.31 1 
2 

1/10 
Don’t know 

Management of Physical Symptoms  9.25  1 
2 

1/10 
2/10 

Emotional Support to Family  8.51 2 
1 

1/10 
3/10 

Quality of Care Received by Patient  9.31 1 
1 
1 

1/10 
7/10 
8/10 

Quality of Care Received by Carer 9.01 1 
1 
1 

1/10 
2/10 
3/10 
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Quality of Death and Dying 

The survey of bereaved carers revealed that the majority of patients, 57% (46/81), receiving care 

from the Hospice at Home Service died at home, with 32% (26/81) dying in hospital, 4% (3/81) 

dying in a nursing home and 6% (5/81) in a hospice (see Figure 4.8).  

 

Figure 4.8: Place of Death of Patient       

            N=81 

 

These numbers contrast with those collected by MCC between 2009-2011 (see Appendix 6c) which 

indicated an increase in the number of Hospice at Home patients dying in their own home and 

within Nursing Homes, and a decrease in the number dying in the Hospice and hospitals. Collectively 

the combined Home and Nursing Home deaths demonstrated an 11.95% increase in the number of 

Hospice at Home patients dying at ‘home’ over the three year period. During the same period, there 

was a 4.59% and a 7.76% decrease in the number of Hospice at Home patients dying in hospital and 

hospice respectively. The reason for the difference in the numbers between those collected in the 

evaluation survey and those documented by MCC is unclear but the survey numbers reflect only a 

selection of those who used the Hospice at Home Service and not the total population. The smaller 

evaluation sample may not have had the same range of demographics or length of using the Service 

as the larger MCC database. 

 

The majority of the carers who responded in the survey stated that their loved ones died in their 

preferred place (72%, 58/81) but 15% of respondents (15/81) stated that patients were unable to 

die in the place of their choosing.  A further 14% of respondents (11/81) stated their uncertainty 

regarding the patient’s preferred place of death. However, in 29% of the cases (10/35) where the 

Home
57%

Hospital
32%

Hospice
6%
Nursing Home

4% Other
1%



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

53 
 

patient did not die at home, the respondent believed that if additional support had been available 

to the carer, it would have been possible for the patients to die at home.   

 

Almost half of the respondents, 49% (40/81) reported that patients were able to say goodbye to 

their loved ones. There was no statistically significant association between the place of death of the 

patient and their ability to say goodbye (analysis using cross-tabs with a Chi2 statistic (p>.05)).  

However, the findings showed that the duration of care that the patient had received from the 

Hospice at Home Service was significantly related to the place of a patient’s death (analysis using 

independent samples Kruskall-Wallis test (p<.05)). In particular, patients that died at home had on 

average been receiving care for 2.6 months compared with those that died in hospital, average 

duration of care from the service was 4.7 months and those who died in the hospice, average 

duration of care was 16 months.  

 

Another important finding is shown in the place of death of the patient and the relationship of the 

patient to the carer (analysis using cross-tabs with a Chi2 statistic (p<.05)). Specifically, all patients 

who were the children of respondents (N=6, 100%) died at home and 71% of respondents’ parents 

died at home. 

 

4.6 COMPARISON OF DATA WITH NATIONAL AUDIT OF END-OF-LIFE CARE IN HOSPITALS  

As mentioned in the earlier section relating to the development of the survey tool, questions from 

the 2010 National Audit of End-of-Life Care in Hospitals in Ireland were incorporated into the 

questionnaire in order that comparisons could be drawn between the experiences of death whilst 

receiving care in a hospital and whilst receiving care from the Hospice at Home Service. The 

variables in the analysis are grouped according to the National Audit groupings and hence, some of 

the findings are presented in a similar format to the Audit report.  Moreover, as the Audit was a 

survey of bereaved carers only, this section is focused on the data in relation to the bereaved 

carers and excludes other data on current carers.  

 
Quality of Care  

The average score from the data of the Hospice at Home study combined across five quality 

domains was 9 out of 10 (weighted average) and compared favourably with the data from the 

National Audit which showed 7.4 out of 10 (weighted average).  When the domains are examined 

individually, the data for each domain shows a greater percentage of respondents who rated the 

Hospice at Home Service as ‘very good’ compared with respondents in the Audit study (Table 4.6). 
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Table 4.6: Data on Quality of Service - Hospice at Home Carers’ Survey & National Audit Study  

DOMAIN STUDY 
VERY 

GOOD GOOD 
MODERATELY 

GOOD POOR 
VERY 
POOR 

Communication 
with Patient 

Hospice at Home 
N=56 77% 12% 7% 2% 2% 

National Audit 
N=312 37% 27% 16% 9% 11% 

Communication 
with Carer 

Hospice at Home 
N=82 69% 16% 10% 4% 0% 

National Audit 
N=312 43% 27% 14% 6% 10% 

Quality of 
Symptom 
Management 

Hospice at Home 
N=77 78% 21% 0% 0% 1% 

National Audit 
N=312 53% 25% 9% 6% 7% 

Respect for 
Patient’s Wishes 

Hospice at Home 
N=71 83% 13% 1% 0% 3% 

National Audit 
N=312 50% 29% 10% 4% 7% 

Quality of 
Emotional Support 
for the Carer 

Hospice at Home 
N=77 65% 22% 5% 3% 5% 

National Audit 
N=312 40% 28% 15% 6% 12% 

Overall Rating of 
Care for the 
Patient 

Hospice at Home 
N=79 84% 13% 1% 0% 2% 

National Audit 
N=312 49% 28% 10% 8% 5% 

  

 

Quality of Death & Dying Instrument 

As the Quality of Death & Dying (QODD) instrument was not used in its entirety in the Hospice at 

Home survey, the comparative results are presented only for the items of the instrument that were 

used.  From the following table which covers the ‘Psychological Well-Being’ domain, 95% of 

respondents (76/80) in the Hospice at Home survey reported that patients were treated with 

dignity and respect ‘most/all of the time’. Again, this compared very favourably with hospital 

ratings in the Audit where 71% of carers (57/80) reported that patients were treated with dignity 

and respect ‘most/all of the time’.    

Caregivers were also asked about the extent to which patients were (i) comfortable and at ease, (ii) 

anxious and afraid and (iii) smiled or showed other signs of enjoyment during their last week of life. 

The responses to these three questions should be placed in the context that some patients5 were 

unresponsive during their last week of life and thus could not have shown their feelings. Seventy 

                                                           

5 It is not known how many patients were unresponsive during their last week of life because this question was not 
specifically asked. However some respondents provided this information, nonetheless. 
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percent of carers reported that patients were comfortable and at ease ‘most/all of the time’, whilst 

only 3% of patients were anxious and afraid ‘most/all of the time’. One quarter (20/81) of 

respondents stated that patients showed signs of enjoyment ‘most/all of the time’. For all 

questions, the figures from the Hospice at Home survey compare favourably with those of the 

Audit. 

 

Table 4.7: Data on Psychological Well-Being (QODD) - Hospice at Home Survey & National Audit Study  

DOMAIN STUDY 
Most/ 

All of the Time 
Some/Good Part of 

the Time 
None/A Little of the 

Time 

Extent to which patient’s 
dignity was maintained 

Hospice at Home 
N=80 95% 1% 4% 

National Audit 
N=451 71% 21% 8% 

Extent to which patients 
were comfortable and at 
ease 

Hospice at Home 
N=81 70% 25% 5% 

National Audit 
N=451 44% 34% 22% 

Extent to which patients 
were anxious or afraid 

Hospice at Home 
N=81 3% 30% 67% 

National Audit 
N=426 16% 35% 49% 

Extent to which patients 
smiled or showed other 
signs of enjoyment 

Hospice at Home 
N=81 25% 43% 32% 

National Audit 
N=443 9% 23% 68% 

 

In terms of ‘relationship well-being’, carers were asked to report on the extent to which the patient 

was facilitated in spending time as they chose, specifically with their (i) spouse/partner, (ii) 

children, (iii) other family and friends and (iv) alone. As shown in Table 4.8, home-based care 

appears to be very successful in affording patients the ability to spend time with their 

spouses/partners with 100% (56/56) reporting ‘most/all of the time’. Likewise, 98% (53/54) of 

respondents enabled time with their children and 97% (65/80) of respondents were able to spend 

time with other family and friends ‘most/all of the time’.  

 

Home-based care did not permit 92% of individuals to spend sufficient time alone (53/58). This is 

unsurprising given that when the patient is being cared for at home, they are relatively more 

accessible by others. Nonetheless, in all cases, the results appeared to indicate that in home-based 

care the wishes of patients were more likely to be met than for those patients being cared for in 

hospital.  
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Table 4.8: Data on Relationship Well-Being (QODD) - Hospice at Home Survey & National Audit Study  

DOMAIN STUDY 
Most/ 

All of the Time 
Some/Good 

Part of the Time 
None/A Little 
of the Time 

Extent to which Patient 
Preference for Spending Time 
with Partner was Facilitated 

Hospice at Home 
N=56 100% 0% 0% 

National Audit 
N=299 68% 19% 13% 

Extent to which Patient 
Preference for Spending Time 
with Children was Facilitated 

Hospice at Home 
N=54 98% 2% 0% 

National Audit 
N=299 68% 19% 13% 

Extent to which Patient 
Preference for Spending Time 
with Other Family/Friends was 
Facilitated 

Hospice at Home 
N=67 97% 1% 2% 

National Audit 
N=393 71% 17% 12% 

Extent to which Patient 
Preference for Spending Time 
Alone was Facilitated 

Hospice at Home 
N=58 91% 2% 7% 

National Audit 
N=316 51% 25% 24% 

  

A further aspect of the QODD involved asking carers about specific issues in the week before the 

patient’s death. Questions were formatted requiring only yes/no responses. In Figure 4.9, the 

percentages shown refer to the percentage of respondents that answered ‘yes’ to each question. 

From this data, the Hospice at Home Service appears to afford a better quality of end of life care in 

so far as more patients stated they had ‘meaning and purpose in their lives’, had enhanced 

opportunities to ‘say good bye’ to their loved ones and had less concerns regarding ‘monetary 

worries’.  In relation to spiritual visits and spiritual services before death, both services show similar 

responses with a greater percentage of visits reported in the hospital setting but a higher 

percentage of spiritual services for home-based patients.  

Figure 4.9: Data on Relationship Well-Being (QODD) - Hospice at Home Survey & National Audit Study 
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Carers were asked to rate the acceptability of the location where the patient died on a scale from 

1-10. This question was taken from the National Audit study and Ferrand, et al, 2008. Within both 

these studies, an ‘unacceptable place of death’ was considered to be those that scored 1-3/10.  On 

this basis, the percentage of deaths by unacceptable place of death is as shown in Table 4.9.  

Table 4.9: Unacceptable Place of Death - Hospice at Home Survey & National Audit Study 

HOSPICE AT HOME STUDY Home Hospital Hospice Nursing or 
Residential Home 

N 46 26 4 3 
% Unacceptable Place of Death 6.5% 7.7% 25% 0% 

NATIONAL AUDIT Home Acute 
Hospitals 

Community 
Hospitals 

Hospice- Friendly 
Hospitals 

N n/a 240 48 288 
% Unacceptable Place of Death  21.3% 20.8% 21.2% 

 

Carers were asked to rank a number of issues in terms of the three most important factors if they 

themselves were dying. Figure 4.10 shows that the highest ranked issues was ‘to be free from pain’, 

the second highest was being ‘at home’ and the third was to be ‘surrounded by loved ones’.  

Figure 4.10: Issues of Importance at Time of Death Ranked by Respondents (N=81) 

   

 

When compared with the National Audit, the Hospice at Home survey showed that a much higher 

percentage of respondents ranked ‘being at home’ as one of the three most important factors.  

Figures were then compared to a second study that also used this question in an earlier national 

study, TNS-MRBI (2004) and showed a closer comparison between this data and the Hospice at 

Home survey.  Two issues that were regarded least important when dying were ‘to be in a private 

space’ and ‘to have spiritual support’. Data in relation to these issues were consistent with the 
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findings in both the National Audit and the TNS-MRBI studies. The latter studies used much larger 

sample sizes and so, drawing conclusions based on comparisons between these studies and the 

Hospice at Home survey should be done with caution.  

 

Table 4.10: Important Issues at Time of Death – Hospice at Home, National Audit & TNS-MRBI 

 
 

4.7 SUPPORT OF CARERS 

Finally, the findings of this survey conclude with responses regarding the critical issue of ‘support 

for carers’.  Data regarding bereavement support showed that 72% of bereaved carers (57/79) had 

contact with some members of the Hospice at Home team after the death of the patient, 11% 

(9/81) stated they attended a bereavement support evening.  Ten respondents reported that they 

had availed of the bereavement support and counselling service and were generally positive of the 

service.  However, 28% (22/79) of the bereaved carers stated that they were unaware of the 

bereavement support programme.  

 

Regarding some of the needs identified by carers, 53% (39/74) reported they would like to attend 

an education programme to enable them to optimise their carer’s role.  They identified the 

following four subject areas that this programme should include: Understanding the illness process; 

Practical support; Communication and support; Caring and own well being.   However, a number of 

respondents also added that to enable them to attend such a programme, additional support 

would be required to care for the patient while they were away from the home6.  

                                                           

6 This question was not explicitly asked, but a number of carers mentioned it as a requirement. 

ASPECT HOSPICE AT 

HOME  

NATIONAL 

AUDIT  

TNS-MRBI 

Being Free From Pain 82.7% 57.3% 55% 

Being Surrounded by Loved Ones 69.1% 20.4% 68% 

Being at Home 44.4% 6.3% 34% 

Being Able to Communicate 40.7% 6.3% 35% 

Having Medical Support 29.6% 6.9% 32% 

Having Spiritual Support 8.6% 5.9% 19% 

Being in a Private Space 7.4% 5.9% 11% 

Number of Respondents 76 461 1000 
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4.8 CONCLUSION  

This survey of carers demonstrated that the Hospice at Home Service is valued and is highly 

beneficial for carers in supporting their loved one to remain at home.  Moreover, when data is 

compared with data from the National Audit, the Hospice at Home Service would appear not only 

to be at a comparable level to the hospital setting but in some areas, is rated at a higher level by 

carers.   

 
Key Findings  

• Overall the service exceeded the expectations of carers 

• There were differences in the utilisation of different members of the team 

• Carers were generally satisfied with the quality of communication with team members, 
although there was evidence of regional variations 

• Discussions around the place of death and continuity of care primarily occurred between the 
team and family/carers, rather than with the patient. The majority of carers stated that 
patients died in their preferred place. 

• The Hospice at Home Service allowed carers/family to spend time with the patient 

• The quality of care was good and the service provided a high level of emotional support for 
carers. However, the services for bereaved carers were not widely known 

• From carers’ perspective, the Hospice at Home Service compared favourably with results 
from other studies. 
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CHAPTER 5 FIELDWORK   
INDIVIDUAL INTERVIEWS – SERVICE USERS (a) PATIENTS/ (b) FAMILY/CARERS 
 

5.1 INTRODUCTION 

This Chapter is the second part of the overall fieldwork and covers the services users’ perspective on 

the Hospice at Home Service.  The term ‘Service User’, defined as per the HSE/DoHC National 

Strategy for Service User Involvement in the Irish Health Service 2008-2013, is used to denote the 

individuals who use the Hospice at Home Service as (a) patients and as (b) carers, parents and other 

family members.  Involving service users as discussed in the previous chapter is in line with 

healthcare developments at a national level and is an important means of promoting ‘services that 

are safer, more accessible and of a higher quality’ (HSE & DoHC, 2008).   Moreover, by involving both 

the patient and the carer, the evaluation is promoting the views of the people who use the service as 

experts by experience. 

 
Involving service users poses a number of challenges for services and particularly when devising 

strategies to involve individuals who are particularly ill and/or vulnerable and to ensure that the 

conditions of involvement are in proportion to service users’ and carers’ abilities. This has been of 

particular relevance for this current strand of the fieldwork which involved the undertaking of 

interviews at the homes of patients and carers’ in the context of end-of-life issues. 

 
The aim of this strand of the research was to complement the carer survey findings outlined in the 

previous chapter in addition to compiling the critical feedback from the patients themselves.  The 

utilisation of the interview was deemed as an important qualitative method to follow-up with the 

findings from the questionnaires.  It was viewed as a more personal form of research than the postal 

questionnaire, which enabled a more in-depth investigation into the individual user’s experiences.  

Moreover, in the context of the target group, the interview was seen to be particularly appropriate 

for the patient rather than the self-completing questionnaire as personal interviews can be generally 

easier and more sensitive to the participants.  

 

5.2 INTERVIEW SCHEDULE 

The interview schedule (Appendix 7) was semi-structured, covered a set of open-ended questions 

which were divided into a number of themes relating to quality indicators of care.  These covered:  

Professional Care; Management of Symptoms; Access to the Hospice at Home Service and Choice of 

Care; Information and Communication; and Psychosocial Support.   

 

The interview schedule was developed around a set of predetermined questions designed to ensure 

consistency in topics covered by the patients' and carers’ narratives.  The interview also allowed for 
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some informal conversations. Participants were therefore offered an opportunity to identify any 

additional areas that they perceived as impacting on the quality of care they received, to 

recommend ways in which improvements could be made and to rate the overall quality of the 

service.   

Interview duration was determined by the interviewees and ranged from 15 to 45 minutes. While 

interviews were semi-structured, the manner in which they were conducted meant that they were 

undertaken informally and as sensitively as possible.  Allowing interviewees to determine the 

interview timeframe reflected the evaluator’s mindfulness of ensuring carers and in particular, 

patients had adequate time to reflect upon their own experiences, treatments and visits.  Without 

exerting the participant, the evaluator at times repeated questions under different formats to 

facilitate the individual in remembering various facts or impressions.  This was to ensure correct data 

was documented as far as possible as interviews with participants were once-off and re-visits or 

follow-up telephone contacts were not scheduled.   

The interviews were digitally recorded and transcribed verbatim to produce the complete data set.   

All data was included for analysis which ensured that researcher selection bias was minimised. 

Analysis of the data was assisted by QSR-NVivo software which was undertaken to ascertain the 

prevalence of issues for participants within the interviews.  A summary of the findings were 

translated into a quantitative format for presentation and analytical purposes.  As outlined in 

Chapter 1, all aspects of the evaluation were approved by the Mid-Western Regional Hospital 

Complex-Scientific Research Ethics Committee 

5.3 STUDY SAMPLE  

The selection and sampling process in relation to the patient and carer groups posed a number of 

challenges due to the nature of the population i.e. patients receiving palliative care are a vulnerable 

and unpredictable study population subject to the nature of their condition. As both Karim (2000) 

and Polit & Hungler (1999) point out, it is an awareness of the vulnerability of patients undergoing 

palliative care that is a major issue for conducting research with this group.  In this context, the 

evaluation team was mindful to ensure that the process was at all times sensitive and respectful of 

individual circumstances for patients, carers and families.   

In this regard, the importance of the Clinical Nurse Specialist or Social Worker (if applicable) 

assessing patients’ records on the sample list was emphasised by the evaluation team.  This was to 

ensure that no name on the list related to patients who may have died since the population sample 

was drawn or patients who were too unwell or frail to participate in the interview.  Likewise for the 

carer’s sample, the circumstances for each carer were assessed to ensure that participation would 
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not be burdensome for the carers at the risk of depriving them of energy and time when the time 

could possibly be better spent caring for the patient.  The inclusion and exclusion criteria for eligible 

patients and carers are outlined in the following tables. 

Table 5.1 Inclusion Criteria for Patients’ and Carers’ Interviews 

INCLUSION CRITERIA 
PATIENTS CARERS 
Currently receiving the Hospice at Home Service Caring for patients who were currently or 

previously used the Hospice at Home service 

Adult English speaking Same as for Patient Criteria 

Ability to sustain effort for the interview as assessed 
by the Hospice at Home link professional 

Sufficient available time for the interview as 
assessed by the Hospice at Home link professional 

Provision of documented informed consent Same as for Patient Criteria 

 
 
Table 5.2 Exclusion Criteria for Patients’ and Carers’ Interviews 

EXCLUSION CRITERIA 
PATIENTS CARERS 
The patient had an excessive symptom burden at the 
proposed time of interview 

The carer had an excessive burden of care at the 
proposed time of interview 

The patient was actively dying, based on clinical 
judgement 

Same as for Patient Criteria 

The patient was confused or otherwise cognitively 
impaired, based on clinical judgement 

The carer was deemed to be in a fragile 
psychological /emotional state due the patient’s 
illness or the death of the patient 

There was an identifiable known severe mental health 
issue in the patient/carer/family which meant that 
participation in research could impact on their well-
being, based on clinical judgement 

Same as for Patient Criteria 

There was an unrelated family crisis at the proposed 
time of interview 

Same as for Patient Criteria 

There was an excessive level of risk to the researcher, 
e.g. Mental health/substance misuse issues of 
patient/family, family living in a known high-risk 
locality or any other issue that would pose a high risk 
to the researcher’s personal safety 

Same as for Patient Criteria 

The patient had been discharged from the Hospice at 
Home service 

The carer had already been targeted for previous 
research by Milford Care Centre 

The patient was unaware that they were receiving 
palliative services 

 

The patient had died since the sample was drawn up  

Patient had already been targeted for previous 
research by Milford Care Centre 

 

 

To identify the possible participants for this strand involved reviewing 192 Hospice at Home cases: 

patients (129) and carers (63).  Following the screening for eligibility by the Clinical Nurse Specialist 

or Social Worker, 93 were eliminated by the exclusion criteria. This produced a sample of 65 cases: 
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patients (36) and carers (29) who met the inclusion criteria and were invited to be 

the evaluation.  

 

Each of the 36 patients deemed eligible were invited to participate by letter which was issued by the 

Hospice at Home staff.  The letter contained information on the evaluation and the role of the 

interviewer.   Three patients declined to participate and the remaining 33 patients were then 

contacted by a member of the evaluation team to 

arrange a convenient time to be interviewed.  However, eighteen patients became unsuitable

their health deteriorated before the interviews could be completed. This selection process produced 

a reasonable feasibility sample of fifteen patients

 
A similar process was undertaken for the selection of carers.  Of the 

by the Clinical Nurse Specialist or Social Worker, 

exclusion criteria.   This resulted in a cohort of 

participate. Ten of this group subsequently declined the invitation or were not contactable. As with 

the patient selection process, four

interviews e.g. the person they were caring for became so unwell that the carer did no

time available for interview, the responsibilities of caring became too stressful for the carer to 

engage in the interview process, etc.

Figure 5.1: Cases Screened & Final Sample

 

In the majority of cases, interviews were conducted in participants’ homes with two interviews held 

at Milford Care Centre or at other locations convenient to the interviewee.  A

format was utilised, thematic analysis was not used; 

3 Patients Declined/18 Became Unwell

10 Carers Declined or Were Uncontactable/4 Carers' Circumstances Changed

15 Patients

Screening Produced Sample 65 Cases

36 Patients

192 Hospice at Home Cases

129 Patients
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) who met the inclusion criteria and were invited to be 

Each of the 36 patients deemed eligible were invited to participate by letter which was issued by the 

Hospice at Home staff.  The letter contained information on the evaluation and the role of the 

ents declined to participate and the remaining 33 patients were then 

contacted by a member of the evaluation team to ascertain their interest in participating and to 

arrange a convenient time to be interviewed.  However, eighteen patients became unsuitable

their health deteriorated before the interviews could be completed. This selection process produced 

a reasonable feasibility sample of fifteen patients (see Figure 5.1). 

A similar process was undertaken for the selection of carers.  Of the 63 cases as

by the Clinical Nurse Specialist or Social Worker, 34 names were eliminated from the sample by the 

exclusion criteria.   This resulted in a cohort of 29 eligible carers who were listed for invitations to 

p subsequently declined the invitation or were not contactable. As with 

four carers became unavailable for a variety of reasons before the 

e.g. the person they were caring for became so unwell that the carer did no

time available for interview, the responsibilities of caring became too stressful for the carer to 

engage in the interview process, etc.  The resulting cohort was fifteen carers (see Figure 5.1)

Final Sample 

the majority of cases, interviews were conducted in participants’ homes with two interviews held 

at Milford Care Centre or at other locations convenient to the interviewee.  As a structured interview 

, thematic analysis was not used; topic areas frame the findings below.  
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15 Carers
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192 Hospice at Home Cases

63 Carers
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) who met the inclusion criteria and were invited to be interviewed for 

Each of the 36 patients deemed eligible were invited to participate by letter which was issued by the 

Hospice at Home staff.  The letter contained information on the evaluation and the role of the 

ents declined to participate and the remaining 33 patients were then 

their interest in participating and to 

arrange a convenient time to be interviewed.  However, eighteen patients became unsuitable as 

their health deteriorated before the interviews could be completed. This selection process produced 

cases assessed for eligibility 

names were eliminated from the sample by the 

eligible carers who were listed for invitations to 

p subsequently declined the invitation or were not contactable. As with 

carers became unavailable for a variety of reasons before the 

e.g. the person they were caring for became so unwell that the carer did not have free 

time available for interview, the responsibilities of caring became too stressful for the carer to 

(see Figure 5.1). 

 

the majority of cases, interviews were conducted in participants’ homes with two interviews held 

s a structured interview 

ic areas frame the findings below.   
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Findings from this study report on the patients' and carers’ perceptions of quality as per the above 

categories in section 5.2, which reflect the structured questions asked.  In addition, any additional 

feedback offered by individual participants in the course of the interviews was also incorporated.  In 

general given the profile of the interviewees, their related needs and individual circumstances, the 

perceptions of the quality of the Hospice at Home Service are multi-dimensional. The findings are 

therefore at times limited on specific queries but quite clear on others.   Moreover, the prevalence 

of reported responses provides further insight into their relative importance.  The findings are set 

out below and are divided in separate sections for patients and carers. 

 
5.4 FINDINGS – PATIENT INTERVIEWS 

The following table introduces the reader to the available descriptive demographic and illness 

characteristics of the patients who participated in this study. This sample was not intentionally 

stratified by gender, marital status, race, religion or primary diagnosis. Over half of the participants, 

(53%) were aged between 55 and 74 years of age.  Approximately one third of the patients were 

married or in a relationship (62%), predominantly Irish and from Christian denominations. The 

majority of patients' primary diagnosis when entering into Hospice at Home Service was some form 

of cancer (92%).  

Table 5.3: Profile of Patients Interviewed 
PROFILE FEATURES (N=15)  NUMBER OF RESPONDENTS % 
Gender Male 6 40 
 Female 9 60 
Marital Status Married/Partner 10 67 
 Single/Separated/ 

Widowed 
5 33 

Age 35-44 Yrs 2 13 
 45-54 Yrs 2 13 
 55-64 Yrs 4 26 
 65-74 Yrs 4 26 
 75-84 Yrs 2 13 
 >85Yrs 1 7 

Race-ethnicity White – Irish 14 93 
 White non-Irish 1 7 
Spiritual Identity Christian 12 80 
 No Affiliation/Unknown 3 20 
Primary Diagnosis Cancer 13 87 
 Other 2 13 
Referral Route GP 3 20 
 Hospital 10 67 
 Unclear/Unknown 2 13 
 

Overall, when asked about the quality of care provided by the Hospice at Home Service, thirteen of 

the fifteen interviewees were positive in their responses. Fourteen interviewees stated that their 

preference was to be cared for at home with the majority of those respondents (11) indicating that 
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their ability to be cared for at home was due primarily to the provision of the Hospice at Home 

Service.   

The majority of interviewees (13) who had a Nurse as the primary professional involved in their care, 

stated satisfaction with the service and in most cases praised the input by the Nurses in ensuring 

their needs were met. Many highlighted the good interpersonal skills of the nursing staff and 

identified various aspects of these skills in terms of the relationships that had built up between the 

patient and the professional. Interviewees also reported on the manner in which staff worked and 

appreciated that even in situations where staff may have been unsure about advice or did not have 

the relevant skills to deal with a situation, they had no hesitation to seek additional expertise and 

resources.   

The following reflects many of the sentiments expressed by interviewees regarding the quality of the 

nursing staff as perceived by patients in the course of the interviews.  

“...they can be completely matter of fact about it, and while they are matter of fact, they are 
very sympathetic and they don’t make you feel uncomfortable about asking those questions...if 
they didn’t have the answer there and then, they would call me back pretty quickly, so I’ve 
never had any problems in getting answers to questions” (Patient 002) 
 
“...useful like you can talk over any problems or anything that’s going wrong at the present 
time.” (Patient 003) 
 
“...helps me with my next respite or dates trying to get into Milford and like if I had a problem, 
she would flag it with the doctors in Milford... I’d say she’s very honest with me. I do believe 
that she’s very straight forward and would tell me honestly. I like to be told the truth anyway 
and I tell the truth myself and I think she knows that.” (Patient 005) 
 
“They are excellent.  XX and YY come into the house and they are very, very good.” 
(Patient 004) 
 

 
Other staff available through the service includes Social Workers, Occupational Therapists, 

Physiotherapists and Pastoral Carers.  Only two interviewees stated they had involvement with 

Social Workers, a further three stated involvement with Occupational Therapists, and three other 

interviewees stated involvement with the Physiotherapist.  Discussions regarding these services 

were limited as the input from these professionals appears to be short or infrequent compared to 

the input by the nursing team. It would appear that most of the Social Worker, Occupational 

Therapy and Physiotherapy Services were accessed through the Milford Centre or from agencies 

other than Milford such as the HSE.  Feedback was nevertheless positive with no criticisms by any 

patients. What was also important was the ability of interviewees to identify at least one named 
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professional involved in their care which reflects one of the key components of best practice in 

community palliative care.  

 

Information & Communication 

This section of the interview focused on the adequacy of information provided and the ability of staff 

when communicating information to patients.  The literature indicates that while many patients 

want and value accurate information, many are dissatisfied with the levels and quality they receive. 

Studies have also revealed that the way in which patients are told information and involved in 

decision-making are important determinants of satisfaction with care (Baker et al, 2000). 

 

For evaluation studies, providing appropriate and relevant information in response to patients’ 

needs is a complex area to assess. This is due to a large extent to the difficulties that palliative 

services face when deciding how and when to provide the information in a way that the process is 

sensitive to a patient’s ability to receive and understand the information.   

 

While services promote an ethos of patient choice and patient participation in decision making, this 

is highly dependent on adequately informed patients.  However, in the case of palliative care 

patients, the amount of information or haste with which it is conveyed may not be in the best 

interests of the patient at that point in time.  For example, terminology such as ‘hospice’ or 

‘palliative care’ conjure up a range of associations and emotions for many people and in many cases, 

the public perception of a hospice referral is seen as a resignation to death or as giving up too early.  

Without adequate information and sensitive discussions, patients may have less than positive 

attitudes to hospice care, may decline the service and miss out on many of its benefits.  The 

complexity is further accentuated when staff members are ill resourced with time, training and 

expertise in communication or lack the information itself.   

 

In the course of the interviews in this study, patients identified a range of issues in relation to the 

communication skills of staff and patients’ satisfaction with the adequacy of information provided. 

Patients’ responses regarding discussion on their care highlights that a number of patients were 

unclear that the Hospice at Home Service was providing ‘hospice care’ or that they were involved in 

the decision to independently select the Hospice at Home care in the first instance.  While a lack of 

clarity is evident on the terminology which undoubtedly raises a number of concerns, it should also 

be added that each of the patients in this group had also stated at other times in their interviews a 

high level of satisfaction with and appreciation of the service.   
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When patients were asked about their first visit experience and whether staff provided relevant 

information on the service, the majority of interviewees (8) indicated that the information they 

received was adequate.  The remainder, however, stated they did not receive any information, or 

that the stage in their illness reflected a time of confusion and so patients were unsure as to what 

information was made available to them. These quotes highlight these experiences  

“I wasn’t really made aware of it.”  (Patient 001) 
 
“To be honest, at the beginning I didn’t really know why they were coming.” (Patient 002) 
  
“Now I wouldn’t be too sure of it, but I think probably as well, that when they came out here 
then they probably told me more.”  (Patient 006) 
 
“She didn’t say much.  I was hyper, I did all the talking.  And I said ‘that woman said nothing’, 
but she had given me a lot of information.  I didn’t realise it.”  (Patient 007) 
 

In terms of information provided and the manner in which it was communicated by staff in 

subsequent visits, one patient in her praise for the care staff had commended them for their 

‘openness and attentiveness’  to her needs while at the same time indicated that she was unaware of 

the nature of the service:  

“I never found it out until you (interviewer) said it to me.  When you asked me about doing this 
for Milford Hospice I said to somebody ‘what can I tell her about Milford Hospice?  Sure I don’t 
know anything about it except for, there was another chap from xx (patient’s local area) who 
was friendly with my boys and he was in Milford Hospice before he died’.  And then I had the 
idea that when you went into the Hospice that was it.  That you went in and you died.”  
(Patient 001) 
 

The foregoing draws attention to the contradiction of the patient’s comments of the Hospice at 

Home Service while conveying to the interviewer a clear lack of information on the context in which 

the service is provided.  This interviewee was also in contact with the service for the longest period 

of time compared to other patients interviewed. 

Participants indicated a range of reasons for lack of their knowledge including their health condition; 

not wishing to know (denial) and the difficulty in balancing patients’ needs and creating open 

communication.   

“I think I would prefer it that way.  I think if I knew too much I might start worrying about 
myself, and I don’t want to.  I want to keep a bright face on for the lads here at home 
anyway.”(Patient 011) 

 

“No. I think they made that decision early on for me, the least amount of knowledge the 
better. .... I’m just not interested, no I am interested but I don’t want to know. I’ll just take it as 
it comes.” (Patient 012) 
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In terms of staff being skilled in responding to questions and in ensuring patients were being listened 

to, all interviewees were positive about staff on a number of levels.  Where staff members were 

unclear about information, patients stated that they would ensure that they referred to other 

professionals for advice and were prompt in communicating on the relevant information.   

“I mean if they couldn’t answer the questions themselves, they would call Dr XX to get advice, 
and if they didn’t have the answer there and then, they would call me back pretty quickly, so 
I’ve never had any problems in getting answers to questions.” (Patient 002) 

 
“They are very open and very honest and, again, if there was anything she (nurse) wasn’t sure 
of, she (nurse) would say “leave it with me”, even medication I was on and she (nurse) wasn’t 
familiar with, she (nurse) would always either call back or ring me back with answers once she 
had found out herself.” (Patient 004) 

 

A guiding principle and key standard in most of the literature on quality hospice care is that effective 

communication is fundamental particularly when it ensures respect and sensitivity for the patient 

and their family.  The majority (87%) of the responses (N=13) demonstrated satisfaction in their 

communication with staff.  Many stated that staff members were ‘honest’ and ‘sensitive and 

listened’, that they created a relationship of ‘trust’ and ‘that staff were efficient and effective’ when 

patients were in need of assistance outside their routine appointments.  Moreover, for patients with 

relative carers, staff members were also seen to be equally responsive when called upon.  The 

following quotes encapsulate the above;   

“From the third visit on, I was gabbing away and I trusted her and I knew that she could help 
me. She didn’t always have the answers but she would certainly be able to help me think 
through things. Sometimes you think about things and you’re not able to bring it through to an 
end, your thought process gets mixed up and so on. But she was very helpful in that regard.” 
(Patient 002) 
 
 “Very easy to talk to, very. They must be hand-picked, they’re certainly very nice people.” 
(Patient 009) 

 
However, there were two criticisms raised in the course of the interviews related primarily to 

communication.  One criticism concerned an individual carer in her overall manner of interactions; 

this interviewee had no other criticism regarding other aspects of the service.  

“Sometimes she doesn’t know or doesn’t communicate as well as she could do. In general, 
you know she could sit on the couch and if I didn’t say anything she mightn’t say anything.” 
(Patient 003)  

 The second criticism concerning communication related to the usage of mobile phones:  

“There’s one issue. In my case, me being who I am, if someone from Milford is coming here, or 
seeing me somewhere, turn off their bloody mobiles. It’s rude for starters. Turn it off. The 
number of times that’s happened…it doesn’t happen now, because I tell them. .... People seem 
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to love their mobile phones but in fact, everything can wait for five minutes. That would be my 
only thing about Milford, and it seems to be not just one person.” (Patient 012) 

 

Dissatisfaction and criticism about care can often be attributed to ineffective communication rather 

than inadequate service delivery and the overall feedback regarding the Hospice at Home Service, 

even by the patients who voiced the above criticisms, was positive.  There was also an indication 

that in all other matters patients were treated with respect and dignity as individuals where each 

person’s circumstances and needs were taken into account. 

 

Symptom Management 

One of the key goals of quality palliative care is that symptoms are controlled for patients as much as 

possible.  It is also noted that the control of symptoms, particularly pain management, can be 

difficult in community settings especially in home settings.  In this context, patients were asked how 

helpful the service was regarding physical symptom management.   

 

With the exception of two patients who stated that it was not relevant, all of the other interviewees 

reported satisfaction with the service and staff.  Incidents to illustrate satisfaction with staff were 

cited and patients stated that for example when they had queries in relation to medication, Nurses 

promptly liaised with their GPs or requested GPs to call directly to the patients to check the 

medication and symptoms. In line with best practice, seeking specialist advice and reassurance that 

the best care is being provided can be invaluable for patients in symptom management.  

 

In other examples, patients cited occasions when their pain was so severe that the service 

responded by arranging for them to be admitted directly to Milford Care Centre until their 

symptoms were brought under control.  In each of the eleven cases where physical symptom 

management was relevant, patients identified a range of situations and responses by the service 

that indicated high levels of satisfaction regarding monitoring of their medication and symptom 

control.  The following reflects some of this feedback: 

“Every time they change my tablets, Milford phone me up to see how I’m going, which I have 
no problem with at all. I think her name is XX, even at the weekend, she rang to check if I was 
alright, which is good.” (Patient 012) 
 
“...like different medications, for example I was here a few weeks ago and I felt well and I 
decided to reduce the Morphine I was on, casually mentioned it to xxx, the hospice nurse, and 
she said ‘for God’s sake don’t do that......’ And there have been several of those kind of 
instances now where I have had the good fortune to be involved with hospice.  Those little 
things, you could say they are only small things, but they are huge things, they make a huge 
difference to me.”  (Patient 007) 
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“Definitely (they organised) the proper pain relief.  Yeah, that was the biggest thing.  And 
again it wasn’t just handed to you in a bag.  You were monitored.  I was started on a very low 
dose and within.... again they couldn’t believe it..... I was on the phone after a week saying the 
pain is coming back.  And it was upped and upped until I was at a level where I could go to bed 
and not feel pain anymore.”  (Patient 004) 

 

Access to the Hospice at Home Service & Choice of Care 

Enabling patients to choose where they live and die is a fundamental aim of palliative care and a key 

indicator of quality in hospice services.  Care at home is considered by most patients the preferred 

option and signifies for them the ability to retain some form of control over their lives rather than 

their perceptions of in-patient life.  However, to ensure that the appropriate course of action is 

followed to meet the patient’s preferences, advanced care planning in this regard is crucial.  The 

context in which the patient lives means time is an imperative consideration and without good 

planning, the patient’s and carer’s choice may not fully materialise.  

 

Participants were asked two sets of questions in the course of the interviews in this regard.  One 

related to whether they felt they were referred at the right time to the Hospice at Home Service and 

secondly whether their home was their preferred option in terms of their pre-death location.  The 

responses illustrated that the majority of interviewees (11) felt that their referral was at the 

appropriate time, only one interviewee felt it was ‘too early’ and the remainder of interviews were 

unclear in the responses due to confusion or lack of recall at a time of stress regarding their illness 

and diagnosis. One participant stated  

 “No, no delay. Well, it certainly was early enough, because up to a couple of weeks prior to 
being introduced to Milford I was fine. It was only when I started the new drug.....it definitely 
wasn’t too early or too late.”  (Patient 009) 

 
In terms of responses to the preferred place of care, thirteen of the interviews yielded responses, all 

of which were positive about their place of care being at home.  The following are typical of these 

responses: 

“Definitely stay at home if my family are able to cope with me emotionally” (Patient 004) 
 

“Until the last minute I would try to stay at home as long as I could...my preference would be 
to be at home ”(Patient 007) 
 

 “[Cared for at home] as opposed to being in a hospice? Oh yeah” (Patient 012) 
 
Psychosocial Support 

The term ‘psychosocial’ support includes care in response to the psychological, social, practical and 

spiritual needs of the patient, each of which may to some extent be interlinked with each other.  As 
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with many of the other domains, assessing how well a service is meeting the psychosocial needs of 

patients is complex given the varying levels and degrees of inter-connectedness between the four 

strands i.e. psychological, social, practical and spiritual.  For example, needs vis-à-vis psychological 

stress may be met through social interactions where patients need to discuss their concerns with 

others who will listen sensitively.  The psychological stress might have arisen due to anxieties 

relating to practical issues such as income or finance.  In this situation, the service not only provides 

comfort to the stressed patient through the carer who is listening sensitively but may also be in a 

position to refer the person for social work services whereby practical help can be sourced.   

 

The considerable importance of psychosocial needs for patients, particularly as death comes nearer, 

is therefore of great significance for the home-based services and in some studies, it has been found 

that more emphasis is placed by patients on social rather than physiological needs (Arnold, 2011).  

Within this general context, indicators of quality for the service are determined by the service’s 

ability to adapt to each individual circumstance and meet the range of psychosocial needs of 

patients and their families accordingly.   

 

In this current study, participants’ views of their quality of life were asked and the following graph 

gives one indication of the differences in interviewees.  This graph provides an overview of the 

results from a rating of 1-7 (where 1 is low and 7 is high) as allocated by each interviewee (N=13) on 

their quality of life (responses were not received from two participants). 

 
Figure 5.2: Patients’ Perception of their Quality of Life 

 
The relevant measures show that the average rating was 4.3076 and the standard deviation is 1.3774. 
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With exception to Pastoral Care, most of the interviewees had views on how the Service responded 

to their psychosocial needs.  When asked about psychological needs, patients indicated that staff 

members were positive in how they helped them to talk about their concerns.  

“It’s useful like you can talk over any problems or anything that’s going wrong at the present 
time.” (Patient 010) 
 
“She didn’t always have the answers but she would certainly be able to help me think through 
things...Very personal and even apart from the pain relief that sense of just knowing that they 
were there and they understood me.  ...The emotional end of it as well.” (Patient 004) 
  
“...it gave me the opportunity to talk to people who were objective to my situation and who 
weren’t family.” (Patient 002) 

“It is so great to have people around like that who you can talk to.  Who on the one hand are 
very, very nice, but at the same time they are professionals so you are not burdening your 
friends.” (Patient 008) 

While the majority of patients (8) had no immediate family members or had family members who 

had no direct contact with the service, the remainder of patients (7) reported that the Service was 

particularly helpful in terms of helping both patients and families at a psychological level. The 

following is typical of responses regarding support for families.  

“They will explain things to my own children if the time comes that I need that.  Or, I could ask 
them for advice....and they were able to advise me on things to do with my own family, my 
own children and my husband.” (Patient 004) 
 
“...there’s help there and if she (wife) has any questions, she can phone them. We’re sort of 
like, one. I’m sick, but there’s two of us sick. Because xx (wife) goes through it all as well. This is 
the first meeting I’ve had where xx (wife) hasn’t been sat here as well.” (Patient 012) 
 

In matters relating to social or practical matters, patients stated a number of situations where the 

services was helpful e.g. either through the Nursing Service or through the Social Work Service. 

 “She did get some things for us though, that we didn’t know were available. She got some 
changes to the house in the very early days, like the bathroom downstairs. Little things like 
special pillows...” (Patient 005) 

 
However, on the whole, the majority of patients (9) stated that they did not avail of the Social Work 

Service either because they did not have social welfare or any other practical needs or that an HSE 

service was already dealing with their case. 

“...found out that there was a social worker attached to the cancer centre. She’s not a Milford 
lady; she’s a HSE lady. Because we were having so many problems, she got on the end of the 
phone and sorted everything out….well as best she could.” (Patient 012) 
 
“..haven’t really needed to get advice from Milford on practical issues like that - No. I have 
enough and I don’t look for anything else.” (Patient 010) 
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While spirituality is cited as being to the forefront of palliative care and an important aspect in 

helping patients to reduce overall suffering, there was a relatively low prevalence of patient 

responses indicating use of the Hospice at Home Pastoral Care service.  Only one patient stated she 

had availed of the service and one other stated that she would use it if it was offered.  The 

remainder stated that they were unaware of the service or were adamant that they did not need it. 

The views are summed up below. 

“No.  I never saw Milford as a spiritual issue place.” (Patient 007) 
 

“No.  I didn’t even know they did anything like that.” (Patient 008) 
 

“Not relevant, I am not one bit religious.” (Patient 011) 
 

 
Quality of Care 

Finally, patients were asked to rate the quality of the overall Hospice at Home Service. It should be 

noted that as with other user satisfaction studies, a patient’s perspective of quality will vary and may 

be influenced by such factors as their relationship with their healthcare staff (Campbell et al., 2002; 

Hibbard, 2003).  In the case of this current study while this is borne in mind, all of the patients 

indicated satisfaction with the service to a level above 7 on a scale of 1 to 10 (Fig. 5.3). 

 
Figure 5.3: Patients’ Perceptions of the Quality of the Hospice at Home Service   

 
The relevant measures show that the average rating was 8.964 and the standard deviation is 1.0645. 

 
The reasons for lowest ratings were explored with interviewees. In the case of the lowest rating, it 

was due primarily to their past experience of respite care. Therefore, it could be assumed that the 

criticism was not of the Hospice at Home Service itself.  For those who rated the service at the next 

0 1 2 3 4 5 6 7 8 9 10

Interviewee 1

Interviewee 2

Interviewee 3

Interviewee 4

Interviewee 5

Interviewee 6

Interviewee 7

Interviewee 8

Interviewee 9

Interviewee 10

Interviewee 11

Interviewee 12

Interviewee 13

Interviewee 14

1= Poor --------------------------------------------------10= Excellent 



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

74 
 

lowest point of 8, feedback was positive rather than negative with no obvious indications of 

inadequacies. As stated by this respondent:  

“...could I get better?   I don’t think I could get better.  Really and truly I get great service from 
Milford...”  (Patient 006) 

 
The following section reports the findings from the carers’ interviews.  
 

5.5 FINDINGS – CARERS’ INTERVIEWS 

The following table provides a summary of the carers’ profile.  However, unlike the list of patients 

which the Hospice at Home Service could validate prior to the sampling process, it was not possible 

to confirm the carers’ profile information with the exception of contact details.  The profile is 

therefore based on information collated in the course of the interviews.   

Table 5.4 shows that 67% of carers were female and that all were of Irish nationality.  All of the 

carers were immediate family members, with two thirds of this category within the spouse/partner 

and daughter/son cohorts. The majority of patients who were in the care of the interviewees had 

some form of cancer (87%) as their primary diagnosis when entering into Hospice at Home Service. 

Table 5.4: Profile of Carers Interviewed 
PROFILE FEATURES (N=15)  NUMBER OF 

RESPONDENTS 
% 

Gender Male 5 33 
 Female 10 67 
Race-ethnicity White – Irish 15 100 
 Other 0 0 
Relationship to Patient Spouse/partner 5 33 
 Daughter/Son 5 33 
 Parent 1 7 
 Sibling 3 20 
 Sibling & Son (Caring for 2 Patients) 1 7 
Primary Diagnosis Cancer 13 87 
 Other 2 13 
 
 
It has been argued that palliative care is faced with more moral problems than are found in other 

areas of health care (Randall & Downie, 1999).  In this regard, the evaluation team were acutely 

aware and sensitive to the ethics of undertaking research with such vulnerable populations as 

palliative care patients and their carers. Each of the carers who were interviewed in this study did so 

with enthusiasm and an understanding that the outcome of the evaluation may assist in enhancing 

the quality of the service for others like themselves.  Many stated that their participation was a sign 

of their appreciation for the service they received from the Milford Care Centre as below 

“And the only reason I took part in this survey is because I think the Hospice at Home do a 
terrific, amazing job, and they certainly pulled out all the stops for us.  ....and like that they 
were part of our family.  They were nearly our best friends ......” (Carer 013) 
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Without exception, the overall feedback from carers was that the service had made an important 

and positive contribution to their lives as family carers.  Most had indicated that caring for their 

loved ones was a role they accepted willingly as they wished to do their utmost to ensure that their 

relative’s preference to remain at home was met.  Some stated that it was an honour to have the 

opportunity to care for their loved one and that they would, without question, go to enormous 

lengths to ensure the patient did not have to be cared elsewhere.  As one carer said,  

“xx (patient) always looked after me and I’m glad I could look after him too because I know 
how he liked things done.” (Carer 009) 

 

However, in many cases it was apparent that the caring role also placed a number of pressures on 

the carers’ physical and psychological well-being.  Of particular concern for carers was the stress of 

trying to help the patient to deal with their pain without the confidence or expertise required to 

manage the medications and symptoms.  Others expressed the fatigue surrounding night-time care 

or in terms of the dual responsibility of caring for other family members at the same time as the 

patient.  One carer reported that they resigned from their employment to care for the patient full-

time and that the caring role had therefore implications for the family’s finances.   

 

Professional Care  

As with the patients’ interviews, in cases where the ‘Nurse’ or the ‘Care Assistant’ was the primary 

professional involved, interviewees stated satisfaction with the professional input into the care of 

the patients.  All but two highlighted the exceptional and professional interpersonal skills of the staff 

and the sensitivity shown to the carer themselves.  In one of the cases where dissatisfaction was 

voiced, the issue related to a mismatch of personalities between staff and client rather than any lack 

of professionalism on the part of the staff member In the second case, the carer had stressed that 

the staff who normally attended the patient were excellent but that on one occasion, support was 

sought outside of the normal schedule and as the relief staff was not familiar with the patient, the 

situation was not dealt with as the carer expected or would have liked (this incident will be alluded 

to again later in this section).  

Nevertheless, the following reflects many of the sentiments expressed by interviewees regarding the 

quality of the Nursing staff and Care Assistants as perceived by the carers in the course of the 

interviews.  

“There were different nurses and they were all first class.” (Carer 004) 
 
 “...they (Care Assistants) gave such great support to him (patient) and to me, and it’s based on 
caring and listening.  So they to me are the two things that strike me most and what we both 
needed.” (Carer 005) 
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“They were just extraordinary, one Nurse dealt with xx (Patient)’s pain amidst her own 
personal crisis, she never mentioned a word of it herself but I found out later. Once the xx 
(Patient)’s pain was under control, she just said that she had leave, that she had something 
else to do. I thought she was incredible in her approach.” (Carer 002) 

 

Other professions that were mentioned by the carers included Social Workers, Occupational 

Therapists, Physiotherapists and Pastoral Carers.  In some cases, members from these professions 

provided direct care to patients in their own homes as part of the Hospice at Home teams.  In other 

cases, the professional input was provided at Milford Care Centre where a number of the patients 

(5) attended the Day Care Centre or when patients were admitted to the hospice (4).  

 

Feedback was generally positive regarding each of the professions with no specific criticisms by any 

carers.  Interviewees stated that the staff not only provided support directly to the patient but in 

many of the cases various members of the team were also supporting the carer and other members 

of the family.  Carers stated how much they appreciated the wide range of support offered such as 

counselling and advice, practical help and there were clear indications that assessments were 

undertaken to ensure that levels of support were tailored to match individual needs. Carers also 

valued the informal and friendly approach adopted by some professions at certain times and also 

the more formal and authoritative approach at other times relevant to the situation.  

 

In relation to the feedback by respondents on Social Workers: 

“She was so relaxed when she first arrived; she immediately put the whole family at ease. 
However, when things got really serious and emotional, she had our full confidence that we 
were going to be supported no matter how bad things got...” (Carer 013) 
 
“We both looked forward to her coming; I felt I could talk to her about anything even about my 
worst fears....” (Carer 006) 
 
“He (the patient) would talk to them about things that he didn’t want to worry me about......., 
he felt I had enough on my plate...” (Carer 007) 

The feedback also echoed the perceptions in relation to the other team members.  Carers stressed 

the importance of feeling an equal partner in the whole process and being able to make decisions 

without the ‘experts’ undermining their lack of knowledge or expertise in the caring for their loved 

ones.  They highlighted how important it was to feel they were being listened to by someone who 

was non-judgemental even if they did not agree with what the carers said.  As one carer stated 

about one of the Occupational Therapists:  

 “At first I was annoyed with their intrusion and telling us (carer and patient) what to do in our 
own home, but she (the OT) was so patient with us and I knew at the end, she was right in her 
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advice. What she told us made the world of difference even though there were just tiny things. 
But I wouldn’t have accepted the advice if she hadn’t be so kind in her approach.” (Carer 008) 

 

Carers also valued that the various members of the Hospice at Home team were accessible either in 

person or on the phone even when the carer knew that they may be under pressure with other 

cases. They also stated that they had access to the advice of other professions within Milford Care 

Centre and that members of the team also readily contacted other professions outside the Centre if 

additional services were required.    

 

As was evident in the patient interviews, the identification of at least one named professional 

reflected best practice in the care provided and the majority of carers (13) named at least one 

professional as being the link professional from the Hospice at Home Service.  Two of the carers who 

did not name a professional were elderly and stated they had difficulties remembering names.  

 

Information & Communication 

Discussions with the carers highlighted that a range of information material was provided in the 

initial meetings with the patients and carers.  However, it was also evident that in most cases, the 

timing of when information is provided and the content of materials are factors that are difficult to 

evaluate for relevance and adequacy.  Each of the interviewees stated that much of the information 

they received was difficult to assimilate in the early stage of the patient’s illness. Many also stated 

that it was difficult to comprehend the full implications of the illness and their changed 

circumstances as well as taking in all the relevant information that they needed at the same time.  

Most also agreed that ‘there was never a right time’ and that staff readily repeated information as 

the period of illness evolved and as questions arose. 

 

The Hospice at Home Service was reported by carers as promoting an ethos of service user 

participation in the decision making process.  As was discussed earlier in this chapter regarding the 

informed patient, active participation is dependent on users and in this case, carers, having all the 

necessary information to make the right decision for themselves and their loved ones.  In the case of 

this survey, the majority of carers were also satisfied that not only did staff provide information as 

best they could particularly in the ‘first visit’, but that the manner in which they communicated was 

also important.   

 

However, one of the interviewees stated that added to the confusion and stress at the time of 

prognosis, the information provided appeared to be comprehensive but was not very beneficial as 

the carer had severe literacy problems.  A second carer (referred to above in the section relating to 
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Professional Care who voiced dissatisfaction with relief staff), stated that she was ill-informed about 

the possibility of additional supports being provided at home at a time of a weekend crisis.  As a 

result and as the relief staff member was unfamiliar with the case, her decision to have the patient 

admitted to the Hospice was perceived to be a mistake on her part for which she and other family 

members voiced regrets.   

 “I was unlucky that day with the girl that called because she hadn’t been here before...... other 
than that I have no complaints....” (Carer 003) 
 

Another carer voiced uncertainty as to the care being provided by a Care Assistant: 

 “I don’t quite know what they are for.  The first lady did say ‘we don’t do housework or  
anything; we are not home helps’.  So I wasn’t quite sure.  I think it wasn’t explained.”  
(Carer 008) 

 

Disappointment and criticisms about services can often be attributed to poor communication rather 

than deficiencies in the service delivery whereas effective communication has been shown to 

improve service user care (EAPC, 2011).  In this context and in relation to the case above where the 

patient was admitted to the hospice to the regret of the family, the carer was not critical of the 

service per se but rather her own powerlessness in the decision making process due to being ill-

informed. In the case of the uncertainty regarding the role of the Care Assistant, the carer’s 

expectations were not met due to a lack of clear and relevant information on the service. 

 

While there were few criticisms  raised in the interviews regarding information and communication 

issues, questions enquiring as to whether carers had availed of particular services were answered in 

the negative due to ‘I never knew that that was provided at by the service’ or ‘that wasn’t relevant 

when we first met the team, but it would be useful now’.  Therefore, a number of interviews 

illustrated that re-assessments of patients’ and carers’ circumstances may not have occurred as 

frequently as circumstances altered.  It also showed that in some cases, the longer the team were 

involved with a family, there was an assumption that the carer knew more about the service than 

he/she actually did. 

 

Finally, the manner in how staff communicated with carers was reiterated throughout the interviews 

and was obviously one of the most important quality indicators for carers of the service.  The 

following typifies the feedback: 

“Her very voice alone lends to ...well for xx (patient)  anyway.....the very first time she came, 
the very gentle way she spoke to him it was a huge for him.  It wasn’t as if she was a bossy 
nurse.” (Carer 008) 
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“But I appreciated the nurse’s clear headedness.  I was all emotional and very distressed, but 
she was just calm, and clear, and really sorry she said to have to say this, but I feel that you 
need to know.  And that was excellent, her calmness, her professionalism.”  (Carer 005) 

 

Symptom Management 

Having access to a service that would pro-actively deal with all the symptoms of the patient’s 

condition and the effect of these symptoms on them was a major factor for all of the carers.  Carers 

voiced fear at not being able to relieve and manage symptoms.  Many elaborated on how complex 

some of the patients’ needs were and the range of interventions that were necessary to ensure the 

patients’ suffering was minimised and controlled. In all cases, there were reports of how well staff 

dealt with highly sensitive and demanding situations for both the patient and the carers.   

 

The level of interventions varied across the cohort of carers that reflected substantial involvement in 

the daily clinical care of patients to weekly monitoring calls for cases that were stable and 

adequately controlled by the carers and families. The following illustrates a sample of the range of 

inputs by the team into the symptom management dimension of the Service. 

“We were at a very low ebb.  I had to learn all about the medicines which she had to have, and 
she had to have a lot of medicines.  They made out a chart for me, the numbers I had to give 
for the days, mornings and evenings, and that was a nightmare to me at the beginning.   You 
would be afraid you would do it wrong.....and if there was anything at all that you did feel you 
should mention to them you could get on the phone....” (Carer 004) 
 
“I find it is a tremendous back up, and it is lovely to meet these people and just to talk to them 
for five minutes or whatever.” (Carer 014) 
 
“...they were in every time you called and said ‘he is in pain and we can’t get on top of the 
pain’.  And it was ‘don’t worry we will, we have the means, we have the facilities.  We just have 
to get the bag.  Don’t worry it will be alright’...and they were at the door within twenty 
minutes and the pain was under control then in no time....”  (Carer 013) 

 

Access to the Hospice at Home Service & Choice of Care 

Integrating patients’ and carers’ preferences is a fundamental principle of the Hospice at Home 

Service and throughout all the interviews, enabling the patient to remain at home for as long as 

possible was clearly stated as a preference for carers as well.  To this end, carers stated that they 

were supported to undertake this role as far as possible and with the exception of one carer, all 

appeared satisfied that the patient remained at home in conditions that maximised the patients’ 

well-being and preferences. 

 
As with the patients, carers were asked whether they felt that the patients in their care were 

referred at the right time to the Hospice at Home Service.  Secondly, they were asked whether their 
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home was their preferred option in terms of their pre-death location.  The responses illustrated that 

the majority of interviewees (14/15) felt that their referral was at the appropriate time, only one 

interviewee felt it was ‘too early’ but went on to explain that  

“We thought it was too early but in actual fact, it gave my xx (patient) enough time to get 
familiar with the nurse before he got really ill.  Then both knew the ways of each other and it 
made it all easier when I couldn’t manage the situation on my own.  I also trusted their 
judgement when I was feeling so frail that I couldn’t think straight...” (Carer 001) 

 
The preferred place of care was home although five of the carers stated that it was never actually 

discussed, it was either too sensitive a topic to raise or that it was just understood by the patient and 

the family.  In one case, the carer stated that the patient did not want to burden the carers if her 

symptoms were not easily controlled, she felt that it would be too much for him (the carer). 

 
While access to the Hospice at Home Service was not seen as a problem for any of the interviewees, 

the level of access was voiced as a problem by three of the fifteen carers.  One stated that she only 

received a monthly call even though she felt at times overwhelmed with the task at hand and the 

second carer stated that her relative received one hour visitation from a Care Assistant and while 

private care was arranged for most of the week, the family struggled with the weekend schedule. 

The third carer stated that when night-time cover was provided, the time was 11pm when the 

patient was asleep.  The carer felt that she had no real respite as she had to wait with the patient 

until 11pm and by the time she got home, it was near midnight, she then had to return early the 

following morning to relieve the worker.  The carer did not want to raise this as issue as she felt the 

service generally was so good. 

 

Psychosocial Support 

 In terms of the range of needs of carers, studies show that the need for psychosocial support is an 

important factor in palliative care but that evidence-based and effective ways of supporting carers 

are still in their infancy (Hudson, 2003).  In this context, understanding and defining what the 

psychosocial service should provide is not only difficult for the evaluator but also for the carers 

whose needs in this area are diverse and complex.  Without clarity of purpose, the required 

responses by services to ensure that the carer is adequately supported can be randomly successful.  

For an evaluation study, if service users are unclear about what they should expect from 

‘psychosocial support’, their perceptions may be difficult to compile and compare. 

 

As in the case of the patients’ interviews earlier in this Chapter, psychosocial support was 

understood as the part of the service that relieved stress and anxieties and improved the 

psychological and emotional wellbeing of the individual by enabling them to express thoughts, 
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feelings, and concerns relating to illness and in the case of the carers, expressions relating to the 

caring responsibilities in addition to the pending loss and grief.  In the majority of cases, (13/15) 

carers cited a number of instances where psychosocial support was provided and that in many of 

these cases, it was the most important factor that enabled them to continue in their role as carers.  

The range of examples of psychosocial support included:  addressing worries, pastoral care, general 

support, increasing confidence and facilitating practical tasks and are evidenced in the following: 

“Pastoral carer that is xx (name of Pastoral Carer), actually he is brilliant.  He was the one I 
went to the time (patient) got sick in May, and he was the first person I could explain my 
worries to.  And xx (Pastoral Carer) went to the nurse in Milford, and she contacted me and 
asked me what way he (patient) was.  It was only then that I opened up and it was like a dark 
cloud lifted...” (Carer 011) 
 
“XX (Social Worker) had come out to us and did a tape with xx (Patient), she taped one for me 
and one for the kids.  And she helped him (Patient) to do letters.  And she did all those, and she 
copied them all, and she had pictures for everyone.  They were left for us.  We would only get 
them when he (patient) died.  They were and still are so important to us...” (Carer 009) 
 
“I think just listening was such a big thing for me.  If I needed to know so and so in caring for 
my xx (patient), because, ‘am I doing something wrong here’, you know. It was a boost for my 
confidence that I was told I was doing okay, and that’s all I needed to reassure me that I could 
cope...” (Carer 001) 
 

However, the one area where there appeared to be a gap in the service was in relation to 

bereavement support.  Only two of the bereaved carers stated that there was follow-up after the 

death of the patient.  It should also be noted that the lack of such support may stem from carers’ 

lack of need for bereavement support as some stated that they had extensive family and close  

friends who  provided all the support they needed.  Furthermore, there was also a general view from 

two of the carers that ‘no-one can help’.  However, discussions in this regard also indicated a degree 

of uncertainty and lack of information on the part of the carers and it is difficult therefore to 

ascertain whether carers were not availing of bereavement counselling due to their lack of 

awareness of the available service or whether carers themselves actually did not want or need it.  

The provision of bereavement support may not always be appropriate and some studies indicate 

that such support may even be harmful if not appropriately targeted (Kristjanson et al, 2005; Agnew 

et al, 2011  

 “They (hospice staff) were nearly our best friends and suddenly they disappeared...it was 
another loss...” (Carer 013) 

 
“I felt they listened to everything, I really did now.  I found them very, very helpful......but I 
didn’t really have contact afterwards. Maybe because they knew my daughter was near...” 
(Carer 011) 
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5.6 CONCLUSION 
The strength of this part of the evaluation was the user-based evidence of the Hospice at Home 

Service with patients and carers voices illustrating their views about how responsive the service was.  

 

Key Findings  

• High satisfaction levels regarding the provision of care and support 

• Responsiveness of the service to changing circumstances 

• Excellent communication and interpersonal skills from Hospice at Home staff members 

• Efficient and timely monitoring of symptoms and medications 

• The limited knowledge and use of the bereavement services offered. 

 

In summary, what is evidenced here is that the Hospice at Home Service is clearly person-centred 

and it is highly valued by patients and their carers. Importantly, it achieves its goal of enabling 

people to live and be supported at home. 
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CHAPTER 6 FIELDWORK  
FOCUS GROUP & INTERVIEWS – MCC STAFF & PUBLIC HEALTH NURSES 
  
6.1 INTRODUCTION 

Employees play a fundamental role in the success of any organisation. The quality and safety of 

health care depends upon the people who deliver it. Evidence also exists that job satisfaction 

correlates to the quality of patient care (HIQA Standards, 2010). It is therefore in everyone’s 

interests that staff are supported to do their jobs to the best of their abilities.  Increasingly, health 

care providers are expected to work in multi-disciplinary teams across the health system and to 

collaborate closely with organizations within the community to deliver integrated and coordinated 

care. 

A key element of the fieldwork for this strand of the evaluation was the focus groups that were 

conducted with members of the Milford Care Centre staff group and the Public Health Nurses 

involved with the Service. Trained and experienced staff have a keen sense as to the quality of the 

service which they provide and whether it meets the service’s aims and objectives.  The focus group 

is a ‘form of group interview that capitalizes on communication between research participants in 

order to generate data’ (Kitzinger, 1995). Focus groups offer the opportunity to collect multiple 

perspectives from the individuals who form the group, facilitating the collection of data during one 

session and thereby maximizing on both time and resources. As a research method, its use has 

grown over the last decade. 

In preparation for the focus groups for this current strand of the evaluation, the research team 

arranged to meet with members of the multi-disciplinary team at Milford Care Centre to inform 

them of the evaluation and to raise their awareness of the evaluation process. Suitable dates and 

times for the focus groups were arranged through liaison with the Hospice at Home team managers.  

As some team members were unavailable to attend any of the scheduled focus groups, these 

individuals were offered an opportunity to be interviewed separately at a time that suited them. All 

focus groups and individual interviews took place between May and November 2010.  

 
6.2 FOCUS GROUP SCHEDULE 

The schedule for the focus groups and interviews was drawn up by the research team and was based 

on the mission statement of the Hospice at Home Service and key areas of service development. 

General areas of enquiry were considered to be more productive than specific areas. This was 

perceived to be more likely to generate broader discussions about what the service is seeking to 

achieve and how successful it is in doing this. It was decided that the broad themes that would be 

addressed in the focus groups and individual interviews were:   
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− Achievement of the mission statement and service goal 

− Service delivery 

− Communication  

− Support. 

 
Two members of the research team were involved in facilitating the focus groups and one member 

of the research team conducted the interviews.  Meeting rooms were prepared to create a relaxed 

and uninterrupted space for the meetings and interviews; written consent was sought from all 

participants prior to sessions taking place.   Focus groups lasted a maximum of two hours, with most 

meetings lasting one hour and forty five minutes. Individual interviews ranged in duration from 

forty-five minutes to one hour and thirty minutes. 

 
6.3 STUDY POPULATION 

To capture data on the above four themes, a total of six focus groups were held.  Nineteen staff from 

the Milford Care Centre and ten health care staff who were external to the Centre participated in 

the focus groups. Six staff from Milford Care Centre were unavailable to take part in the focus 

groups and were individually interviewed. 

 

Staff groups who were internal to Milford Care Centre included Clinical Nurse Specialists, 

Physiotherapists, Occupational Therapists, a Social Worker, Care Assistants, medical personnel and 

Steering Group members. External staff groups included Public Health Nurses, Community 

Registered General Nurses, Practice Nurses and representatives from Nurse Management. The views 

of the external groups above are presented here as the data from these groups was collected via 

focus groups.  

 
6.4 FINDINGS 
All interviews were audio-recorded and subsequently transcribed. Transcripts were then returned to 

participants electronically or by post and participants were invited to comment or make changes to 

their input within the focus group.  Analysis of the transcribed interviews assisted by QSR-NVivo 

software was undertaken for ascertaining the significance of issues for participants. 

 

The process of analysis was adapted from Burnard’s (2004) Framework of content analysis. The aim 

of Burnard’s method is to produce a detailed and systematic account of the themes and issues 

addressed in the interviews and to link them together under a reasonably exhaustive category 

system (see Table 6.1 below).  Central to qualitative research is listening to the respondent and 

listening to their paradigm in their terms.  
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Table 6.1 Framework for Analysis of Data 

FRAMEWORK FOR DATA ANALYSIS 

Stage 1 • Field notes were kept from all focus groups; 

• Summaries, agreed by all group members, from all focus groups were recorded and 
included in analysis; 
 

• Audiotapes were transcribed verbatim. 

Stage 2 • Audiotapes were listened to several times to immerse in the data and clarify transcripts 

Stage 3 • Transcripts were sent to participants for review, comments or amendment 

Stage 4 • Transcriptions were uploaded to NVIVO8 (qualitative data management system)  

Stage 5 • Transcriptions were each coded independently according to grouping by the researchers 

− Steering Group focus group and interview 

transcript 

66 Coding Nodes were generated from 

steering group data 

− Hospice at Home team focus group and 

interview transcripts 

169 coding nodes were generated from 

Hospice at Home  group data 

− PHN focus group transcripts 19 additional nodes were generated from 

PHN group data total 53 coding nodes 

Stage 6 • Codes with 20 or more references were reviewed and developed into categories; 

• Steering group nodes were collapsed to 10; 

• Hospice at Home  nodes were collapsed to 16; 

• PHN nodes were collapsed to 5; 

• Codes with less than 20 references were reviewed and included into other codes.  

Stage 7 • Data sets were discussed between the researchers and emerging subthemes agreed.  

Stage 8 • Subthemes Identified: As below. 

Stage 9 • Themes identified:  As below 

 

As categories and themes emerged from the data analysis, a third researcher was invited to 

comment independently on the decisions made.  In the description of findings, the researchers used 

direct quotes to narrate and substantiate the data.  Table 6.2 provides an outline of the key themes 

and sub-themes that emerged.  
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Table 6.2 Focus Groups Key Themes 

 
 
Quotes in the following sections are differentiated between staff groups who were internal to 

Milford Care Centre (MCC Internal Staff Participant) and members from external staff groups 

(External Participant).  Appendix 8 contains additional supporting quotes. 

 

6.4.1 Theme One: Achievement of Mission  

This theme relates to the mission statement or vision of the service in outlining its overall goal and 

guiding its actions and decisions in pursuit of this goal. 

Questions were posed in the focus groups and interviews that made enquiries about participants’ 

views of the patient as the centre of care, the new Hospice at Home Service and the specialised 

service with specialist skills.  

Theme One: (a) The Patient at the Centre of Care  

At the heart of the philosophy of palliative care is the patient and his/her family and this was evident 

during the discourse of the focus groups and interviews. As one Hospice at Home team member 

stated: “We’re listening and responding to the patient’s needs and that’s what they need at that 

point.” (MCC Internal Staff Participant) 

 

Throughout the focus groups and interviews, there was a prevailing sense of goodwill and a desire 

on the part of staff to serve the patient and their families to the best of their ability. Participants 

stated:  “We all want to play a central part but actually the only person here at the centre is the 

patient, it has to be.” (MCC Internal Staff Participant)  

EMERGING THEMES 

THEME   SUBTHEMES 

Theme One 
Achievement of Mission  

a) Patient at centre of care 
b) The new Hospice at Home Service 
c) The specialised service with specialist skills 

Theme Two 
Service Delivery 
 

a) Referral to the Hospice at Home Service 
b) Multi professional visiting 
c) Co-ordination of the Hospice at Home Service 
d) Quality of the service 

Theme Three 
Communication  
 

a) Communicating across the multidisciplinary team  
b) Communicating across internal and external teams 
c) Information sharing 
d) Building relationships 

Theme Four 
Support  
 

a) Support for the family 
b) Support structures for staff – debriefing, supervision, education. 
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Several participants from the team recounted that the service achieved its mission and there was a 
sense that more would be achieved.  

 “I think it’s in its infancy but I think its aspirations are very noble…. I think the success of it will 
lie in future planning and its ability to individualise every patient care setting and episode, so 
that what’s right for one family may not be right for another.” (MCC Internal Staff Participant)
            

Theme One: (b) The New Hospice at Home Service  

As previously mentioned, the Hospice at Home Service has its origins in the Homecare Service which 

operated as a single discipline, nurse-led service for patients which provided additional nursing 

support for families where the patient was being cared for in the last weeks of life.  Greater access to 

palliative care services for patients at home has required the development of a larger team with 

representation from disciplines with specialist knowledge in palliative care.  The new service is 

delivered, in partnership with the HSE,  through a team of health care professionals including 

pastoral care, social work, physiotherapy, occupational therapy, medical and nursing emanating 

from within the Milford care Centre, the HSE and from voluntary community services. 

 
The significance of the transition process from Home Care to Hospice at Home was described by 
many participants.  

“It’s a big team and it’s like everything it’s developing through lots of various disciplines that 
are now integrating within the backdrop of the homecare service”  (MCC Internal Staff 
Participant) 

 

The inclusion of Occupational Therapists and Physiotherapists within the internal team brought 

uncertainty around the clarity of roles for some members of the team as this external participant 

explains: 

“At the minute there’s probably a little bit of an overlap between… {Community} OT and the 
Physio and … {Hospice at Home} OT and Physio and I suppose we’re not quite sure what way 
that’s going to pan out yet.”  (External Participant) 
      

Acknowledging the confusion relating to their role in the team, one discipline reported using 

education sessions to provide additional clarity.   As with any specialisation there is a potential for 

fragmented care which is described by several participants. However, an awareness of each other’s 

role and the need for effective teamwork to support the provision of holistic care was also described 

as illustrated in a statement by one the team members. 

“I think… what is becoming more clear is that there are less defined roles ….it’s how we as a 
team work within that and how we all have a role to play in the {alleviation of} … symptoms.”   
(MCC Internal Staff Participant) 
 

In addition, the PHNs noted a need for increased clarity of nursing roles within the team. Participants 

explained how families often do not see the difference between the varying nursing teams because 
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the care to them appears seamless.  The need for balanced team working recognising and valuing 

each other’s skills was described as an important factor in effective team working.  There also 

emerged a sense that an understanding and appreciation of each other’s roles was developing over 

time and as this participant summarised: 

“I had some assumptions and I think the more I work with the people, the more we interact, 
the more we have team meetings I get a bigger, wider picture  of what people’s roles entail.”   
(MCC Internal Staff Participant) 

 

Theme One: (c) A Specialised Service with Specialist Skills  

The delivery of the Hospice at Home Service is complex and based around a structure of referral and 

co-ordination to deliver a specialised service with specialist skills. The philosophy of palliative care as 

the holistic care of patients and their families was clearly in evidence as participants from the 

multidisciplinary team described the range of specialist skills from the management of physical 

symptoms to the often more complex areas of psychosocial and spiritual care. Both internal and 

external participants identified skills unique to the delivery of specialist palliative care. 

 

The external participants described the support and education they received from the Hospice at 

Home team in order to develop their palliative care skills and to learn from the expertise of the 

Hospice at Home team, such as the use of a syringe driver for pain relief.  External partners in the 

service also explained how the specialist knowledge of the Hospice at Home team provided 

additional support both for the professional and the patient and family:  

“They also offer to us a real speciality in their field because they really know their work, they’re 
doing it often.” (External Participant) 
 
“….they’ll advise on their pain relief and it was just what this person needed to keep them at 
home, what the family needed. For us as nurses, we needed the pain to be managed before we 
could do the dressings.  So it’s not just cancer or dying, it’s broader.” (External Participant) 

From the responses, it is evident that the Hospice at Home team plays a significant role in the 

delivery of palliative care and the education of external professionals.  Specialist palliative care for 

patients living in the community is a complex and multifaceted endeavour and as such, requires a 

clear vision as to how such a service is delivered. 

6.4.2 Theme Two: Service Delivery 

Theme Two: (a) Referral to the Hospice at Home Service  

Referral to the Service marks the starting point for patients and their families in their journey of 

involvement with community palliative care services. The process of accessing services for Hospice 

at Home is through the patients’ GP, Specialist In-patient Palliative Care Unit and in-patient acute 

Palliative Care teams. A difficulty arises when GPs do not refer their clients to the service and some 
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external focus group participants expressed a view that they would also like to be permitted to refer 

patients directly to the Hospice at Home Service:  “The consultant in Milford won’t accept a nursing 

referral from us.”   (External Participant) 

 

Once received, referrals are directed to the Hospice at Home’s Nursing Team Manager who initiates 

Hospice at Home Service involvement.  A decision is then made as to the degree of involvement of 

members of the team: 

“…..and the Care Assistant’s role may not be the first in it could be the Occupational Therapist 
could be first in, the Physiotherapist could be first in, the Social Workers could be first in and 
you know it’s all variable on where the person is on the journey.”   
(MCC Internal Staff Participant)  

 

The purpose of the Hospice at Home Service involvement and support could vary across a spectrum 

of needs for individuals and their families. In one situation the team were poignantly supporting a 

mother whose child required Hospice at Home care: 

 “We put in a respite visit for the mum so as that somebody could sit with the baby, one of the 
Care Assistants while mum even went and had a shower, not as a kind of symptom 
management and as a hands on but as a pure support.” (MCC Internal Staff Participant) 

 
This example illustrates the complexity of palliative care needs and the flexibility of the team. The 

complexity of providing a service at weekends across a wide geographical area was also identified as 

impacting on service delivery.  

 

Theme Two: (b) Multi-Professional Visiting  

The diverse palliative needs of the patient are met through Hospice at Home services and it is critical 

that liaison and management of team member visits are centrally coordinated. A need for caution 

was expressed by internal and external participants as to which professions visited, the timing of 

such visits and the appropriateness within the context of the patient’s home. 

 “We have to be very aware… that we are actually visitors in these people’s homes and we 
can’t be bombarding them with too many people either and that has been just my experience 
lately that there’s too many people involved and it can be a bit overwhelming.”     
(MCC Internal Staff Participant)  
 
 “Nobody  coordinates)  you know like buses all come at once whereas maybe at times you’d 
want to have,  well if you’re going in today I’ll go in tomorrow.”  (External Participant) 
 

Recognising the individual needs of the patient and families was an important factor in deciding who 

visits and when. The myriad of services that are available and delivered to the patient and their 

families require a comprehensive system of co-ordination. 
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Theme Two: (c) Co-ordination of Hospice at Home Service 

The Hospice at Home Service occurs across a broad geographical area involving five bases and a 

complex network of personnel from several disciplines that are both internal and external to Milford 

Care Centre.  While the organisation and coordination of such a service delivery is by its nature a 

complex task, it became apparent from the focus groups that there is as yet no formally appointed 

co-ordinator as this participant explained: 

“I think there’s very poor overall co-ordination of the service and I think that in fairness it is 
early days and there’s an awful lot of development happening quite quickly.  But I think our 
communication and information is filtered through different departments.”   
(MCC Internal Staff Participant) 

  
The burden of coordinating and administering the service and being responsive to supporting the 

needs of patients’ and families at a time of crisis or rapid decline was evident in the responses of 

participants:  

 “Our workload has grown again even though we mightn’t be seeing as many patients because 
we now have a bigger team but we’re basically co-ordinating everything so it’s all back to us.” 
(MCC Internal Staff Participant) 
 

What coordination exists is primarily structured around multidisciplinary team meetings, which are 

caseload focussed and to which external Hospice at Home team members and agencies are not 

generally invited: 

“The co-ordination of management of the clients and the team is based around the multi-
disciplinary team meetings.  I think they’re pivotal, they’re the hinges that it works on, the new 
referrals, the complex cases, the bereavements, discharge planning of patients in the 
homecare.”  (MCC Internal Staff Participant) 
 

In acknowledging the challenges in coordinating the service the CNS have explored the development 

of a quality tool to assist in the process as this Hospice at Home team member explains: 

“Our latest is trying a flowchart, in the chart we know exactly which discipline is involved with 
the patient, which occupational therapist, which physiotherapist, which social worker, which 
CNS, which care assistant, we’re trying it.”  (MCC Internal Staff Participant)  
   

Given the challenges and pressures of this complex and expanding service, it is nonetheless apparent 

that this is not affecting the realisation of the mission for the Hospice at Home team in their 

commitment to delivering a quality service as this participant described: 

“We had a gentleman who died last week and they couldn’t have said anything higher about 
us they just thought that we just came in and we sorted everything out for them, all very 
smoothly, very quickly done and that patient died at home within comfort and dignity and 
support and they very much felt supported.” (MCC Internal Staff Participant)  
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Theme Two: (d) Quality of the Hospice at Home Service  

The Hospice at Home mission guides the delivery of care and all participants expressed a pride in 

their work and a commitment to provide the highest possible standard of care. Moreover, staff 

expressed a commitment to improve quality by sourcing tools to assist in the future development of 

the service. This supports the finding that there is minimal use of quality measures to guide and 

evaluate practice; internal participants mentioned the use of guidelines and criteria, such as the lone 

worker policy and medications policies. External participants expressed having their own policies, 

but did not refer to any specific quality measure used by the Hospice at Home team.  

 

The absence of a waiting list and feedback from the patients and families was cited as a beneficial 

means of informing quality and the value of patient satisfaction surveys was highlighted: 

“Traditionally we’ve relied on direct patient or family feedback [and] some preliminary pilot 
surveying ourselves of people’s experience of receiving the service at home and the results are 
positive. People are positive about the service they’re receiving.”   
(MCC Internal Staff Participant)           

 
Across the focus groups and interviews there was a strong sense of the benefits of measuring quality 

of service provision.  There was recognition of a commitment to develop additional quality measures 

and initiatives for the service and this evaluation was seen as a contributor to this.  Another quality 

indicator is the management of complaints. Discussion surrounded how patient or family complaints 

were managed by the service indicated that a written complaint is directed towards the managers 

and then it is investigated and may be brought to the Quality and Safety Committee and to the 

Management Team, if necessary.  External members described how they would either take the 

complaint to the CNS involved or to their own line manager. 

 
This theme has described the delivery of the Hospice at Home mission to offer patients and their 

families living in the community a quality palliative care service. The provision of this service is 

reliant on quality measures and structures to support service delivery. In establishing an evidence 

base to support the value of the service to the patient, quality measures are critical.   

 

6.4.3 Theme Three:  Communication  

Effective communication is a key factor in ensuring that all Hospice at Home team members, both 

internal and external, have knowledge of the service provided and work collectively and in an 

integrated way in the interests of their clients.  It was highlighted that communication must happen 

across the multidisciplinary team, between internal and external staff to ensure information sharing 

and to build relationships.  
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Theme Three: (a) Communicating across the Multi-Disciplinary Team  

The main strategy for formal communication between members of the internal multi-disciplinary 

team is at their team meetings, which are used for the purposes of discussing new referrals, decision 

making, care planning, symptom management and education.  While the multidisciplinary nature of 

the meetings was noted by all participants, several participants suggested that in the main the focus 

of meetings, which are consultant led, tended towards addressing the physical symptom 

management consistent with a more medical approach.  

 “Given the time constraints the meeting is very medically orientated and would be very much 
about symptoms.  For the outer bases we’ve set up monthly meetings which are focused on 
looking at the patient holistically …taking into account all the team members and what their 
contributions could be…”(MCC Internal Staff Participant)  
 

External participants commented that they do not currently participate in the established 

multidisciplinary team meetings despite their understanding of care as a team effort. One external 

participant who had participated in a team meeting described the benefits of discussing individual 

plans of care. 

 
Discussions took place on how information is shared across such a geographically widespread team 

while also addressing issues relating to confidentiality: 

“I also wonder about confidentiality in the midst of all this, there are so many pieces of paper 
with people’s names on them, whose going to mind them? Are they locked away? There are so 
many issues you wonder how confidential any of this is.” (MCC Internal Staff Participant) 
 

Theme Three: (b) Communicating across Internal & External Teams 

While communication processes within the internal team continue to develop, communication with 

external groups appeared to be more structured. Liaison with external agencies and GPs, ICS night 

nurses and PHNs appear in the main to fall under the remit of the CNS.  This process whereby other 

professionals within the Hospice at Home Service, liaise with the CNS who then coordinates the care 

for his/her patient is consistent with the experiences of the external groups interviewed: 

 “We have individual ‘homecare’ nurses for specific areas and we would be in contact with 
them on a very regular basis when we have clients in the area that we’re both involved with.” 
(External Participant) 
 

The growth of the Hospice at Home team and the ensuing need for increased and effective 

communication within the teams has inevitably impacted on the role of the CNS who while 

undertaking the  additional activity note how time consuming such communications are.  The 

sharing of fundamental information such as whether or not a client has died across the range of 

agencies involved and the numerous communication networks is challenging and time consuming. 
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Theme Three: (c) Information Sharing  

Given the myriad of interactions within and across both internal and external teams, a critical factor 

of communication is how information is shared. Within the focus groups, staff reported that record 

keeping processes varied between teams.  

“Some of the patients have singular patient files and some have separate files for each 
discipline.  The aim is to move towards that we have only one.” (MCC Internal Staff Participant) 

 
The process of record keeping and information sharing is complicated by disciplines keeping their 

own files as central files are not always available. In order to improve the management of 

information sharing, the benefits of developing information technology systems were identified by 

some internal participants and these included Skype and video conferencing.  Additionally, it was 

recognised that IT measures would be useful in handover, storage, and retrieval of information 

across disciplines as only basic demographic details are currently held on computer.  

 
Theme Three: (d) Building Relationships  

Effective communication within a new team is dependent on the development of relationships 

which facilitate and sustain collaborative working.  When discussing the transition process from the 

Homecare team to the expanded Hospice at Home team, it was acknowledged that this transition 

takes time and commitment.  It was anticipated by the Steering Group that integrating the new 

service into the external community might present a challenge.  However, in reality, participants’ 

views suggested that the transition has been a greater challenge for the many roles within the 

internal team structures.   

 
The reasons for this difficulty are varied and reflect fear of uncertainty of change, the need for 

support for changes, particularly to nursing roles, and the expansion of the service over a short 

period of time. From the perspective of the internal participants this difficulty appears to relate to 

the flow of information and clarity about staff’s roles.  

“I know that they are looking at developing our role  and  how this is all going to fit in and 
that’s all very frightening because nobody knows what we’re supposed to be doing or what’s 
going to happen.” (MCC Internal Staff Participant) 
 
 “…..I came into the team and I found it a brilliant challenge for me professionally and 
personally and then all of a sudden things changed. Now we’re part of a much, much bigger 
broader team which is good in one sense but there’s been a lot of teething problems and I 
don’t think we’ve been supported enough in that, I think a lot has been expected of the nursing 
team without enough backing and support.” (MCC Internal Staff Participant) 

 
As the transition progresses, the difficulties in relationship building for the Steering Committee 

appeared to relate more to the process of developing the new service from a nursing service  to a 



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

94 
 

multidisciplinary team.  In recognition of the expanding service and consequent growth of the 

Hospice at Home team, the Steering Group discussed the importance of building relationships in the 

newly formed Hospice at Home team. The group reflected on developing a service and their 

realization that the Hospice at Home blueprint and the service that Hospice at Home provides are 

two different things that each needed a different but integrated management system.  This 

dichotomy gave them what they describe as “different hats to wear,”  

“...I think that among the different roles and factions that we’d  manage, the actual Hospice at 
Home is something that we never clearly identified how we are actually managing in terms of 
Hospice at Home and possibly something that we’re learning the significance of that now and 
….will be addressing in the very near future.”(MCC Internal Staff Participant) 
 
 “I think it’s something in all honesty we missed at the outset just how challenging it would be 
for the original members of the team at the nursing end to change, I think we underestimated 
that the challenges associated with change for everybody.” (MCC Internal Staff Participant)
  

The responses to relationship building of both internal and external teams provide an indication of 

the strong commitment to partnership between them. This is illustrated in the diversity of the 

working relationships both within and outside the teams.  The need to build on existing relationships 

within the internal team was noted by other Hospice at Home team members as essential to the 

developing service. 

   
Given the nature of working in palliative care, building relationships that can be a source of support 

in the delivery of a quality service is time well invested. In order to successfully fulfil and sustain all 

aspects of their role, participants described their need to both give and receive support.  

 

6.4.4 Theme Four: Support  

Support is critical if quality services are to be provided. Primary consideration is for the support that 

is provided to the patient, primary carer and family. Secondly, is the support that is provided by the 

agency to the staff who deliver the service. It is in these different contexts that support was 

considered by the focus groups and in the interviews.  

Theme Four: (a) Support for the Family  

This theme was identified as an important component of the role for both internal and external 

participants throughout the care continuum. It begins from the initial referral and the setting up of 

services in the home and continues through when the patient has died, extending into bereavement 

support for the family: 

“I’m sure it helps the families to know that the ties aren’t cut, that there is a support there…in 
a different capacity of course [to the Hospice at Home] but it’s like we’re here for you, we care 
for you too.  (External Participant) 
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The unique nature of the role in caring for people at the end of life is well recognized and the 

consequent need for support strategies was identified by both internal and external participants 

who also shared the processes used for support in their day to day work life. 

 
Theme Four: (b) Support Structures for Staff  

Support was described as coming from both informal and formal sources. Personal supports ranged 

from simple things that people do as an individual to positively manage the challenges of their day. 

Examples of self-care included evening walks, talking with colleagues, and sharing each other’s loads 

in times of difficulty.  

“If somebody’s struggling I think we do try and share loads and some people may be pretty 
burned out from a very challenging experience……” (MCC Internal Staff Participant) 

 
Informal support needs extended to the external team and highlights the diversity of the roles 

required for this type of work. 

“I remember one young guy… when he died and we went for a cup of coffee afterwards and I 
must say that…while it was very sad it was lovely we all went across somewhere for a cup of 
coffee. It made the whole thing so much easier whereas if I drive off this way and you drive off 
that way and then you’re going into a new birth and you’re thinking oh God I have to be great 
here now it’s wonderful but it can be very hard.”  (External Participant) 
 

Professional support was described as occurring through more formalised strategies for example, 

debriefing, supervision and education. Participants alluded to the availability of support provided by 

personnel within the organization, however not everyone appeared comfortable with this option.  

The ability to access coping resources or facilities may be influenced by geography as noted by this 

internal participant: 

“In being on the road a lot more ….there’s some days I wouldn’t see somebody from one end of 
the morning to another and that’s difficult.”  (MCC Internal Staff Participant) 

 

In a newly formed and rapidly expanding service, participants sought support as they developed 

roles and relationships. Some participants referred to supervision, however it was clear that this 

term held different meanings and offered differing support among participants. 

“It’s not always a caseload focus that it {supervision} is about. It’s your own personal 
development with courses and training…it could be about how a service is working out and just 
talking about those experiences, I suppose it could be support, it could be about management 
of the service and how that service can progress and change so it has different levels 
depending on how it’s used and who facilitates your supervision.”    
(MCC Internal Staff Participant) 
 

Participants also described education as a form of support and saw the value of continued learning 

in facilitating them to develop their roles. This was identified both in terms of reviewing a case 
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during bereavement support from a learning perspective as well as creating opportunities for 

continuing professional development.  

“I feel that a lot of staff here including myself are burned out so to speak so I think something 
in that area (education) is definitely required.” (MCC Internal Staff Participant) 
 
“I think you can always have education, we should always be looking to develop ourselves … 
that three day communication course here I found very good because even in things like 
breaking bad news and just strategies that you can use...” (MCC Internal Staff Participant) 
 

This final theme illustrated two different aspects of support. Support for the family and support for 

the professionals within the service.  The participants’ description of support for the family, while a 

complex endeavour within palliative care, appeared straightforward and matched their commitment 

to the vision. This theme also highlighted the participants’ perspective of the necessity and value of 

suitable support for individuals and the team, in particular, when a service is changing and evolving. 

 

6.5 CONCLUSION 

The findings of the focus groups and interviews revealed a sincere commitment to achieving the 

mission of the Hospice at Home Service from internal and external participants. It was evident from 

all that there was an appreciation of the value in developing this Service as a way of meeting the 

needs of individuals choosing to be cared for and to die at home. The challenge of provision of a 

service incorporating specialised multidisciplinary skills to meet the complex needs of individuals and 

their families across a geographical spread was acknowledged. The Service has undoubtedly 

contributed to the support for individuals and their families choosing to stay within the home 

environment and ultimately making a difference to the quality of life for those receiving palliative 

care. 

Key Findings  

• All participants placed the client and their family at the centre of care and repeatedly 

throughout the data analysis there is evidence of commitment to realizing the vision and 

mission of the Hospice at Home Service.  

• Support giving was identified as important for patients and carers and for other team 

members, both internal and external. It is critical in sustaining the commitment to palliative 

care and enabling staff to continue the development of their practice and the belief in the 

mission. 

• Supervision was highlighted as a necessity and while this is addressed in some instances 

individually, there needs to be further development of quality supervision. 
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• Communication processes impacted on the service including the existing referral processes, 

information sharing, co-ordination of care and tools to assist communication and quality 

monitoring.  Existing communication processes need to be built on to ensure clear lines of 

communication both virtual and actual and internal and external. 

• A number of team and inter-agency working issues need to be addressed, including the lack 

of role clarity, valuing and recognition of others’ specialist skills, the lack of an identified 

team leader and the management of transition and future development of the Hospice and 

Home service.  

• The importance of education by sharing skills and up-skilling other staff was identified and 

the need for discussion and joint education opportunities was seen as  key to good working 

practices. 
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CHAPTER 7 PRIMARY CARE TEAM SURVEY 
 

7.1 INTRODUCTION 

This is the final strand in the fieldwork and involved a survey of members of Primary Care Teams 

(PCTs) who had contact with the Hospice at Home Service in relation to care of their patients in the 

community, and of GPs who attended a study day at the Milford Care Centre. Questions were asked 

about a number of different aspects of the Service and in addition to structured questions, space 

was provided to allow respondents to add their comments. As GPs were also included in the survey 

of Primary Care Teams, the findings reported below are a combination of both these surveys. Public 

Health Nurses’ perspectives are included in Chapter 6. 

 

7.2 SURVEY INSTRUMENT  

The instrument used in the survey was a postal self-completion questionnaire (see Appendix 9) 

which was designed to elicit similar information as that gained from the carers’ survey.  The 

geographic spread of the PCTs meant that it was more time-efficient for team members to 

participate in the evaluation through means of a postal questionnaire rather than attend focus 

groups or individual interviews.  

 
The topics addressed within the questionnaire related to: 

• Experience of the Hospice at Home Service  

• Awareness of the range of provision offered by the Service  

• Communication with the Hospice at Home team 

• Quality of care received by patients 

• The support respondents received regarding working with the Hospice at Home Service 

 
7.3 STUDY POPULATION  

Within the catchment area of the Hospice at Home Service, 26 teams were reported by the HSE as 

being ‘in operation’ within the Limerick, Clare and North Tipperary/East Limerick areas as of June 

2010. Six of the eight operative teams within Limerick received questionnaires, four of the twelve 

within Clare, and three of the six from the North Tipperary/East Limerick area.  In total, thirteen 

teams were included.  The selection of PCTs was devised to ensure a balanced mix of both 

population size and geographical spread from all the areas.  The numbers and professional profile of 

members within each team were unknown at the time of distribution which did not allow for a 

further stratification in the selection process. 

Ten questionnaires each per team (n=130) (including stamped addressed envelopes for their return) 

were distributed to thirteen PCTs during August 2010 with a return date for the end of September 
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2010. The questionnaires were sent to the Chairs of PCTs who were previously informed of the 

evaluation and who agreed to distribute the questionnaires amongst the PCT members.   In addition, 

GPs attending a study day at Milford Care Centre in September 2010 were asked to complete the 

same questionnaire if they were associated with a PCT within the three geographical areas and had 

not previously done so.  

Response rates from the PCTs varied as is illustrated in Table 7.1, with no questionnaires received 

from four PCTs.  Responses from the GP study day resulted in fourteen questionnaires completed 

and returned.  Six of these were received from GPs outside of the thirteen selected PCTs, and eight 

were received from GPs who were not associated with a PCT but worked within the relevant 

geographical regions.  

 

Table 7.1:  Survey Response Rate from the Primary Care Teams 

 
Area 

PCT 
Number of Questionnaires 

Returned 
Response Rate 

Limerick 

1 0 0% 
2 3 30% 
3 7 70% 
4 0 0% 
5 0 0% 
6 4 30% 

North Tipperary/ 
East Limerick 

7 3 30% 
8 0 0% 
9 5 50% 

Clare 

10 5 50% 
11 3 30% 
12 4 40% 
13 3 30% 

 

A total of 51 questionnaires were returned, with 37 from the 13 selected PCTs. This yielded an 

overall response rate of 28% per team and increasing to 40% if the four PCTs with a 0% response 

rate are excluded. The lack of response from these PCTs may indicate either that the questionnaires 

were not distributed, and/or the teams may not have been in operation.  

 
7.4 FINDINGS 

Professions in Contact with the Service 

Figure 7.1 outlines the professions which the respondents had contact with in relation to their 

patients requiring palliative care. While the majority of respondents had contact with members of 

the nursing team, one third of respondents had contact with doctors, care assistants and other 

hospice staff. The least contact was with pastoral care, even though a majority of respondents 

expected the Hospice at Home Service to provide spiritual care to their patients. 
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Figure 7.1: Respondents who had Contact with Professionals at the Service (N=51) 

 

Expectations by Professionals of the Hospice at Home Service  

In terms of services expected to be provided by the Hospice at Home Service, Figure 7.2 shows that 

the role most expected to be carried out by the Service related to symptom management.  Other 

aspects of care that were expected to be provided related to the provision of practical advice, 

emotional support, practical nursing and assistance in crisis situations. 

 

Figure 7.2: Respondents who Expected Particular Services to be Provided (N=51) 
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felt able to contact the Service when necessary ‘usually’ or ‘always’. Only one individual reported 

that they could only contact the Service ‘sometimes’. 

 

Communication with Hospice at Home Service 

When contact was made with the Hospice at Home Service, respondents were asked to rate the 

team members’ ability to answer their questions about palliative care satisfactorily. All respondents 

reported that the members of the Service were able to answer questions satisfactorily ‘usually’ or 

‘always’. 

Quality of Care Provided by the Hospice at Home Service 

Respondents were asked to rate their perception of the overall quality of the service provided by the 

Hospice at Home Service the average rating was 8.8/10. Only three respondents provided a rating 

below 8/10. 

 

To ascertain if there were any regional, professional or gender-based differences in relation to the 

perception of the quality of care provided by Hospice at Home Service, a further analysis was 

undertaken. In each case, it was clear that neither the geographical team that the respondent had 

contact with, nor the gender or profession of the respondent had any bearing on the rating provided 

for the quality of the service. A number of comments received from respondents about the quality 

of the service provided were very positive. These included: 

“It is a brilliant service, which enables individuals to stay at home. It provides invaluable 
support to both the families and us.” 
 

“Very thorough and professional.” 
 

Education Needs of PCT Members 

Respondents were asked about their educational needs about palliative care generally and 

specifically about the Hospice at Home Service. As can be seen in Figure 7.3, the responses are quite 

similar to the two items, with approximately six out of ten respondents reporting that there were no 

deficits in their education in relation to the aforementioned. However, Figures 7.3 and 7.4 indicate 

that a substantial number of respondents have limited knowledge of all aspects of the service.   
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Figure 7.3: Meeting Education Needs Regarding Palliative Care & the Hospice at Home Service (N=51) 

 
When asked whether or not respondents were aware of certain services that the Hospice at Home 

Service offered, the responses did not indicate a comprehensive knowledge of the services. Given 

that 61% (31/51) of respondents indicated that their educational needs were met in relation to the 

Hospice at Home Service, it is interesting that only 44% (22/51) and 56% (29/51) of respondents 

were aware that night-visits and telephone advice at night time were provided as part of the Service. 

 

Figure 7.4: % of Respondents who Stated Awareness of Individual Services Provided by the Service (N=51) 
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“Education on developments in symptom control and the use of medication.” 
 
“Personally, some information on symptom control would be very beneficial and also ‘what to 
say’ to someone who is terminally ill would be great.” 

 

It also appears that simply offering relevant educational opportunities is not sufficient, as some who 

might benefit from attending such courses are not being allowed to do so. 

“[I would like] to be allowed to attend future education programmes. I know that there are 
many courses run by Milford, but unfortunately we request to go on these but are refused by 
management.” 

 
Integration Between the Hospice at Home Service & PCTs 

The last part in the questionnaire was a free-text section that offered respondents the opportunity 

to make additional comments on the Service. Interestingly, the majority of comments here related 

to the integration of generalist public health and community nursing and the specialist role of the 

Hospice at Home Service nurses.  Some of the comments are very positive, for example, one PHN 

said: 

 “I would feel that I have a fantastic rapport with the homecare nurses that work in my 

area.” 

 
However, it is clear from a number of comments that, in some cases, there are blurred or 

overlapping role boundaries, communication issues and sometimes role conflict.  A perception that 

is held is that members of the Hospice at Home Service are ‘parachuted’ in over the heads of the 

nurses who have existing contact with the patients.  In relation to blurred role boundaries and the 

need for role clarity, some of the comments were as follows: 

“Sometimes there is an overlap with general nursing care as CNS may not feel that she carried 
out general nursing care and prefers that PHN/RGN does same. Better communication is 
needed with this.” 
 
“Often there is an overlap between PHN and CNS services leading to a level of confusion for the 
patient regarding the service that each provides, e.g. if a patient needs a dressing, the PHN has 
to do it even if the CNS has visited that day, or if the syringe driver needs to be changed the 
CNS has to do it though the PHN has just called.” 
 
“A more defined interpretation between team and community nursing team {is needed}, each 
playing a combined role and no specific roles in relation to patients' care.” 
 
“All hands on (nursing) should be done by one nurse, i.e. two nurses should not visit a home on 
the same day.” 
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In relation to role conflict, indicative comments are as follows: 

“I think at times, the local PHN can feel ‘pushed aside’ when the Home Care team gets involved 
as the services are delivered in a parallel manner generally, rather than as a combined 
service”. 

 
“Sometimes I feel they do not contact nursing staff on the ground prior to visiting to establish 
existing needs of clients and relevant details.” 

 
“[The Hospice at Home nurses] should try not to dominate.” 
 

 
7.5 CONCLUSION 

The benefits of effective interagency working between members of Primary Care Teams and the 

Hospice at Home Service are numerous and the involvement of both has enhanced the 

understanding of the broader health needs of palliative care patients which is not only enabling but 

also challenging. It is apparent from the above that working in partnership is a process that takes 

time for agencies and requires resources, particularly in building mutual learning and respect, 

promoting dialogue and creating realistic goals, expectations and actions. 

 

Key Findings  

• The Hospice at Home Service was seen as a beneficial service 

• The Service provided excellent care, particularly in relation to symptom management, 

emotional support and practical advice 

• There is a need for role clarity between and across team members to be addressed 

• Clearer communication channels are required 

• There is a need for further awareness of the range of services offered by the Hospice at 

Home team.  

 

Continued multi-sectoral approaches are essential if community-based hospice and palliative care 

services in the Mid West Region are to achieve longer-term outcomes not only in terms of national 

palliative care strategies but also in terms of the wider promotion of PCTs. 
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CHAPTER 8 DISCUSSION, CONCLUSIONS & RECOMMENDATIONS 

8.1 DISCUSSION ON EVALUATION FINDINGS 

The focus of this evaluation was on two core aspects of the Hospice at Home Service delivered by 

Milford Care Centre. These were, firstly, the quality of the Service and its impact on quality of life 

and secondly, the management and co-ordination of the Service at both inter professional and inter-

agency levels. 

 

In line with best practice internationally and recent policy developments nationally, by adopting a 

user-centred approach, this evaluation has been particularly important as it has offered the users of 

the Service, patients and carers/families, the opportunity to become directly involved as drivers in 

the quality improvement of the Service. It has also facilitated Milford Care Centre in meeting the 

requirements of national policy by involving service users in the development and delivery of their 

Hospice at Home Service.  Furthermore, in offering a platform to those who are central to the 

provision of the Service, the evaluation emphasised Milford Care Centre’s commitment to 

accountability and quality assurance as essential components to the overall implementation of its 

services.   

 

Collectively, the findings from all evaluation phases gave valuable insights between the different 

stakeholders and clearly demonstrated that the Hospice at Home Service is valued and beneficial for 

patients/carers availing of the Service.   

 

Findings from the carers’ surveys indicated that the service was highly valued by the carers. This 

independent evaluation incorporated bereaved carers’ perspectives and also highlighted current 

carers’ perspectives which were less reflected in the research literature. The key findings are 

presented below.   

 

Hospice at Home Study Comparison with the National Audit of End of Life Care 

In relation to comparative findings from the Hospice at Home study and the National Audit of End-

of-Life Care in Hospitals in Ireland, it appears that the quality of care from the Hospice at Home 

Service is rated higher in all quality of service domains and the overall score is rated significantly 

higher than that received within an Irish hospital setting (McKeown et al., 2010).  In relation to 

quality of death and dying 95% (76/80) respondents from the Hospice at Home survey reported that 

patients were treated with dignity and respect ‘most/all of the time. Notably, 100% (56/56) of 

respondents indicated that the Service was successful in affording patients the ability to spend time 

with their spouses/partners ‘most /all of the time’.  Overall, the study found that the Hospice at 
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Home Service was successful in alleviating and mitigating the impact of illness and loss, and 

supported carers in caring for their loved ones at home (Lucas et al, 2008). Moreover, the  

comparison has illustrated that there were many aspects of the Service that were rated highly and 

met the needs of carers, with the quality of care from the carers’ perspective being reported as ‘very 

good’ and in line with previous studies (Exley and Tyrer, 2005; Lucas et al, 2008).   

 

Meeting Carers’ Expectations 

This evaluation addressed the question ‘did families experience the programme as helpful and 

supportive in terms of alleviating and mitigating the burden of illness and loss?’ From the overall 

survey findings, it is clear that the Hospice at Home Service exceeded carers’ expectations.  Carers 

identified four main expectations:  

• receiving practical advice  

• ensuring symptom control  

• providing assistance that would help the patient to stay at home  

• crisis support 

These key aspects were also found in the existing literature (Grande, et al 2004; McLaughlin et al, 

2007; Bee et al, 2008). Respondents reported that they were satisfied with the multi-disciplinary 

service and found the different professional input to be very/quite useful across all the professions. 

This aspect was rated very high with scores ranging from 92%-98%. Carers reported that they 

required additional on-going support, including practical nursing assistance. Similarly these aspects 

are reflected in previous studies in this area (Grande et al, 2004; Zapart et al, 2007; Lucas et al, 

2008). When asked had the Hospice at Home Service allowed their family member to be cared for at 

home, 98% of the respondents agreed. This reflected the 95% of respondents in the earlier 

McLaughlin et al (2007) study, who reported the service allowed their loved one to be nursed at 

home. The review by Bee et al (2008) also highlighted this aspect and recommended the need for 

information and practical skills training for carers.   

 

Participants in the evaluation of the Hospice at Home Service reported ‘very good’ management of 

symptoms and this supports the findings from Sekelja et al (2010). The respondents in this 

evaluation identified that being ‘free from pain’ was a key issue for them and it was ranked number 

1.  Furthermore, in a crisis, the Hospice at Home Service was reported as ‘very useful’ for 76% 

(66/87) of the people who had accessed it. This is an improvement on the Exley and Tyrer (2005) 

where carers reported concern re accessing out of hours/crisis services or specialist personnel. To 

conclude, 98% of respondents here reported that the overall quality of care for the patients was 

good to very good, which aligns with the 95% of carers who reported that they were satisfied with 

the level of support offered (McLaughlin et al, 2007). 
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Communication 

With regard to communication and the quality of communication about their relatives’ illness and 

continuing care with the Hospice at Home Service, the participants were generally very positive. This 

reflected the findings by Jansma et al (2005) that communication was the most important aspect of 

the support received. Docherty et al (2008) highlighted communication between caregivers and 

health professionals as a key issue with regard to knowledge provision and caregiver understanding. 

Respondents reported a high level of satisfaction in relation to the first visit and the information 

received at that time and their introduction to the service was timely (Sekelja et al., 2010).  

Participants reported the need for ongoing provision of information and advice over the course of 

care. The need to raise awareness of services available to carers was highlighted by both McLaughlin 

et al (2007) and Zapart et al (2007). As found elsewhere (Jansma et al., 2005), access to night care 

and 24 hour care was highly valued. Most participants reported that their family members were 

treated with high levels of dignity and respect.   

 

Place of Death  

In addressing the second evaluation question, ‘was the programme supporting the choice of 

patients/families to be cared for at home and or the patient’s choice to die at home?’, the results 

highlighted that the majority of patients 57% (46/81) who received care from Hospice at Home died 

at home.  This is similar in number to the Zapart et al (2007) study that reported 51% of care 

recipients died at home. However, it is lower than Lucas et al (2008) were carers reported 87% of 

patients dying at home.  Nonetheless, Murray (2011) stressed that the Mid West’s comprehensive 

community palliative care service stands out nationally as a good example within Ireland, facilitating 

more people to die outside hospital settings and being supported in their own home. Importantly, 

the majority of carers 72% (58/81) reported that their loved ones died where they wanted to and 

highlighted the importance of this to them, reflecting the earlier findings from Lucas (2008) and 

McLaughlin et al (2007). 

 

Some aspects of communication have been raised that require further consideration by Milford Care 

Centre. Importantly, carers reported that discussions on the preferred place of death and advance 

care planning frequently did not occur, as found in earlier studies (Sekelja et al., 2008; Lucas et al., 

2008). This sensitive aspect of care and how it is dealt with by service providers was similarly 

reflected by McKeown et al (2010) and the onus is on the health professional to offer opportunities 

for this aspect of care planning to be raised and discussed (Docherty et al, 2008).   
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Bereavement Support  

In the Jansma et al (2005) study the surprise finding was the need for bereavement support to be 

included in the support package offered to carers.  With the Hospice at Home study, the use and 

uptake of the bereavement support service is an interesting finding that requires follow up.  A recent 

synthesis of the literature concerning bereavement services (Department of Health, 2011) identifies 

that only a minority of people make use of formal bereavement support, preferring their own social 

networks and rituals.  Similarly, an Irish study by Walsh et al (2008) reported that family and friends 

were ranked as the most important source of support. Of those who had used the Milford Care 

Centre bereavement support service, 70% (7/10) of carers reported that it was ‘quite useful’, which 

was in line with the findings of Roberts & McGilloway (2008).  Another recent Irish study by Hegarty 

et al (2010) recommended the need for information to be available or discussed at both pre-death 

and post bereavement stages with the family and that the wider community should have knowledge 

of the availability of bereavement services. Sekelja et al (2010) and Lucas et al (2008) also 

highlighted the need for preparation re place of death as a need for carers. A recent study by 

Milberg et al (2011) identifies that bereavement follow-up is valuable for staff members themselves 

as it offers an opportunity to support not only the family with valuable coping strategies, but also 

serves as a positive conclusion for the relationship between staff and family. 

 

Summary  

This evaluation illustrates common and recurring issues identified in the literature that relate to the 

role that the informal carer plays and the importance of ensuring the carer is valued as one of 

significant players in the overall support for the patient (Bee et al, 2008; Docherty et al, 2008).  The 

evaluation focused on the key needs identified by carers themselves. These included the usefulness 

and quality of staff support, availability of adequate knowledge and practical nursing skills, access to 

out-of-hours services and the need for service information, respite care, education and bereavement 

support. It highlighted issues for hospice-based services in terms of meeting the needs and support 

requirements for informal carers who are caring for patients at home.   

 

The findings from patients’/carers’ interviews further expanded the findings from the questionnaire, 

illustrating a service that met the participants’ needs with high satisfaction levels regarding the care 

and support provided. Most interviewees experienced staff members who demonstrated excellent 

communication and interpersonal skills. Of note, from both patients and carers was the 

responsiveness of the team to deal efficiently and timely with monitoring of symptoms and 

medications. Given the earlier finding regarding the importance of ‘symptom management’, this is a 

very positive finding. In summary, the Hospice at Home Service is reported as a person-centred 
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service that is highly valued by patients and their carers. Importantly, it achieves its goal of enabling 

palliative care patients to live and be supported at home. 

 

These findings offer an initial frame of reference for acknowledging and building on the many 

positive aspects of the Hospice at Home Service. Furthermore, it offers a baseline from which to 

address a number of issues raised by the service users and their carers, for example information on 

services provided, thereby positing possible solutions and future improvements to the service.   

 

To conclude, this strand of the research is particularly valuable as there are few formal evaluation 

opportunities for patients receiving palliative care to clearly express what they are experiencing and 

what their needs or concerns are. The absence of relevant feedback mechanisms for this important 

segment of the population has frequently resulted in a sense of frustration by users, with services 

remaining unaware of the experiences and needs of their patients and families, thereby limiting the 

delivery of optimal care. The strength of this part of the evaluation was that the interview offered 

user-based evidence of the Hospice at Home Service whereby patients and carers used their own 

words to communicate their views about the responsiveness of the Service. Thus, the evaluation 

also contributes to the evolving body of research on palliative care as understood and perceived by 

the user and addresses some of the deficits within the research literature.  

 

Finally, in this evaluation a number of key stakeholders were consulted for their views and opinions 

on the Service by participation in a series of focus groups and interviews.  Participants included staff 

from Milford Care Centre including Hospice at Home staff members, service managers and Public 

Health Nurses. Additionally, as inter-agency working is a key feature of this Service, particularly in 

the context of community-based service working alongside the Hospice at Home team, members 

from the Primary Care Teams and a number of General Practitioners from the region involved with 

the Service also participated and provided valuable feedback across a number of domains via 

questionnaires. 

 

The results from each of these cohorts indicated a number of strengths of the Service and in 

particular, the dedication, commitment and professionalism of those involved in delivering the 

Service were extensively acknowledged.  Several key quality indicators where the Service positively 

impacted on the needs of its users were also identified.  These included the comprehensive range of 

services available from home-based to centre-based, the accessibility of the Service, the 

responsiveness of the Service in terms of assessment, referral and follow-up, the provision of 

information and manners of communication, the ethos of inter-personal relations between staff and 

patients/carers and the effectiveness of many aspects of the inter-agency collaborations. 
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In addition to the strengths identified, a number of areas were also outlined that require attention 

to ensure that the Service improves the quality, co-ordination and organisation of its care. These 

issues have been reflected in previous literature (Xyrichis & Lowton, 2008). They can be broadly 

considered as either relating to team structures or team process.  Aspects that arose included role 

clarification and definition, professional boundaries, audit, organisational support and 

infrastructures. Communication, audit and quality issues could be enhanced by the use of existing 

protocols, for example the Gold Standards Framework within the practice setting. Research by 

Mahmood-Yousuf and Munday (2008) suggests that the adoption of the framework has led to 

improved communication regarding the sharing of knowledge, discussion of management problems 

and keeping colleagues informed. They identified that best functioning teams utilised a mixture of 

formal and informal meetings.  This is further supported by a recent review of the Gold Standards 

Framework in primary care (Shaw et al, 2010), which indicates that its introduction consistently 

demonstrates that the framework improves the quality of palliative care, co-working and general 

practice processes. However, they report further work is required to support uptake and 

implementation. They also highlight the need for the impact of the framework on patients and 

carers to be addressed.    

 

Moreover, the rapid expansion of this Service, as is evident in many other services that have 

changed and evolved over time, is not without its tensions and stressors.   The complexity involved 

in change management is widely reported in the literature (Strachan 2009) and it is clear that any 

change brings with it both opportunities and challenges for all concerned.  Conger (1989) cautions 

that in leading a vision for change, the promotion and achievement of high visibility for the vision 

can be at the expense of time spent on guiding and facilitating the implementation of the vision.   

In the development of the Hospice at Home Service, it emerged from the findings that there has 

been a greater emphasis on the provision of resources and filling of positions to provide an 

expanded service and perhaps less attention to the infrastructures and processes to manage this 

significant expansion of the team. A rapidly expanding service requires creative and dedicated 

project management and leadership to ensure that structures and processes meet the needs of all 

stakeholders in providing a quality service.   

 

From this evaluation, there are strong indications that commitment is present and good-will 

boundless. However, the findings also raised several issues that reflect a team in transition.  

Transitions are stressful and have the potential to create upheaval and disruption. Whilst offering 

crucial opportunities for personal and career development, they also involve a hazardous phase that 

can go wrong. The transition process offers a template for understanding the stages of personal 

change. We cannot avoid this process but we can learn how to make the best of it for our work and 
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personal life (Williams, 1999). These perspectives have relevance for the teams within the Hospice at 

Home Service during this period of transition from a small single discipline (Homecare team) to a 

large multi-disciplinary service working. 

 

One of the key issues of note in terms of the transitions is that the Hospice at Home team, 

comprising of internal and external members, identified themselves not by the Hospice at Home 

Service, but rather by discipline or location which would have been the traditional structure.  

Therefore, one of the key challenges for the Service will be to enhance the team identity for 

individual members and for the team as a whole so as to ensure a more consistent and co-ordinated 

approach to the operation of the Service.   

 

Furthermore, the management and leadership of the team require the support of a project 

management framework to maximise the resources of the Service and the support for team 

members.  Such a focus needs to be structured in an open collaborative way and will support the 

building of relationships and rapport, both internal and external to the organisation.  Moreover, the 

roles of the teams have expanded over a short time span and hence there has been limited 

opportunity to pay attention to the monitoring and strategic management of quality governance 

dimensions of the Service.  

 

The existing IT systems will require further enhancements to ensure adequate access control policies 

are in place to meet the requirements of all agencies involved in the Service.  Strachan (2009) 

identified the need to be aware that IT projects usually require organisational change management 

as sometimes there is a failure to acknowledge the complexity of the deployment of the IT solution. 

Healthcare is a challenging environment for IT and for information systems generally, but 

particularly for information and personal data that is required and accessed between different 

agencies. Personal information and specifically healthcare information, have unique access control 

requirements defined by Data Protection legislation and local agency policies.  Additional resources 

are also required to support the education and training needs of teams as well as the monitoring of 

the accuracy and relevance of data recorded.  

 

In conclusion, this study’s findings suggests that most service users are satisfied with the level of 

support they receive, and acknowledge the personal dedication, professionalism and commitment of 

team members and other professionals that work in partnership with the Service.  This evaluation 

confirms the extensive levels of collaboration between professionals such as Public Health Nurses, 

especially with individual case management. It highlights the strength of the partnership of the 

Service with the Primary Care Teams and other professionals. The findings also recognise that going 
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forward it is evident that dedicated resources are needed for enhanced information collection and 

dissemination, and for service promotion of the Hospice at Home Service within the wider 

community. Additionally, there is a need for increased facilitation, training and support across the 

range of agencies and services involved in the sector to ensure more effective structures, co-working 

and governance (Wittenberg-Lyles et al 2010).  Continued multi-sectoral approaches are therefore 

essential if community-based hospice and palliative care services in the Mid West Region are to 

achieve longer-term outcomes not only in terms of national palliative care strategies but also in 

terms of the wider promotion and integration with PCTs.  

 

8.2 CHALLENGES AND LIMITATIONS TO THE EVALUATION PROJECT 

One of the main challenges that arose during the undertaking of the evaluation of the Hospital at 

Home Service was to maximise the number of participants involved in all stages of the fieldwork.  

Potential reasons for the resulting limited sample size in these areas have been identified and are 

summarised below. 

Carers’ Survey:  While the survey was deemed to be a valuable and an important opportunity to 

compile feedback on the Hospice at Home Service, and in so doing by truly focusing on the service 

user’s perspective, a number of challenges and limitations to the survey are listed as follows: 

• The sensitive and emotional nature of the study, which may have impacted on the number 

of participants who chose to respond 

• In the case of current carers, coping with the constraints of caring for a relative at home may 

have limited their availability to participate (Zapart et al, 2007) 

• The inaccuracy of some contact details impacted on the numbers of carers who received 

questionnaires 

• The time-lag between when the study population of patients availed the Hospice at Home 

Service and distribution of the questionnaires meant that a number of patients were 

deceased before the survey distribution commenced and condensed the population size of 

the ‘current carers’ 

• The anonymity of the questionnaire did not allow for reminders or follow-up with those who 

had not returned completed questionnaires or to validate ambiguities in responses 

• The sampling and selection processes created challenges for the researchers to access 

patients and their families/carers which also resulted in time delays for the fieldwork 

• The necessary reduction in the eligible population in order to avoid overburdening potential 

participants who had been, or were to be, involved in other Milford Care Centre’s research 

activities. 
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Carers’ and Patients’ Interviews: This exploratory study has a number of limitations that should be 

noted. First, generalisation of the findings is limited given the size of the sample and sampling 

process. The sample size has also impacted on any analysis of sub-populations, such as the specific 

needs of interviewees with particular diseases, degrees of severity and length of time of their 

illnesses. Limitations of the sample size arose primarily due to the screening process of the samples, 

the ‘gate-keeping’ and the related concerns of key care workers who decided that for some patients 

and carers, the interviews would be burdensome particularly for those situations where patients had 

advanced disease. The sensitive nature of the research places its own restriction on the sample size 

and is not easily resolved. 

 

Focus Groups and Interviews: The pressure and workloads of Hospice at Home staff and other 

healthcare workers impacted on their ability and interest to participate which resulted in a lack of 

uptake from team members and the low level of multidisciplinary mix in the groups participating. 

Although a range of times to hold the focus groups was offered, the uptake remained below that 

anticipated. 

 

Primary Care Teams & GP Survey:  This survey was limited in the numbers of respondents for the 

following reasons; inadequate information from the HSE in relation to PCTs, as many of the PCTs 

listed were not functioning at the time of the survey; a lack of accurate information on the 

composition and size of existing teams; the workloads of members of the PCTs and GPs may have 

impacted on their ability to participate in the surveys. 

8.3 RECOMMENDATIONS  

The following prioritised recommendations are proposed.  

8.3.1  Co-ordination of Teams 

One of the key difficulties for healthcare programmes such as programmes that offer a package of 

services such as palliative care, is to ensure that the services are co-ordinated and well planned.  

Fragmented planning can result in a range of unnecessary problems for those most in need where 

access is inadequate or quality is substandard.  The expansion of the Hospice at Home Service to 

involve an increased number and variety of professionals has raised a number of quality problems. 

The roles of teams have expanded over a short time span and hence there has been little opportunity 

to pay attention to the monitoring and strategic management of the quality governance dimensions 

of the Service. Care co-ordination has been identified by the team members as a key strategy for 

potentially accomplishing improvements.  The lack of co-ordination has not only safety implications 

for patients but also has considerable cost and resource implications especially where duplication can 

be avoided or when decisions are not promptly made.  Effective communication, group function and 
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the ability to manage change are important elements in interdisciplinary teamwork (Ferris et al 2002). 

Key Recommendations for the Hospice at Home Service are as follows: 

• Stronger clinical and organisational support is required to ensure greater clarity on 
management structures and lines of communication that reflect an increasingly diverse and 
complex team 

• Existing communication practices, education and team building processes should be revised to 
ensure clearer lines of communication between and within teams and with team members of 
external agencies 

• Further developments of the teams should involve a ground-up approach to meeting the 
support needs of the teams in transition 

• Additional focus on the co-ordination of individual caseloads is necessary to promote 
enhanced continuity of care 

• The weekend and night time cover schedule should be reviewed to meet more closely with the 
needs of patients and carers. 

 

8.3.2 Information 

One of the key aspects that patients and carers consider most important in healthcare is clear and 

comprehensible information.  However, patients’ and carers’ needs for information change over 

time. When patients first receive a diagnosis, they and their families may need particular types of 

information to deal with their situation and to support their care decisions whereas later, the focus 

on the long term prognosis and self-care may result in more specific and in-depth information needs.  

As patients’ conditions change, services cannot assume that information provided at the outset of the 

referral and admission processes has been comprehensively understood or that it is always relevant.  

Services must be flexible and vigilant in responding to the changing information needs of patients in 

the sequence of their individual illness trajectory. 

Key Recommendations for the Hospice at Home Service are as follows: 

• Information should be provided at different times or in different formats (written and non-
written) in the duration of each caseload and tailored to meet patients’ and carers’ 
educational background, literacy levels, and general level of comprehension 

• Information content should be enhanced to include all aspects of the Service including 
bereavement support and the 24-hour service available to carers 

• Patients’ information needs to be treated as a core activity and adequate funding and 
resources should be devoted to developing patient information and auditing methods of 
information dissemination procedures 

• Procedures should be revised to ensure that all patients and carers are provided with regularly 
up-dated information on key contact staff and relief staff in the event of crisis or the need for 
pain relief and symptom management 

• Review the allocation of staff time for carer education to ensure carers and other family 
members are adequately informed or skilled regarding practical issues in providing care, 
medication and management of symptom control 

• Development of a Practice Guide – outlining the delivery and practice of the Hospice at Home 
Service.  The findings and recommendations from this evaluation of the Hospice at Home 
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Service can be used by Milford Care Centre to develop guidelines for the continuing evolution 
of the service 

• A monitoring process should be established to determine that each carer and patient is 
designated with and can identify their key link professional.   

 

8.3.3 Communication 

Patient-centred care has been defined in a number of different ways but one of the common 

elements in most interpretations is active listening skills by professionals so that patients’ and carers’ 

points of view and expectations are sincerely heard and understood.  While the majority of feedback 

from this evaluation highly praised the manner and sensitivity in how staff engaged with patients and 

carers, a number of areas for improvement were cited. 

Key Recommendations for the Hospice at Home Service are as follows: 

• Appropriate training should be regularly provided for health professionals to ensure enhanced 
empathy and complex communication skills 

• The home visit schedules should be reviewed to ensure individual staff members are not 
dealing with time constrains or pressures of other cases that detract them from their attention 
to patients 

• Clearer policies should be in place so that staff members exercise greater sensitivity regarding 
the usage of mobile phones during visits 

• Communication strategies and training for all team members should be reviewed regarding 
discussions of place of death and advance care planning with family/carers 

• The provision of the night telephone service should be reviewed to more adequately respond 
to patients, carers and families. 

 

8.3.4 Bereavement Support 

In most literature, the goals of palliative and hospice care include the provision of bereavement 

support. Such support before and after death of the patient may assist in reducing the morbidity 

associated with loss and grief for the patient, their carers and family.  Support involves grief and 

bereavement risk assessment which is routinely undertaken and on-going for the patient and family 

throughout the illness trajectory.  However, it is also recognised that the provision of bereavement 

support may not always be appropriate and some studies indicate that such support may even be 

harmful if not appropriately targeted (Kristjanson et al 2005; Agnew et al 2011). 

Key Recommendations for the Hospice at Home Service are as follows: 
• Information (both verbal and written) on loss and grief and the availability of bereavement 

support services should be routinely provided to family members prior to and after the death 
of the patient. 

 

8.3.5 Information Management 

One of the key challenges for inter-agency collaboration is that information technology (IT) is utilised 

appropriately and in a meaningful way to support optimal patient care, performance measurement, 

patient education, and enhanced communication.  Where IT is effectively utilised, it can provide 
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critical information about the patient to the entire team across all stages of care, support 

professional-patient communication, enable more timely and accurate performance measurement 

and improvement, and improve accessibility of the Service to the patient.  Strachan (2009) identified 

the need to be aware that IT projects usually require organisation change management as sometimes 

there is a failure to acknowledge the complexity of the deployment of the IT solution. In addition to 

the availability of a comprehensive IT system, there is also the necessity for the allocation of 

resources for education and training of teams. 

Key Recommendations for the Hospice at Home Service are as follows: 

• Enhancements are required for the IT component of the Service including data storage, 
management and information sharing with external agencies 

• Personal data relating to patients and carers should be regularly reviewed and updated.  
 

8.3.6 Quality Assurance 

In order to support existing good practice, maintain standards and provide the best possible quality 

of care for patients, services participate in quality programmes, evaluation and continuous 

improvement initiatives. Hardacre (2005) noted that distinguishing characteristic of organisational 

development is to help organisations be more continually reflexive and self-examining so that 

diagnosis and evaluation are key elements and that a cyclic process of continuous evaluation 

reflection and embedding is central.  Ensuring quality of care on a day-to-day basis is the 

responsibility of all members of teams and disciplines. In this regard, services must allocate the 

necessary resources to support the training, time and capacity of staff to participate in quality 

assurance routines and practices including the development of the existing quality assurance system 

by the identification and development of the necessary tools and performance indicators.  The 

findings and recommendations from this evaluation of the Hospice at Home Service can be used by 

Milford Care Centre to develop practice guidelines for the continuing evolution of the service. 

Key Recommendations for the Hospice at Home Service are as follows: 

• The use of common evaluation methods and tools should be identified and agreed across the 
disciplines to ensure teams take ownership of approved formats 

• The enhancement of quality structures and processes are made in line with recognised best 
practice and nationally agreed guidelines such as those outlined in relevant HIQA standards. 

• Management will ensure that all staff are knowledgeable of quality assurance tools and key 
performance indicators and that quality assurance data is regularly collected and analysed to 
monitor performance 

• Revised quality assurance procedures should be reviewed regularly in consultation with staff 
to ensure relevance and consistency in quality across the teams. 
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8.8 CONCLUSION 

The increased levels of dependency of older people and palliative care patients living at home and 

receiving significant service levels have led to an increase in shared care arrangements across 

hospital and community.  Such a model of integrated care requires that all components are well 

coordinated and provide the patient with an appropriate pathway to support their choices and 

needs. The Mid West Region in particular has shown to have positive results in response to the need 

for home-based services and in its compliance with national policy and standards.   

 

The way in which the Hospice at Home Service is being delivered by Milford Care Centre is consistent 

on the most part with best practice across a number of dimensions of palliative and home-based 

hospice care with evidence that accountability and governance procedures are in place.  
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APPENDIX 1:  
HOSPICE AT HOME SERVICE /EVALUATION STEERING COMMITTEE  
 
APPENDIX 1 A: DEVELOPMENT OF HOSPICE AT HOME SERVICE 
 

2003 STEERING GROUP ESTABLISHED (PILOT SCHEME) 
Purpose  To oversee manage a six-month pilot scheme using Care Assistants in homecare. 

2007 STEERING GROUP ESTABLISHED 
Purpose  To oversee the implementation of Specialist Palliative Care in the Community, to provide 

expert advice and consultation when required, and to monitor progress against the Action 
Plan. 

Membership • Jim Rhatigan, Head of Therapy and Social Care (Chairperson) 
• Jacqueline Holmes, Deputy Director of Nursing (Deputy Chairperson) 
• Mike Corcoran, CNM3 Hospice at Home Nursing Team 
• Edith McMahon, Hospice at Home Project Coordinator 
• Leonora Carey, Occupational Therapy Manager 
• Marie Richardson, Principal Social Worker 
• Shirley Real, Physiotherapy Manager 
• Brian O’Halloran, Pastoral Care 
• Carol Murray, Head of Non Clinical Support Services  

Actions to 
Date 

•••• Devised an Action Plan to guide service development. 
•••• Managed extension of service scope e. g. geographic extension throughout Mid-West 

region; integration of ICS Night-Nursing team into the Hospice at Home Service 
provision; enhanced liaison between Specialist Palliative Care and Community SLT 
services; enhanced availability of community day care for palliative care patients. 

•••• Oversaw multidisciplinary team integration and arranged and managed MDT 
facilitation. 

•••• Put in place enhanced mechanisms for patient care planning and review; e.g. 
established ‘base-meeting’ in all areas. 

•••• Oversaw the development of policies and procedures required to support and guide 
the expanded service. 

•••• Liaised with Primary Care Teams/Community services regarding service development, 
integration, scope, remit and roles. 

••••  Managed and provided information and education to Primary Care Teams / 
Community services regarding Hospice at Home and Specialist Palliative Care services. 

2010 OPERATIONS GROUP ESTABLISHED 
Purpose To manage, guide and support the ongoing operational implementation of the expanded 

community service. 
Terms of 
Reference 

• To manage the consolidation and implementation of the expanded multidisciplinary 
community service. 

• To co-ordinate all service inputs from members of the multidisciplinary team. 
• To deal with the practical, logistical and practice issues that may arise in implementing 

the programme 
• To develop processes of communication regarding clinical practice issues internally 

and externally with all stakeholders. 
• To liaise and co-ordinate with other community health services in respect of services 

provided to palliative care patients and their families. 
• To ensure the provision of information and education to external service providers in 

conjunction with the Education Department. 
Membership • Mike Corcoran, CNM3 Hospice at Home Nursing Team 

• Leonora Carey, Occupational Therapy Manager 
• Marie Richardson, Principal Social Worker 
• Shirley Real, Physiotherapy Manager. 
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APPENDIX 1 B: STEERING COMMITTEE FOR EVALUATION OF HOSPICE AT HOME SERVICE 
2009 STEERING COMMITTEE ESTABLISHED 
Terms of 
Reference 

• To oversee and support the design and implementation of the Milford Care Centre 
Hospice at Home evaluation conducted by the University of Limerick (UL). 

• To receive progress updates from UL and communicate same with Milford Care Centre 
and The Atlantic Philanthropies as necessary. 

• To oversee the development of key dissemination outputs including conferences and 
publications.  

 
Mode of 
Working 

Steering Committee meetings held in Milford Care Centre. Maximum length of meetings: 
two hours unless agreed in advance that more time required. First meeting: September 
2009. 
 
Agenda co-ordinated by Chair; notes and action points with agenda papers forwarded by 
Chair to the Steering Committee one week in advance of meetings by email.   
 
The Steering Committee to share knowledge and views, and carry out their duties in an 
atmosphere of courtesy and respect. The Steering Committee to act as inclusively as 
possible and to consider evidence from a wide range of opinion, including all stakeholders 
within and outside the Hospice at Home Service and the Steering Committee. 

The Steering Committee to meet once every three months with reports from UL (through 
the Chairperson) to demonstrate progress against the evaluation plan.  Such reports sent 
to the Chairperson at least two weeks in advance of the meetings and produced by the 
assigned principal investigator from UL.  

The principal investigator and research assistant working on the project from UL invited to 
attend the Committee meetings as required.  Invitations made by the Chairperson. 

Deputy Chairperson reported on progress on the evaluation to the Hospice at Home 
Steering Committee and Chairperson reported progress to the Management Team. 

Membership The Steering Committee’s membership drawn from a wide range of internal and external 
stakeholders not directly involved in delivering the programme, but with a strategic 
interest in the programme’s aims.  The membership is as follows: 

• Kathleen McLoughlin, Head of Education, Research and Professional Development, 
Milford Care Centre (Chairperson) 

• Jim Rhatigan, Head of Therapy and Social Care, Milford Care Centre (Deputy 
Chairperson) 

• Dr Sinead McGilloway, Senior Lecturer in Psychology, NUI Maynooth (External 
Advisor) 

• Dr Penny Mainstone, Locum Palliative Medicine Consultant, HSE/Milford Care Centre 

• Edith McMahon, Hospice at Home Project Co-Ordinator, Milford Care Centre 

• Carol Murray, Head of Non Clinical Support Services, Milford Care Centre 

• Jacqueline Holmes, Deputy Director of Nursing, Milford Care Centre 

• Martina O’Reilly, Quality and Safety Co-Ordinator, Milford Care Centre 

• Gail Birkbeck, The Atlantic Philanthropies 
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APPENDIX 2: MILFORD CARE CENTRE – CURRENT RANGE OF SERVICE 
The range of services currently operating from the Milford Care Centre are summarised below. 

The Nursing Home Milford Nursing Home is a 47 bed Voluntary Nursing Home and caters for older people who wish 
to take up residence on a long term basis and for short-term Convalescent/ Respite patients. It is 
approved by the HSE West in respect of subvention payments and is registered by HIQA. 

The Hospice Milford Hospice, the Specialist Palliative Care In-patient unit, is a purpose built facility with 
capacity for 30 patients, consisting of single and four bedded rooms with en-suite bathrooms. In 
addition to the patients’ bedrooms, there are quiet rooms, sitting rooms and an oratory for the 
patient and their families. 

The Hospice at Home 
Service 

The Hospice at Home Service is provided by a multidisciplinary Specialist Palliative Care 
Team to patients with specialist palliative care needs living in the community. 

Day Care The Older Persons Day Care operates five days per week and provides services to up to 40 
individuals per day for those aged over 65 years and living within a six mile radius of Milford 
Care Centre. The Palliative Day Care Service operates three days per week to provide a service to 
up to ten palliative care patients each day. Staff assess and monitor symptoms and provide 
emotional, psychological, social and spiritual support. 

Nursing Services Led by a Director of Nursing, the team of clinical nurse managers, clinical nurse specialists, staff 
nurses and healthcare assistants, provide care and support to patients in all aspects of service 
delivery. 

Medical Palliative Care 
Services   

The Palliative Medicine Team comprises of three Palliative Medicine Consultants, a Specialist 
Registrar, two Registrars, three Senior House Officers (SHO) and two secretaries. The Team not 
only provides clinical support and guidance to Milford’s Specialist Palliative Care Unit and 
Community Service but also to the Palliative Care Clinical Nurse Specialists in St. John’s Hospital, 
Ennis General Hospital and Nenagh General Hospital as well as input to the Palliative Care team 
in the Mid-Western Regional Hospital. 

Occupational Therapy The Occupational Therapy Service is available to assist with improving a person's quality of life 
and with enabling the person to obtain an optimal level of functional independence in all areas 
of daily living. Assessments focus on areas of physical, cognitive, social and emotional well-being 
following which a goal-oriented individualised treatment programme is devised. 

Physiotherapy  Physiotherapy provides support to individuals who have impairments, functional limitations, 
disabilities, or changes in physical function and health status resulting from injury, disease, or 
other causes. Following assessment, an appropriate method of treatment is provided to achieve 
the maximum level of independence for their diagnosis. 

Social Work  The Social Work Department offers information, advice and support to those living with illness 
and dealing with loss. It also provides bereavement support for those coping with grief. The 
range of information and advice covers issues relating to welfare benefits and on other 
community resources and support relevant to individuals and families. 

Pastoral Care Pastoral Care provides spiritual and emotional support to the older person, those living with 
advanced illness and those facing loss. 

Other Clinical, 
Therapeutic & 
Supportive Therapies 
& Services 

A broad range of clinical, therapeutic and supportive therapies and services are available to 
assist and support patients, including: Art and Art Therapy, Music Therapy, Complementary 
Therapy, Dietetics, Speech and language Therapy, Social and Therapeutic Horticulture and 
Pharmacy services. 

Education The Education, Research and Professional Development Department is one of the lead providers 
of palliative care education across the Mid-West Region. The Department provides a number of 
courses and study days designed to meet a range of individual learning needs, within a 
supportive learning environment. In 2010, the Department launched the first hospice-led, 
electronic learning environment in Ireland www.e-life.ie  to support candidates completing The 
European Certificate in Essential Palliative Care. 

 

See www.milfordcarecentre.ie for full details of services.  

 

http://www.milfordcarecentre.ie/services/nursinghome.htm
http://www.milfordcarecentre.ie/services/hospice.htm
http://www.milfordcarecentre.ie/services/hospice.htm
http://www.milfordcarecentre.ie/services/daycare.htm
http://www.milfordcarecentre.ie/services/medpalcare.htm
http://www.milfordcarecentre.ie/services/medpalcare.htm
http://www.milfordcarecentre.ie/services/therapy.htm#Occupational%20Therapy
http://www.milfordcarecentre.ie/services/therapy.htm#Physiotherapy
http://www.milfordcarecentre.ie/services/socialdept.htm
http://www.milfordcarecentre.ie/education/index.htm
http://www.e-life.ie/
http://www.milfordcarecentre.ie/
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APPENDIX 3: DEVELOPMENT OF CORE PROFESSIONS INVOLVED IN  
THE HOSPICE AT HOME SERVICE (2003-2010) 
 NURSING DEVELOPMENTS 

2003 A steering group was established to manage a six-month pilot scheme using Care Assistants in homecare. 

2004 Reports on Palliative Care Needs Assessment in the Mid-West and on the pilot scheme launched.  

2006 Creation of a CNM2 post with the remit to manage RGNs and Care Assistants in the Team.   

2007 Meetings commenced to discuss the inclusion of Physiotherapy, Occupational Therapy and Social Work 
Departments in the Steering Group.  
Discuss held with the Clinical Nurse Specialist Team in MWRH, the Transformation Development Officers, the 
Directors of PHN in Limerick, Clare and North Tipperary and with the Carer’s Assoc regarding the integration of 
the Service into the Primary Care service. 
Appointment of the first RGN allocated specifically to the Hospice at Home Service.  

2008 Implementation of new format for weekly Team meetings.  Formal communication guidelines for PHN and CNS 
Teams approved by Directors of PHN and Nursing Management at MCC. 

2009 Newcastle West base moved to the newly built unit in St. Ita’s Hospital.  
Role of CNM2 expanded to become the Hospice at Home Project Co-ordinator and a new structure was 
implemented with all grades brought together as one team with one nursing management structure. 
Ennis base moved from Ennis General Hospital to the Shannon Development Age Information Park in Ennis.  
Management of the ‘Out of Hours Telephone Advisory Service’ commenced.  
New Staff Nurse commenced induction in Hospice at Home Service and new Care Assistant appointed. 

2010 Four further SNs commenced induction and three Staff Nurses who had completed induction in the Specialist 
Palliative Care Unit (SPCU) moved to the community to commence work with the Hospice at Home team. 
A CNM3 became the nursing representative on the newly formed Operations Group.  
Trial extension in working hours for CNMs and Team Leaders to provide extended support to the team 
commenced and a pilot of ‘updated guidelines’ to improve out of hours call management was initiated.  
Trial of Central Review system for referrals from all bases began as part of feasibility study on referrals to the 
Service.  
Education services expanded by offering the European Certificate in Palliative Care distance learning 
programme.  
A ‘single service leaflet’ for patients/carers was devised. 

 SOCIAL WORK DEVELOPMENTS 

2007 Principal Social Worker became a member of the Hospice at Home Steering Group. 

2008 A document outlining the referral procedure to Social Work services was circulated to the Team and Steering 
Committee members and a working group was set up in order to facilitate improved team working.  

2009 A second full-time Hospice at Home Social Worker was employed to increase integrated service provision and to 
the provide support and education to community-based care services, including de-briefing workshops, family 
meeting workshops/training, psycho-social issues in palliative care and grief and bereavement education. 

 PHYSIOTHERAPY DEVELOPMENTS 

2007 The first full-time Physiotherapist was appointed to the Team following meetings to explore how Physiotherapy 
could become more involved with Hospice at Home and integrated into the existing service.  

2008 Lectures to undergraduate and post-graduate students were delivered at University of Limerick regarding the 
role of a Physiotherapist in specialist palliative care and to create an awareness of the Hospice at Home Service.  

2009 A second full-time Physiotherapist was appointed and an at-home physiotherapy service was available to 
patients in Limerick, Clare and North Tipperary.  

2010 A tool for assessing breathlessness for physiotherapy in Hospice at Home was researched and developed and a 
course on Lymphoedema was delivered.   

 OCCUPATIONAL THERAPY DEVELOPMENTS 

2007 A full-time specialist palliative care Occupational Therapist was allocated to the Team.  During this time, the role 
of the Occupational Therapist in specialist palliative care was further explored as well as the mechanisms for 
providing care in the home such as the patient pathways, the referral policy and the screening tools. 

2009 A second full-time Occupational Therapist was appointed to the Team, allowing for an expansion of the service 
to the three areas of the Region.  Work is on-going in the strengthening of multi-disciplinary responses to 
patients. 
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APPENDIX 4: MILFORD CARE CENTRE STRATEGIC PLAN &  
CURRENT SITUATION OF THE HOSPICE AT HOME SERVICE 
 SPECIALIST PALLIATIVE CARE TEAMS 

MCC Strategic Plan:  Each Team is based centrally covering the three geographical areas of Limerick, Clare and 
North Tipperary  and consisting of the following personnel: 
§ Consultant in Palliative Medicine  
§ Home Care Nurses (CNS Grade) 
§ Senior Social Worker 
§ Senior Physiotherapist 
§ Senior Occupational Therapist 
§ Registered General Nurses (RGNs) 
§ Care Assistants 
§ Clerical Officer / Secretary 
In addition, each of the three teams is supported by a Pastoral Care Worker(s), Complementary Therapist(s), a 
Senior Pharmacist, a Senior Dietician and a Day Care Development Officer, based at MCC but with a regional 
remit. 

Current Situation: In general, the Team has succeeded in ensuring that all relevant disciplinary areas are 
covered.  However, while the Team is supported by Consultants in Palliative Medicine, neither Consultant has 
a direct clinical responsibility for the co-ordination of the service.  The Hospice at Home Service is therefore 
considered as being limited in terms of the current service development and management.  In this regard, the 
MCC envisages that the situation will be addressed by the end of 2011.  Moreover, other team members see 
their individual services as understaffed in relation to the demand for their specific service. 

REFERRALS  

MCC Strategic Plan: The Community Teams receive referrals from staff in the acute hospitals in the region and 
where possible, the initial contact with the Team is made while the individual is an in-patient. 

Current Situation:  In general, referrals are received from staff in acute hospitals particularly as there are full-
time palliative Care Nurses based at the MWRH, Ennis and Nenagh General Hospitals. These CNSs act as a 
liaison between the hospitals and the MCC. Such contact assists in the planning of discharges, the increased 
co-ordination of services, and ensuring a seamless movement between services thereby strengthening the 
confidence of the patient and their carers as the patient prepares to return home. Referrals are also received 
from GPs. 

INTEGRATION WITH PRIMARY CARE  

MCC Strategic Plan: Palliative care as a specialist service forms part of the broader Primary Care network 
resulting in a more comprehensive and seamless service for individuals and  families whereby individuals are 
supported (a) to remain in their own homes if requested, and (b) to facilitate earlier discharge from inpatient 
services.  It was not envisaged that the specialist Palliative Care teams would assume the care of all individuals 
requiring palliative care but would work alongside the Primary Care teams in an advisory and supportive 
capacity.  

Current Situation: The integration of Specialist Palliative Care Teams with the Primary Care Teams has 
required careful planning in order to establish and maintain effective working relationships. In particular, 
communication between the teams involves a significant effort which is hindered by differences in the 
geographical boundaries of the Primary Care Team areas and the Hospice at Home teams and in the 
differences between roles and responsibilities in different disciplines e.g. the Public Health Nurse and the 
Clinical Nurse Specialist; the Care Assistant and the Home Help etc.   

In efforts to address some of these issues, protocols have been devised between the individual disciplines 
within the Hospice at Home teams and their Primary Care Team counterparts which has enabled greater clarity 
and uniformity regarding working practices such as referral protocols, care plans, discharge procedures etc. In 
general, considerable progress has been made in each of the areas to reduce the potential for duplication of 
service and poor communication. 
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SEVEN DAY COVER 

MCC Strategic Plan: An expanded service is provided to allow for full seven day cover with an extensive 
continuum of care in evenings and at night-time. This continuum of service includes the normal home service 
with Home Care Nursing service, Registered General Nursing service, a night nursing service and support from 
home care assistants. 

Current Situation: Night nursing is managed by the nursing team at MCC but funded through the ICS. The 
Service operates from 5pm to 9am with nursing staff drawn from the Irish Cancer Society’s bank of nurses and 
assigned to specific cases by the MCC.  On occasions, challenges have arisen at times in meeting the need for 
the Service due to the lack of available nurses.  An allocation of ten to fourteen nights is apportioned to each 
patient but the allocation is flexible depending on the needs in each individual case.  

The delivery of the Service on a daily basis and outside normal office hours has also been dependent upon the 
availability of an effective information system that facilitates the sharing of patient information in cross-facility 
environment.  Enhancements to the Service have been made in this area by MCC, including the appointment 
of additional administrative staff and the increased usage of the iCare patient administration system.   
 

CARE ASSISTANTS 

MCC Strategic Plan:  As a follow-on to the 2003 Pilot Project, a home support service will be delivered by Care 
Assistants within a six mile radius of the Specialist In-patient Palliative Care Unit.  The service will be core 
funded and expanded to ensure that all persons in need can be reached in the Mid West Region.  
Current Situation: Care Assistants are now funded from the Service’s core budget and are permanent 
members of the multi-disciplinary team and are available across the region. The development of this part of 
the Service is important as Care Assistants play a pivotal role in relation to non-clinical care and support to the 
patient and to the family carers.  Care Assistants provide care under the direction of the Public Health Nurse 
and/or the Clinical Nurse Specialist in Palliative Care. 

ALLIED HEALTHCARE 

MCC Strategic Plan:  A multidisciplinary team of ancillary staff per community care area was indicated in the 
NACPC Report that ‘there should be a minimum of one WTE community physiotherapist, occupational 
therapist and social worker, specialising in palliative care per 125,000 population’. Therefore the population of 
approximately 360,000 in the Mid West Region indicates that three WTEs in each of the disciplines of 
Physiotherapy, Occupational Therapy and Social Work should be in place to meet the suggested NACPC (2001) 
staffing ratio.  Furthermore, in line with the NACPC recommendations, each specialist palliative care unit 
would develop its own physiotherapy, occupational therapy and social work departments. 

Current Situation: Physiotherapy, Occupational Therapy and Social Work Departments have been developed 
and offer support to individuals in their own homes, in Milford Care Centre, in the community support 
hospitals and while attending day care services and in the acute hospitals. However, due to funding 
constraints, there are currently only two WTEs for each discipline. 
 

AIDS AND APPLIANCES IN THE COMMUNITY 

MCC Strategic Plan:  A sufficient bank of equipment would be made available to meet the needs of palliative 
care patients in the community. 

Current Situation:  A formal policy relating to aids and appliances in the community was developed in 
conjunction with the HSE. Under this policy, the provision of aids and appliances is primarily the responsibility 
of the HSE. However, if certain equipment is required by a patient and unavailable through the HSE, the 
Hospice at Home Service will discuss with the family whether they are in a position to purchase the required 
equipment. If this is also not possible, the Service will ensure that the necessary equipment is provided on a 
temporary basis, pending the provision of the equipment by the HSE. For this purpose, the Service has 
developed a small bank of its aids and appliances and rents essential equipment to patients on a short term 
basis as needed.  
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PHARMACY SERVICES 

MCC Strategic Plan:  The Pharmacist Service would be extended from the Milford Care Centre into the 
community and to other healthcare settings so as to bring about necessary improvements in the availability of 
medications to palliative care patients at any given time.  

Current Situation:  There is currently one WTE Senior Pharmacist and 0.5 WTE Senior Pharmacy Technician 
employed by the HSE and based in Milford Hospice. The Pharmacist is available to respond to any queries for 
the Hospice at Home team regarding medicines, to offer advice to community pharmacies on medications 
used in palliative care and to liaise with these pharmacies around access to essential medicines for palliative 
care particularly out of hours.  

The Pharmacist is also a member of the Hospice at Home Medicines Management Group which meets six-
weekly.  Part of the Group’s remit to input into the development of guidelines for Hospice at Home and to 
ensure best practice regarding the use of medicines.  The Group also reviews medicine related incidents that 
occur in the community.  During 2011, the Pharmacist also provided Palliative Care education for community 
pharmacists through the Irish Centre for Continuing Pharmacy Education. 

INTERMEDIATE LEVEL OF CARE 

MCC Strategic Plan:  It was proposed that a five-bed Step-Down /Intermediate Level Care service in Limerick 
City would be developed with two beds to be provided in Milford Nursing Home.  The plan was in regard to 
patients who required more specialist services than were available in the community but did not need to 
remain in the Specialist In-patient Unit.   

Current Situation:  Capital Funding was provided to the HSE to build a four-bed Intermediate Level Care Unit 
and four-place Day Care Centre at St. Ita's Hospital, Newcastle West.  The Unit has been completed and the 
Day Care is currently operational.  However, funding has not yet been received by the HSE for the Intermediate 
Level Care service element which was to be a joint operation between the HSE and the MCC and the local 
voluntary group, Friends of St Ita's.  

COMMUNITY SUPPORT BEDS 

MCC Strategic Plan:  With the development of additional Community Support Beds within the Mid West 
Region, it was planned to establish a communication forum whereby representatives from the Community 
Support Bed Units would have opportunities to discuss common issues of concern and in response, to receive 
support from the Specialist In-patient Unit. In addition it was recommended that a programme of further 
education and training would be available for staff working in the community hospitals in order to enhance the 
expertise of local staff.  

Current Situation:  A number of initiatives have been devised to increase access by staff in community 
hospitals to Milford Care Centre’s educational resources.  These included courses such as the Palliative Care 
Programme which have been delivered in community hospitals on-site by Milford personnel.  Moreover, while 
all of MCC’s Education Unit courses are available to those who require them, a number of places on each 
course are specifically reserved for staff from community hospitals. A Programme is also provided to facilitate 
the training of nurses working in nursing homes in specialist palliative care as ‘link nurses’.  This enables the 
link nurses to train other nurses in their respective nursing homes.   
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APPENDIX 5: 

EXAMPLES OF PRACTICE GUIDELINES, NORMS & STANDARDS DOCUMENTS WORLDWIDE 

COUNTRY Document 

AFRICA African Palliative Care Association: APCA Standards for Providing Quality Palliative Care 
Across Africa 

AUSTRALIA Palliative Care Australia: Self Assessment Service Audit in Palliative Care. 
Standards for Providing Quality Palliative Care for All Australians (Australia) 

CANADA Proposed Norms of Practice For Practice for Hospice Palliative Care (2001) 
Palliative Care Nursing Standards of Practice (2002)  
A Model to Guide Hospice Palliative Care 

HUNGARY Professional Guidelines: Palliative Care of Terminally Ill Patients Suffering From Malignant 
Tumours 

ITALY Minimal Prerequisites for Palliative Care in Italy (Societa Italiana Di Cure Palliative) 

MOLDOVA A Guide To Palliative Care (2002) 

NORTHERN 
IRELAND 

Partnerships in Caring Standards for Service (2000) 
Gold Standards Framework (2000) 

NORWAY Norwegian Standard for Palliative Care - Norwegian Medical Association (2004) 

POLAND The Polish Standards of Paediatric Palliative Care (1999) 

ROMANIA National Standards in Palliative Care, Romanian National Palliative Care Association in Co-
Operation With The National Hospice And Palliative Care Organisation In The Usa. 

SCOTLAND Clinical Standards: Specialist Palliative Care (2002) 
National Care Standards: Hospice Care (2002) 

SPAIN Estrategia Nacional De Cuidados Paliativos  

SWITZERLAND Standards. Grundsätze & Richtlinien Für Palliative Medizin, Pflege & Begleitung in Der 
Schweiz (2001) 

ENGLAND Palliative Care Core Standards - A Multidisciplinary Approach. Trent Hospice Audit Group 
(1998) 
Improving Supportive & Palliative Care For Adults With Cancer Nice (2004).  
Department of Health Our Health Our Care, Our Say: A New Direction for Community 
Services (2006) 
Gold Standards Framework Primary Care Programme (2000/Revised 2009) 
Gold Standards Framework Care Homes (2004) 

USA Crosswalk of JCACHO Standards & Palliative Care. Centre To Advance Palliative Care (2004) 
Standards For Social Work Practice In Palliative & End of Life Care 
National Consensus Project: Clinical Practice Guidelines For Quality Palliative Care (2004) 
Standards of Practice For Hospice Programs : NHPCO (2000) 

 

  



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

132 
 

 

 

 

 

APPENDIX 6A: HOSPICE AT HOME EVALUATION 

QUESTIONNAIRE – CARER OF CURRENT PATIENT 
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APPENDIX 6B: HOSPICE AT HOME EVALUATION 

QUESTIONNAIRE – CARER OF DECEASED PATIENT 
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APPENDIX 6C: HOSPICE AT HOME SERVICE  
PATIENT PLACE OF DEATH - 2009 TO 2011 Collected by MCC 

 

PLACE OF DEATH 2009 2010 2011 7 

HOME 42.71 42.94 45.78 

HOSPICE 31.32 27.91 23.56 

HOSPITAL 10.72 9.66 6.13 

NURSING HOME 15.07 19.48 23.95 

OTHER 0.17 0.00 0.57 

TOTAL 99.99% 99.99% 99.99% 

    

HOME + NURSING HOME 57.78 62.42 69.73 

  

                                                           

7 Figures for 2011 relate to January to September 
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APPENDIX 7A: HOSPICE AT HOME EVALUATION  
INTERVIEW SCHEDULE – PATIENT 
 
1. Can you think back to the time when you were first diagnosed and maybe tell me a bit about it 
 
2. How did you come to be involved with Hospice at Home Service? 
• Who first told you that this service was available? 

Prompts: GP, Nurse at the hospital, doctor at the hospital, someone in the hospice, public health nurse
           

• Do you think you became involved with Hospice at Home Service at the right time, or was it too early or 
too late?  

• When you first became involved with Hospice at Home Service, how did you think that it would help you? 
Prompts: Practical nursing care, symptom control, emotional support, 24 hr availability, availability in 
crisis situations, supporting open communication, spiritual support 

3. Are you happy being cared for at home, or would you rather be somewhere else? Why? 
• When you were first referred to the Hospice at Home Service how long did it take for you to receive your 

first home visit? Were you satisfied with this? 
 
4. I’d like you to think about your assessment visit. This would be the first visit, at home, that you had with 
anyone involved with H@H. It would probably have been by a nurse…do you remember that?   
• Could you tell me a bit about that first visit and how it went? 
• Did the nurse explain clearly what the H@H service could do for you?  
• Can you remember if there was there any information that you did not receive at the first visit that in 

hindsight you realise might have been useful to get? 
If yes, what information was this?  

 
5. So, thinking now about the visits now, how convenient are they for you? 
§ Do the staff usually call at a time that’s convenient for you? 
§ Are some people better at that than others, in terms of calling at a convenient time? 
§ How useful are they for you? 
§ Are some people (professions) more useful than others? 

 

6. Thinking now about communicating with H@H in general, by telephone or face to face, how do you find it? 
• Are you able to make contact with someone in H@H whenever you need to? 
• When you ring someone in H@H, are your phone calls dealt with in a caring way?  
• Do you feel genuinely listened to? 
• How are they at answering questions that you have and addressing worries/concerns that you share with 

them? 
 
6. I have a few questions specifically about you and how you are finding H@H in helping you deal with your 
illness 
§ Tell me a bit about your quality of life over the past week.  
§ If I was to ask you to rate it on a scale of 1-7, where 1 is very poor and 7 is excellent, what would you say? 

 

7. I’m interested in how useful the Hospice at Home Service has been in managing the issues around your 
advancing illness?  
§ Maybe, firstly we could look at physical symptoms…could you tell me a bit about the symptoms you’ve 

had and if H@H has been able to help you with them? 
Prompts: Pain Nausea/vomiting Constipation Diarrhoea Lack of appetite Feeling weak/tired Difficulty 
sleeping Difficulty in breathing Problems with mobility By providing access to aids and equipment. 

§ How did you find them in relation to psychological issues?  
Prompts: Restlessness Tension/stress Worry/fear Low Mood/sadness Anger General difficulty in coping 
Feeling powerless Feeling worthless Feeling hopeless 
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• How helpful has the Hospice at Home Service been in relation to social issues? 
Prompts: By providing practical care By being available 24 hours per day By being available in crisis 
situations By providing practical advice regarding allowances and benefits, finances, legal issues. By 
providing emotional support By supporting you and your family to communicate openly By allowing you 
to discuss issues about how your illness has affected you and your family By helping you to access Day 
Care Services 

§ How helpful has the Hospice at Home Service been in managing some of the spiritual issues and distress 
associated with advancing illness? 
Prompts: By supporting you in practicing your spiritual beliefs Helping you to identify what gives you 
spiritual strength in coping with advanced illness Offering support when struggling with the meaning of 
life and death With uncertainty about the future With fear of ‘the unknown’ Dealing with advancing 
illness -  ‘Letting Go’ and ‘Closure’ Dealing with Loss Supporting my family in facing loss 

 
8. Professionals - I’m interested in how you’ve found the different people in the H@H team? 

I’d like to ask you specifically about the different groups that you’ve has contact with. I’m not asking for names 
or anything, and no-one will get into trouble because of anything you say. We’re just trying to see where 
improvements might be made. 

Specifics:  
• Nurses 
• Care Assistants 
• Doctors 
• Social Workers 
• Physiotherapists 
• Occupational Therapists 
• Pastoral Care Service 

 
Can you think of any ways in which the professionals you met could have been more helpful? 

9. Reflections on the Hospice at Home Service  
• What is most helpful to you about the Hospice at Home Service?  
• What do you think is most helpful to your family about the Hospice at Home Service?  
• What did you like least about the Hospice at Home Service? 
• Overall, how would you rate the quality of care and support that you are receiving from the Hospice-at-

Home Service? Scale of 1-10. 
• Are there any ways in which the Hospice at Home Service could better meet your needs? 
• Is there anything else you would like to tell us about your experience of the Hospice at Home Service? 
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APPENDIX 7B: HOSPICE AT HOME EVALUATION  
INTERVIEW SCHEDULE – RELATIVE/CARER 

 
  
 

Preamble 
Thank you for agreeing to participate in this interview.  Before we commence is there anything you would like 
to check with me about your understanding of this evaluation. 
Although we are taping the interview can I remind you that if at any time you wish to stop or feel 
uncomfortable please tell me and we can take a break or stop completely.  
Just to remind you that your name will not be mentioned in any report and the information you give me will be 
treated in a confidential manner.  
 
Main Questions 
Can you tell me about your experience of the Hospice at Home Service in caring for your relative/friend?   

§ How did you and your relative hear about the Hospice at Home Service? 
§ What information did you receive about the Hospice at Home Service 
§ How timely was the introduction of the support from the Hospice at Home Team for you and your 

relative? 
§ How do you consider that the Hospice at Home team listened/ listens to your concerns /needs? 

 
How do you think the Hospice at Home Team contributes to maximising the quality of life of your 
relative/friend? 
 What, in your view was/is the most significant issue or symptom that interferes with the quality of life of your 
relative/friend? 
How does Hospice at Home Team help you in managing the care of your relative’s symptoms or problems? 
 
I would like to talk to you now about the different roles in the Hospice at Home Team. You may have met 
several members of the team. If possible without using personal names can you recall which groups of 
professionals visited you?     Approximately how often did these professionals visit?                          
 
Visitor Frequency Service Not Required 
Hospice at Home Care Assistant   
Hospice at  Home Nurses   
Hospice at Home Doctor   
Physiotherapy Staff   
Occupational Therapy Staff   
Social Work Staff   
Pastoral Care Staff   
 
Probe:  Tell me about how they support your relative;  Tell me about how they support you;   Tell me about 
any challenges or difficulties you experienced  
• Do you consider that the Hospice at Home Service makes a difference to fulfilling the wishes of your 

relative, regarding their preferred place of care?  
• Did the Hospice at home Service help and support you to have a discussion about the eventual place of 

death of your loved one?  Was this useful? 
• To what extent do you think your relative is cared for with dignity and respect? 
• What if any improvements would you like to see to the hospice and home service? 
• Is there anything else that I haven’t asked you that you would like to tell me about? 

 
The interview is now concluded and I will switch off the tape. Can I thank you so much for your valuable 
contribution. I am leaving you with the contact details of support services should you wish to avail of them. 
 
Interviewer will spend some time debriefing prior to leaving the participant. 
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APPENDIX 7C: HOSPICE AT HOME EVALUATION  
INTERVIEW SCHEDULE CONSENT FORM 
 
 

Patient/Carer Consent Form 
 

I agree that I have read and understood the Carer Information Leaflet.  

I understand that my participation in this study is completely voluntary.  

I understand that my answers will be audio recorded     

I understand that I am free to withdraw my participation at any time.   

On this basis, I have agreed to partake in this study.  

 

I declare that I have given consent to Milford Care Centre and the University of Limerick to use the 
information gathered during the course of my interview for an evaluation of Milford Care Centre’s 
Hospice at Home Service.  

I am aware that the results of the study will be written up in report format and may be published in 
journals/books and/or presented at conferences. 

I understand that this information will be used only for the purposes stated above, and that all 
reporting will be done so that no individual responses will be identified. All of the information I 
provide will be held securely and always treated with strict confidentiality. 

Signed__________________________ Date _________________________ 

 

Witness Signature _____________________ Date_____________________ 

 

  



Milford Care Centre’s Hospice at Home Service   Evaluation 2009-2011 

 

161 
 

APPENDIX 8: ADDITIONAL SUPPORTING QUOTES FOR CHAPTER 6  
FOCUS GROUP/INTERVIEWS WITH MCC STAFF & PHN 
THEME 1      ACHIEVEMENT OF MISSION 

Theme 1a      Patient at Centre of Care 

“Everybody is working as hard as they can to deliver the best service possible…the integration of that is 
something that I think we’re recognising is a longer journey….”  (MCC Internal Staff Participant) 
 

“The feedback from patients and families shows us that they’re glad of the service, they’re appreciative of it.”           
(Internal Staff Participant) 

“They [the patient and family] appreciate it so much and they think that it’s a wonderful service, they do. They 
can stay at home if they wish to stay home and know that they’ll get the support then.”  
(MCC Internal Staff Participant) 

Theme 1b    The New Hospice at Home Service  

“We never actually got any formal information about the new Hospice at Home team, it just evolved.”  
(MCC Internal Staff Participant) 

“I think that there still is some confusion around our role but I think that there is definitely a better 
understanding.  We gave educational sessions … within the Hospice at Home team.”  
(MCC Internal Staff Participant) 

“families… don’t differentiate between the Hospice at Home service and the public health or community RGNs; 
… a lot of them don’t put labels on us.... they know that there’s some help coming and some support and that’s 
what is important to them...” (External Participant) 

“Sometimes there’s a particular problem…. and it’s the homecare nurse would probably fix that whereas you 
would fix maybe a lot of other things and sometimes that’s seen as the most important thing and that’s where 
you need a good balance in working together to make sure you’re not just seen as the helper.”  
(External Participant) 

Theme 1c  The Specialised Service with Specialist Skills  

“I have been taught how to use a driver and I feel it’s important …and I have asked the home care team to 
keep me up-skilled.”    (External Participant) 

“Palliative care is such a complex area that I couldn’t see how there’d be just one discipline involved.”  
(MCC Internal Staff Participant)   

THEME 2  SERVICE DELIVERY 

Theme 2a    Referral to the Hospice at Home Service 

“We can contact a GP who is willing to refer to the service but we would have both in our areas that some are 
very willing to engage the service and some are not.”  (MCC Internal Staff Participant) 

“And without the consent of the GP if the team want to change any medication they can’t do it so we have to 
have a GP on side with us”.  (External Participant) 
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“Is there some reason why it (referral) can’t be from a professional, a nurse to a nurse?” (External Participant) 

“Once the referral is triaged and the first visit by the Clinical Nurse Specialist or a joint visit with the Registrar is 
made, then the plan is put in motion.”  (MCC Internal Staff Participant)  

“…………at the weekend one nurse from the homecare team covers North Tipperary, Limerick and Clare.  To me 
now it’s an impossible task to expect someone to do a syringe driver in Kilkee, then maybe head to Newport in 
Tipperary and then maybe head to some part of Limerick city, …..  So I think the weekend is where I have the 
huge problem with the service that Hospice at Home service can provide because they’re just too spread out.” 
(External Participant) 

Theme 2b    Multi Professional Visiting  

“Every family and house you go into is different and they don’t want two or three people arriving in at the one 
time.” (External Participant) 

“I think that can be a bit chaotic you know, we had one of those recently and the place was just crowded and 
nobody knew what they were doing.” (External Participant) 

“Nobody’s co-ordinating the whole.” (MCC Internal Staff Participant) 

“It is ad hoc, there isn’t a site meeting held to say now what your visits are for the week.…  No we don’t do 
that.” (MCC Internal Staff Participant)  

“So not only do you have to tell the GP, you have to tell the public health nurse these are all telephone calls on 
top of all the paper work, you have to inform all these people, if somebody is getting sicker you might have to 
ring the night nurse, the CIT people, anyone who’s anything to do with that patient you have to make a 
telephone call.”   (MCC Internal Staff Participant)  

“There is so much just written, administration, travelling and just the whole logistics of it when you have a 
busy patient load. I see the other disciplines go home at 5 o’clock and we are always here half five, six, seven, 
we can be here until eight you know.”    (MCC Internal Staff Participant)  

Theme 2c    Co-ordination of the Hospice at Home Service  

“We are looking into outcome measures and different things that we can be using…….looking toward using 
screening tool for referral”    (MCC Internal Staff Participant)  

“No one waits to be seen by the service, I think we’re the only service in the country where there isn’t a waiting 
list and we think that’s something to be really proud of.”   (MCC Internal Staff Participant)  

Theme 2d  Quality of the Service  

“We have to build in continuous quality assessment and reviews and build in mechanisms of also reviewing 
how we’re performing against our own service objectives.”  (MCC Internal Staff Participant) 

“A complaint if it’s written or formal will come to line managers…and then it will be investigated just like any 
complaint in any other area and there should be learning that comes out of that.”  
(MCC Internal Staff Participant) 

“It’s (complaint) brought to the attention of line managers of that particular discipline….if anything  else needs 
to be done its brought through the quality and safety committee and the complaints process attached to that, 
to the Board of Management if necessary.”   (External Participant) 
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“…… if there was a complaint we would communicate with the homecare nurse or go to our line manager.”          
(External Participant) 

THEME 3  COMMUNICATION  

Theme 3a Communicating Across The Multidisciplinary Team  

“...and it all takes time and it is down to me as a CNS to ring everyone and say the patient has died?  And it’s 
time and communication that are the two big challenges.” (MCC Internal Staff Participant) 

“Sometimes we don’t have access to the notes so we keep separate notes.  If the nurses are out on a visit and 
they’ve got the chart with them then you can’t have access to that chart.” (MCC Internal Staff Participant) 

Theme 3b Communicating Across Internal & External Teams  

“I found it very good because everybody could voice their opinion about the plan of care, it was a very 
complicated case because there were a lot of children and the husband had to work and the mother was going 
in for radiotherapy.”    (External Participant) 

“That’s where the communication comes in, if you’re communicating with the other members of your team it 
should be a team effort.”  (External Participant) 

Theme 3c Information Sharing  

“If you had Skype and you could just have conference calls because there’s a lot of time spent travelling to 
bases….”       ((MCC Internal Staff Participant)) 

“At present the plan is that they’ll hold the meeting by video conferencing.”   (MCC Internal Staff Participant)  

“When you’ve to hand over to your colleague who’s at home, a lot of us take calls at home which we don’t 
mind doing it  but there must be a better system, probably it has to be an IT-based system.” 
 (MCC Internal Staff Participant) 

“Information held on computer is their main address, diagnosis and family contact details whereas day to day 
notes are handwritten in their files in the filing cabinet.”  (MCC Internal Staff Participant)  

Theme 3d Building Relationships  

“Relationship building takes time and it takes investment.”  (MCC Internal Staff Participant) 

“It’s more the internal integration of the teams has been the more difficult aspect than I would have thought 
starting out.” (MCC Internal Staff Participant) 

“We thought that the integration with the external providers would be more difficult.”  
(MCC Internal Staff Participant) 
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“I’ve seen huge changes over the years and I suppose the greatest impact has been on us as the nursing team 
and I suppose I feel we haven’t  been supported as well as we should have been”.   
(MCC Internal Staff Participant) 

“I suppose trying to move it from just being a nursing service to being a fully multi-disciplinary team, not just in 
theory but also in practice.” (MCC Internal Staff Participant)  

“And I think a lot of work has come around to the whole issue of team building and that it started a long time 
ago just trying to integrate the teams. It started with just education sessions and expanded out latterly to 
facilitated workshops on team building and team working.” (MCC Internal Staff Participant) 

“If I was to identify what the biggest issue for us is it’s team integration, about how we get the component 
parts of the teams that are working in a way that is integrated, holistic to integrated holistic and joined up, 
that we move away from discipline specific views or models to a genuinely integrated multi-disciplinary model 
where you’ve got integrated care planning, integrated service delivery, co-ordinated service delivery internally, 
I’m not even talking about externally.” (MCC Internal Staff Participant)  

“…..at the beginning that we understood that our role was very much to actually devise a blueprint that could 
then be used and transferred into other areas in other parts of the country where they maybe wanted to start 
to put a Hospice at Home programme in place.  But I do think that a lot of the time the Steering Committee 
found itself tied down.... we seem to have a number of different hats to wear… among the different roles and 
factions that we had, that that word manage, the actual Hospice at Home is something that we never clearly 
identified how we are actually managing in terms of Hospice at Home and possibly something that we’re 
learning the significance of … now and needing and will be addressing in the very near future.”  
(MCC Internal Staff Participant) 

“The people are working together but are they working together as well as they could be?  And it’s that how 
do we make them work together in a way that this is as good as it can be?  So that’s our biggest challenge.” 
(MCC Internal Staff Participant)  

“We work very closely with the community teams, with the GPs and the public health nurses and I think that in 
itself makes palliative care flow very well and there’s good communication.” (MCC Internal Staff Participant)  

“Public Health Nurses are very much community support, they would very much complement our service, we 
would work in conjunction with them very much, we would rarely, never actually work without them.”                                               
(MCC Internal Staff Participant) 

“We’re looking at that [developing working relationships] through team building but as well the team ………I 
think that sometimes we’re rushing ahead of ourselves too, there’s a sense of trying to get everything done 
rather than kind of focus on the basic areas and establish good communication within ourselves as a team.” 
(MCC Internal Staff Participant)  

THEME 4  SUPPORT  

Theme 4a Support for Family  

“…..a 26 year old died the day a year before and like we would have been going into them and it is very 
difficult, well I think a part of you goes along with it and you become very emotionally attached/involved with 
the family and some families actually like that, they like the dependency, they feel you as a human side as well 
to illness that you can be emotionally and you cry with them, you know you get upset with them and you know 
I think you show the human side of our caring as well that we’re not going in just doing our job you know.” 
(External Participant)  
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“…but that puts extra pressure on you then, sometimes … you know the family so well that like you might be 
going at 4 o’clock and then …. you could end up… being there at 6 o’clock in the evening.”  
(External Participant) 

Theme 4b Support for Staff  

“I have my walk every evening anyway, wind down, walk......I try to leave it here when I go home you know 
just try not to bring it home with me.” (MCC Internal Staff Participant) 

“I wouldn’t be comfortable talking to someone here and then meeting them an hour later, I might have got 
very emotional and upset inside in this meeting and then an hour later I meet them on a corridor and …I’d be 
embarrassed that’s the way I’d be if I lost it like.” (MCC Internal Staff Participant) 

“I think we hugely support one another within our team {Nursing}, we’re a very close knit team and we do talk 
an awful lot and I think we help each other through.” (MCC Internal Staff Participant) 

“I’d be more comfortable to talk to somebody independently.”  (MCC Internal Staff Participant) 

 “Whoever was involved in the management of that {patient}   met up and we went through everything and 
the GPs were invited and the public health nurses that was very beneficial I felt because not only did we go 
through the problems we can learn from that, but we also supported each of us.”   
(MCC Internal Staff Participant)   

“it’s palliative care for all now and me being… very used to looking after patients with advanced cancer but 
now we definitely need more education about caring for patients with liver failure, in a state of respiratory, 
acute or renal failure, maybe motor neurone {disease}.”     (MCC Internal Staff Participant)  

“The whole education side…needs to be much more structured … where we sit down and look what specifically 
are my education or your educational needs…”   (MCC Internal Staff Participant) 

“I need to hold on to the annual leave for annual leave rather than going for study and yet I would begin to 
question myself and struggle.” (MCC Internal Staff Participant) 

“I suppose we have regular supervision, I would discuss with my…manager how the service is progressing, if 
there’s any teething problems we link in with other professionals if there were other issues.”                                                  
(MCC Internal Staff Participant) 

“Maybe it’s more team building /team dynamics or something about working in teams, I think and how to 
constructively address where we have different opinions or different perspectives, yeah, I think that would be 
helpful.”    (MCC Internal Staff Participant) 
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APPENDIX 9A: HOSPICE AT HOME EVALUATION –  
PRIMARY CARE TEAM QUESTIONNAIRE 

      Section A: Background information 

A1 Are you male or female? o1 Male o2 Female 

    A2 Which area do you cover? o1 Clare o2 Limerick o3 North Tipperary 

A3 What is your professional 
background  

o1 GP o2 Occupational  Therapist o3 Physiotherapist 

o4 Public Health Nurse o5 Psychologist o6 Social Worker 

o7 Other (please state)  

 

Section B: Experience of Hospice at Home Service  

B1 Which staff from the Hospice 
at Home service have you had 
contact with?  

o1 Care Assistant  o2 Clinical Nurse  Specialists 
&  Staff Nurses  

o3 Doctors                          

o4 Hospice Staff o5 Occupational  Therapy 
team 

o6 Pastoral Care 
team 

o7 Physiotherapy   team  o8 Social Work   team o99 Don’t Know  

 How did you expect the Hospice at Home Service to help your patient?  Yes No 

B2 By providing practical nursing care o1 o0 
B3 By providing help to control symptoms o1 o0 
B4 By providing practical advice o1 o0 
B5 By providing emotional support o1 o0 
B6 By being available 24 hours per day o1 o0 
B7 By being available in crisis situations o1 o0 
B8 By providing spiritual support o1 o0 

B9 Other (please state) 

 
Section C. Are you aware the Hospice at Home Service provides: 
  Yes No 

C1  Telephone advice - daytime (9am -5pm) o1 o0 
C2 Telephone advice evening and overnight (5pm-9am) o1 o0 
C3 Day and/or night respite at home o1 o0 
C4 Night visits  o1 o0 
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Section D: Communication with Hospice at Home team 

D1 Are members of the Hospice at 
Home team available when you 
need to contact them? 

Never Sometimes Usually Always N/A 

o1 o2 o3 o4 o88 
Please comment if you wish  
__________________________________________________________________________________________
__________________________________________________________________________________________ 

D2 Does the Hospice at Home team 
answer your questions 
satisfactorily? 

Never Sometimes Usually Always N/A 

o1 o2 o3 o4 o88 

Please comment if you wish  
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
Section E: Quality of Care 

E1 Overall, how would you 
rate the quality of care and 
support being received by 
your patient from the 
Hospice at Home team? 
Please rate between Poor - 
Excellent 

Poor Excellent Don’t 
know 

o1 o2 o3 o4 o5 o6 o7 o8 o9 o10 o99 

Please comment further if you wish 
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
E2. What could the Hospice at Home team do better in the care of your patient? 
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
Section F: Support for Primary Care Team Members  

F1 Are your education needs concerning Hospice at Home being meet?    Yes 
oooo1 

No 
oooo0 

F2 Are your education needs concerning palliative care being meet?    oooo1 oooo0 

F2. What additional information would you like included within future education programmes?  
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
Section G: Additional Comments 
Please add any additional comments on any aspect of the Hospice at Home Service (add additional page if 
necessary) 
__________________________________________________________________________________________
__________________________________________________________________________________________ 

Thank you for completing this questionnaire - your feedback is very valuable 
Please place this completed questionnaire in the stamped addressed envelope and return to us as soon as you can 
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APPENDIX 9B:   HOSPICE AT HOME EVALUATION – GP QUESTIONNAIRE 

Section A: Background information 

A1 Are you male or female? o1 Male o2 Female 

A2 Which area do you cover? o1 Clare o2 Limerick o3 North Tipperary 

      

Section B: Experience of Hospice at Home Service  

B1 Which staff from the 
Hospice at Home service 
have you had contact 
with?  

o1 Clinical Nurse Specialists & 
Staff Nurses 

o2 Pastoral Care team o3 Doctors                          

o4 Hospice Staff o5 Occupational 
Therapy team 

o99 Don’t Know 

o6 Social Work team o7 Physiotherapy team o8 Other (please 
specify) 

 How did you expect the Hospice at Home Service to help your patient?   Yes No 

B2 By providing practical nursing care o1 o0 

B3 By providing help to control symptoms o1 o0 

B4 By providing practical advice o1 o0 

B5 By providing emotional support o1 o0 

B6 By being available 24 hours per day o1 o0 

B7 By being available in crisis situations o1 o0 

B8 By providing spiritual support o1 o0 

B9 Other  

 

Section C. Are you aware the Hospice at Home Service provides: 

  Yes No 

C1  Telephone advice - daytime (9am -5pm) o1 o0 

C2 Telephone advice evening and overnight (5pm-9am) o1 o0 

C3 Day and/or night respite at home o1 o0 

C4 Night visits  o1 o0 
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Section D: Communication with Hospice at Home team 

D1 Are members of the Hospice at Home 
team available when you need to 
contact them? 

Never Sometimes Usually Always N/A 

o1 o2 o3 o4 o88 

Please comment if you wish  
__________________________________________________________________________________________
__________________________________________________________________________________________ 

D2 Does the Hospice at Home team answer 
your questions satisfactorily? 

Never Sometimes Usually Always N/A 

o1 o2 o3 o4 o88 

Please comment if you wish  
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
Section E: Quality of Care 

E1 Overall, how would you rate the 
quality of care and support being 
received by your patient from the 
Hospice at Home team? Please rate 
between Poor - Excellent 

Poor 

 

Excellent Don’t 
know 

o1 o2 o3 o4 o5 o6 o7 o8 o9 o10 o99 

Please comment further if you wish 
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
E2. What could the Hospice at Home team do better in the care of your patient? 

 
Section F: Support for General Practitioners  

F1 If a GP’s education/support programme was available concerning 
palliative care/Hospice at Home would you be interested in attending?    

Yes 

oooo1 

No 

oooo0 

 

F2. What information would you like included in such a programme?  
__________________________________________________________________________________________
__________________________________________________________________________________________ 
 
Section G: Additional Comments 
Please feel free to add any additional comments on any aspect of the Hospice at Home Service (Please add 
an additional page if necessary) 
__________________________________________________________________________________________
__________________________________________________________________________________________ 

 

Thank you for completing this questionnaire - your feedback is very valuable 

Please return via email as soon as possible  
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GLOSSARY OF TERMS8 & ABBREVIATIONS 

Advance Care Planning  
Advance care planning supports patients in communicating their wishes about their end of life and involves 
devising a plan with the patient based on their medical, psychological and emotional condition in addition to 
their personal preferences, values and personal and family resources. 
 
Alternative & Complementary Health Care / Therapies  
Health care practices that are not currently an integral part of conventional medicine. Examples include 
homeopathy, aromatherapy and use of other natural products as preventive and treatment agents. 
 
Care Home  
A residential facility that provides accommodation and offers a range of care and support services. 
 
Carer/ Nurse Assistant  
A staff member who has completed a specific requirement of coursework and clinical training and is 
responsible for lower levels of nursing care and assisting individuals with their daily living activities, such as 
bathing, toileting, eating and moving about. 
 
Carer (Primary) 
The carer is generally in the close family network of the patient though may not be a direct relative. The carer 
can be the patient’s spouse or partner, son, daughter, sibling or other relative or friend. They may be 
supported by other carers, but generally will take a primary role in the co-ordination and delivery of care and 
support to the patient. This person may provide emotional or financial support, as well as hands-on help with 
different tasks. 
 
Care Provider (Primary) 
Primary care providers in end of life care include: General practitioners (GPs), Public Health Nurses (PHNs), 
allied health professionals, pharmacists, Staff of residential care facilities/care home, health professionals in 
acute care hospitals, trained volunteers. Primary care services provide on-going support from diagnosis 
through to the death of the patient and is usually the key contact medical, nursing or allied health 
professional, who undertakes the on-going role in the care of patients 
 
Care Team 
Multi-disciplinary Team 
A multidisciplinary team consists of a mix of health care disciplines who work together in planning and 
delivering care. Members of a multidisciplinary team might include those from the medical and allied health 
professionals, palliative care specialists, pastoral care workers, nurses, social workers, occupational therapists, 
physiotherapists, dieticians, pharmacists and care assistants. Each member undertakes his or her own tasks 
without explicit regard to the interaction. These teams are traditionally led by the highest ranking team 
member. 
 
Inter-disciplinary Team 
Consists of a mix of health care disciplines who work together interdependently to develop goals and a 
common treatment plan, although they maintain distinct professional responsibilities and individual 
assignments. In contrast to multidisciplinary teams, leadership functions are shared. 
 
Community-Based Care /Services  
The mix of health and social services provided to an individual or family in his/her place of residence for the 
purpose of promoting, maintaining or restoring health or minimising the effects of illness.  
 
  

                                                           

8 Adapted from WHO (2004) A Glossary of Terms for Community Health Care and Services for Older Persons  
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End of Life Care 
End of life care combines the broad set of health and community services that care for the population at the 
end of their life. 
 
Gatekeeper  
A health professional, who may be a medical practitioner, nurse or other professional, who has the first 
encounter with an individual and controls the individual's entry into the health care system. 
 
Hospice Care 
Hospice care is the total, active care of patient and family at that stage of serious illness when the focus has 
shifted from providing treatment aimed at cure to ensuring the best possible quality of life. 
 
Informed Consent  
A patient’s/client’s explicit agreement to the care and treatment to be provided, (or to participate in research) 
based on full information on his or her condition/diagnosis, the existing options for treatment and the possible 
beneficial and adverse effects of those options.  
 
Integrated Care  
The methods and strategies for linking and co-ordinating the various aspects of care delivered by different care 
systems, such as the work of general practitioners, primary and specialty care, preventive and curative 
services, and acute and long-term care, as well as physical and mental health services and social care, to meet 
the multiple needs/problems of an individual client or category of persons with similar needs/problems. 
 
Palliative care  
Palliative care as per the World Health Organisation (WHO) definition: 
 “Palliative care is an approach that improves the quality of life of patients and their families facing the 
problem associated with life threatening illness, through the prevention and relief of suffering by means of 
early identification and impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. Palliative care: 

§ provides relief from pain and other distressing symptoms; 
§ affirms life and regards dying as a normal process; 
§ intends neither to hasten or postpone death; 
§ integrates the psychological and spiritual aspects of patient care; 
§ offers a support system to help patients live as actively as possible until death; 
§ offers a support system to help the family cope during the patients illness and in their own 

bereavement; 
§ uses a team approach to address the needs of patients and their families, including bereavement 

counselling, if indicated; 
§ will enhance quality of life, and may also positively influence the course of illness;  
§ is applicable early in the course of illness, in conjunction with other therapies that are intended to 

prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to 
better understand and manage distressing clinical complications.” 

 
Paediatric Palliative Care 
The WHO definition of palliative care for children defines paediatric palliative care as a special, albeit closely 
related field to adult palliative care. The principles of the WHO definition of care appropriate for children and 
their families apply to other paediatric chronic disorders. 
Palliative care for children is the active total care of the child’s body, mind and spirit, and also involves support 
for the family.  
 
Patient-Centred Care  
An approach to care that consciously adopts a patient’s perspective. This perspective can be characterized 
around dimensions such as respect for patients’ values, preferences and expressed needs; coordination and 
integration of care; information, communication and education; physical comfort, emotional support and 
alleviation of fear and anxiety; involvement of family and friends; or transition and continuity. 
 
Primary Care 
Basic or general health care focused on the point at which a patient ideally first seeks assistance from the 
medical care system. It is the basis for referrals to secondary and tertiary level care. 
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Primary Care Teams 
Primary Care Teams or PCTS are teams that delivery a range of primary care services that keep people well in 
their own communities. Teams can include, GPs, Nurses, Health Care Assistants, Home Helps, Physiotherapists, 
Occupational Therapists, Social Workers and Speech and Language Therapists. 
 
Quality of Care  
The degree to which delivered health services meet established professional standards and are judged to be of 
value to the patient or service user. 
 
Terminal Illness  
An illness for which there is no known cure. 
 
User Involvement  
The involvement of users in the decision-making and evaluation of issues, such as in the provision of 
community services. 
 

 
ABBREVIATIONS 
ACAS     Acute Care Accreditation Scheme 
AND    Assistant National Director 
CNS   Clinical Nurse Specialist 
DoHC    Department of Health & Children 
GP    General Practitioner 
HEBE    Health Boards Executive 
HIQA   Health Information & Quality Authority 
HSE    Health Services Executive 
IHSAB   Irish Health Services Accreditation Board 
LHAG    Local Health Action Group 
LHO    Local Health Office 
MCC   Milford Care Centre 
MWHB    Mid-Western Health Board  
Mid-West Region  Geographical area covering Limerick, Clare and North Tipperary 
NACPC    National Advisory Committee on Palliative Care  
NAPS    National Anti-Poverty Strategy 
OT   Occupational Therapy 
PCAS    Palliative Care Accreditation Scheme  
PCT    Primary Care Team 
PHN    Public Health Nurse 
QODD   Quality of Death & Dying Instrument 
RDO    Regional Director of Operations 
SHO    Senior House Officer 
WHO    World Health Organisation 
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