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Introduction 
 
The Hospice Friendly Hospitals (HfH) Programme  
The Draft Quality Standards for End of Life Care in Hospitals have been developed as 
part of the Hospice Friendly Hospitals (HfH) Programme, a 5-year national programme 
initiated by the Irish Hospice Foundation in partnership with the HSE and supported by 
The Atlantic Philanthropies, The Dormant Accounts Fund and the Health Services 
National Partnership Forum.  The programme was established to improve end of life 
care in Irish hospitals by putting the person centred hospice philosophy into hospital 
practice. There is evidence to show that applying the palliative care/hospice philosophy 
at end of life results in better outcomes for patients, families and staff. The programme 
itself has three main aims: the development of standards; the development of the 
capacity of hospitals to meet and exceed these standards; and promoting an overall 
change in the culture of hospitals with regard to all issues relating to dying, death and 
bereavement.   
 
The Draft Quality Standards for End of Life Care in Hospitals set out a vision of the type 
of end-of-life care that people can expect in a hospital hospitals in terms of service 
provision, support and quality of care and identify the essential elements that need to be 
in place to ensure a consistent quality approach to end of life care across the hospital 
setting, whether death is sudden or expected.   
 
HIQA has endorsed the work of the HfH Programme in relation to the development of 
standards for end-of-life care in hospitals. The HfH Programme envisages that its 
standards will be referenced within the National Standards for Safer Better Care, and will 
inform future reviews carried out by HIQA. 
 
HIQA has consistently demonstrated a strong commitment to ensuring provision of high 
quality end of life care. In particular, the National Quality Standards for Residential Care 
Settings for Older People addresses the provision of end of life care and the National 
Quality Standards fro Residential Care settings for People with Disabilities contain 
specific standards criteria in relation to end of life care. The revised Quality Standards 
for End of Life Care in Hospitals both complement and build on these criteria.  
 
End of Life Care 
In the context of the HFH Programme end-of-life care relates to all care - clinical 
administrative and support - provided by hospital staff in relation to all aspects of end of 
life, dying, death and bereavement regardless of age or diagnosis or whether death is 
anticipated or unexpected. 
It includes:  

• death in the womb and in infancy 
• death in accidents and traumatic events regardless of scale 
• people living with advanced life-limiting conditions (for whom death within a 

period of 1-2 years is a distinct possibility) 
• people in the terminal phase of illness 
• the care and support required by families and friends and by the staff who care 

for them  
• care for the body of the deceased and for the bereaved who live on.1 

                                                
1 Hospice Friendly Hospitals. Statement of context. (2009).Dublin. 
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Conducting the consultation exercise 
 
The “Draft Quality Standards for End of Life care in Hospitals” were developed through: 

• Review of international evidence regarding current best practice and 
development of draft standards 

• Convening of Working Groups to develop and refine the draft standards 
• Comments from the Working Groups, representing a wide range of opinions were 

integrated into the draft standards document. 
• Draft standards were produced and reviewed by the Hospice Friendly Hospitals 

National Steering Committee and a Standards Reference Group 
• Draft standards were revised in light of comments by the Hospice Friendly 

Hospitals National Steering Committee and Standards Reference Group 
 
At that point, the “Draft Quality Standards for End of Life care in Hospitals” were 
submitted to broad public consultation on the 12th June 2009. Notice of the public 
consultation was published in national newspapers. The Hospice Friendly Hospitals 
Programme staff alerted stakeholders that the public consultation was underway through 
circulation of almost 4000 flyers. The consultation period was initially from 12th June 
2009 until 31st July 2009. 
 
A copy of the “Draft Quality Standards for End of Life care in Hospitals” was available 
either to download on line on the Hospice Friendly Hospitals website or by request for  
hard copy. Due to the response volume, the deadline for receipt of submissions was 
extended until 14th August 2009. Consultation feedback was obtained either on line, by 
email or written response.  
 
General Nature of Responses 
There was a large response to the public consultation on the document “Draft Quality 
Standards for End of Life care in Hospitals”, 152 responses in total. For this, we are very 
grateful.   
 
The majority of respondents praised the document and many of the responses were very 
detailed and offered extensive suggestions and information to improve the Draft 
document. The following are indicative of the type and range of comments of a generally 
positive nature that were made: 
 
I feel care of the dying patient is lacking in the acute hospital setting and any inroads in 
addressing that I would fully support. 

 
We support the implementation of these standards as an important step towards 
optimum end of life care, facilitating each person's autonomy regarding their personal 
wishes at end of life. 
 
Standards that can improve the quality of end-of-life care in hospitals in Ireland are to be 
welcomed and will go a long way towards raising awareness regarding best practices and 
helping patients and families through difficult times.  
 
It is everyone’s human right to receive good end of life care. 
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These standards will help to create a hospital culture where end of life care is 
everybody's business 

 
The responsibilities of the hospital setting in providing end-of-life care must be clearly 
identified and a method of ensuring that hospital settings live up to their responsibility in 
this regard identified. These standards will go a long way towards ensuring that this 
happens.    

 
Overall it was felt that it is a very valuable document which addresses the needs of 
patients dying in acute care hospitals and should assist staff in ensuring patients die in a 
dignified manner. 

 
A minority of respondents were critical of the document, again there were detailed and 
extensive suggestions to improve the document. Where respondents indicated they 
could not support the Draft Standards document in its current format, they generously 
offered great assistance by indicating what was required and in each case personal/ 
organisational assistance. The following are indicative of the type of comments that were 
somewhat negative in nature:  
 
These standards are not SMART, specific, measurable, attainable, realistic and timely. 
As such the standards are likely to lead to staff disillusionment and disengagement 
rather than engagement with end of life care.   
 
With respect to reference to assessment and management of physical symptoms, there 
is disproportionate emphasis on pain, which is just one of many common physical 
symptoms experienced at the end of life.   
 
It is the belief of this group that before these standards could be implemented as they 
are currently presented a review that takes cognisant of the current realities of the 
factors that influence the receipt and the delivery of care is required.  
 
Much information emerged as a result of the public consultation and the challenge has 
been to incorporate as much of the extensive feedback received as possible. The Draft 
Quality Standards for End of Life care in Hospitals” have been extensively revised to 
reflect this and we are confident that the revised “Quality Standards for End of Life 
care in Hospitals” truly reflects the participation of individuals and organisations in the 
consultation process. The following pages identify the key issues that emerged from the 
public consultation and informed the evolution of the final document. 



 6 

KEY THEMES THAT EMERGED IN THE 
RESPONSES 
 

General 
 
Audience 
It is unclear whom the document is geared to; patients, general public, staff? 
 
It would be important for the public to be aware of the complex decisions staff must 
make in end of life care. 
 
Will these standards be for use within acute services only or is it envisaged that they will 
be available for use across all care settings?  
 
Burnout/Moral distress 
It is important  to address issues relating to 'burn out' and 'moral distress' specifically 
relating to staff who have to provide end of life care on a consistent basis, for example 
oncology staff. Additional supports may be required by staff in such settings and this 
needs to be acknowledged if these issues are to be dealt with effectively. 
 
Children 
The needs of children should be referred to more explicitly throughout the document. 
 
Consultation Process 
Feedback 

• The option for providing feedback in different formats should be 
more publicised as not everyone might wish to fill in the official feedback form 

• Obtaining feedback during the summer months was a challenge for us.  
 
Criteria 
There are too many criteria. 
 
Cultural 
There needs to be more emphasis throughout the document on the different cultural 
needs of people. It may be useful to include or reference the recently published HSE 
Health Services Intercultural Guide. 
 
Disability 
There is little mention in the document of patients and family members who may have 
intellectual disabilities, mental health problems, or other issues which may present 
additional difficulties for them in coping with the end of life.  
 
There is considerable evidence from palliative and end-of-life care that people with 
intellectual disability are at particular risk of less than optimal care.  
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Development of the Standards- Selection of workgroups 
How was the group selected to develop these standards? Was there adequate 
representation from hospitals? 
 
There is very clearly a Dublin bias within the Workgroup which does not reflect the 
needs of patients and their families who attend the majority of acute hospitals around the 
country. 
 
Education and Training  
While the Education and Training Standard was broadly welcomed as an essential 
element in continuous professional development, there were a significant number of 
responses that referred to the current restrictions to education and training.   
 
Individual professional bodies have primary responsibility for education, development 
and training for example, through process of registration, accreditation and mandatory 
training. 
 
Overall a greater emphasis should be made on education regarding end-of-life care  
within diploma and degree training so that once staff are working in hospitals they would 
have the basic principles already and that the hospital would then be responsible for 
update and support sessions.  
 
Emphasis must be placed on the development of end of life care at undergraduate level 
for all disciplines if standards are to be implemented successfully in non-specialist 
hospitals.  
 
There is a need to acknowledge that all staff have a responsibility for their own 
professional development and to identify their own training needs with respect to both 
their specific profession and area of work. 
 
It was suggested that as education is key to provision of high quality end-of-life care, that 
training around end of life care should be mandatory for all staff. 
 
It was noted that Pastoral Care provides training and there is no reference to them in the 
document. 
 
Greater clarity was required around the description of education and/or training, clearly 
depicting specific aims and objectives within the education programme and identifying 
local and national links where appropriate. 
 
The following national issues were raised: 

• Who takes responsibility for Education and Training and ccould training be more 
appropriately developed nationally to ensure consistency in best practice?  

• Difficulty in realease of staff for mandatory training- can this be formailised with 
HSE. 

• More standardised support  structures regarding debriefing and support at HSE 
level  

• The practicalities of providing education to all staff members was indicated to be not 
without challenges. No groups or individuals have been identified as being 
responsible for such a large undertaking, and it is doubtful that this could be 
incorporated into existing staff roles.  



 8 

 
Recommendations: 

• Reference could have been made to providing education regarding the wider 
MDT and their individual roles in caring for people who are nearing the end of 
life.  

• Action & training plans are required to underpin the education and training 
standard 

• Specific attention is given to feedback from staff who are consistently involved in 
the provision of end of life care, given their unique knowledge in this area.  

• Might include multicultural and social diversity issues and also ethical and legal 
challenges in end-of-life care  

• The role of the Occupational Health department is lacking in this section 
• Out of Hours staff should be included in training and development to facilitate 

patients being discharged. 
• The title should read education/training and practice development for staff in 

providing end of life care. 
 
Family 
The document should clearly explain that family involvement must always be based upon a 
patient's wishes. 
 
The respective roles of the individual, his/her family and the responsible clinician in the 
planning and organising of end of life care is not stated as clearly as it might be in the Draft 
Standards.  
 
There is a need for clearer guidance for hospital staff in how best to include the family in 
decision-making. 
 
A statement expressing that families should be informed and asked if they want to be 
involved with the after death procedures on the ward (eg the washing of the deceased, 
dressing, combing the hair, applying make up etc). And that the ritual washing of a 
deceased person for cultural reasons should be offered to the family at ward level, not 
just in the mortuary.  
 
Reference to the Civil Partnerships for Same Sex Couples Bill should be included in the 
standards. 
 
HIQA  
How will a consistent approach to implementation and audit be achieved across the 
country if, as we understand the standards are 'endorsed' by HIQA, but unfortunately are 
not HIQA standards, and hence do not carry the weight and provide that incentive 
amongst hospital and service managers to adhere to them? 
 
There is also a fear that the standards could be used by HIQA to penalise hospitals if the 
standards become a tool for benchmarking. There is concern that the hospital would be 
held accountable and penalised if it could not reach the standards. For example, what 
would happen if the hospital could not provide single rooms? In the current economic 
climate, there are no resources for funding new projects. 
Language 
Much of the language used in the document is seen as judgmental, and inappropriate. 
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The language needs to use plain English as some of the terms would be unfamiliar to 
the public. 
 
Maternity and Neonatal Settings 
Standards for Midwifery involving miscarriage, still born, neonatal death and intra-uterine 
death should be made more specific.  
 
The Hospice philosophy should be universal across all acute settings. All Standards 
apply to the Maternity and Neonatal setting, however, they need to be more specific. 
 
The standards should refer to Follow up care for future pregnancies following 
Intrauterine death (IUD) and miscarriages and outline appropriate care and support for 
the next pregnancy  
 
Media 
Concern was raised that should the hospital be unable to achieve all the standards, the 
media reaction could be pejorative 
 
Mental Health Services 
It was recommended that the principles of the HFH be extended to the psychiatric 
services as elderly patients with end stage dementia spend extended periods on acute 
assessment wards, where patients from 16 up are being treated for acute psychiatric 
illness. 
 
Measurement  
It is our opinion that these quality standards need to be revised with defined outcome 
measures in mind.  
 
The group felt that there should be some form of toolbox or guide that would provide 
hospitals with some examples and resources of what it would take to meet the standards or 
implement them particularly with some of the standards that appear to be difficult to 
measure. 
 
Standards which are specific, measurable, achievable, realistic and tangible are more 
useful. 
 
Overall Standard 
There would be value to somewhere have the statement 'What would I want if it was a 
member of my family, or if it was me that was at the end of life?' as this is the value on 
which all of the statements and principles should be based in the absence of an 
evidence base. 
 
Organ retention 
A key aspect of the post mortem process is not mentioned at all? 
 
 
Pastoral Care/Spiritual Care 
As a mark of respect for patient autonomy, pastoral care should be available and offered 
where patients, and/or families, indicate that they would like it. Equally, patients should 
not be subjected to unsolicited religious rituals e.g. prayers broadcast over an intercom 
that cannot be switched off. Also e.g. religious iconography of a single denomination 
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should not be provided at the side of the dying/deceased patient's bed without asking 
the patient's or family's permission. 
 
There is scope for more emphasis on spiritual and pastoral care. 
 
Death as a medical event only: It was commented as part of an overall response that 
death was viewed in the draft as a medical event as opposed to a spiritual event, where 
individuals and families “let go”. Spiritual care of individuals and families facilitates 
anticipatory grief and “letting go”. 
 
People with Disabilities 
The additional end-of-life care needs of people with disabilities are not adequately 
addressed in the document – communication, the fact that some people with disabilities 
live their lives with an acute ongoing awareness of the reality of death. 
  
Specialised end-of-life care services are urgently needed in Intellectual Disability 
services. In relation to ID services, training needs should be highlighted, also multi-
disciplinary working is not being promoted.  
 
Priority 
Priority cannot always be given to patients at end of life. Surely we should be talking 
about equal access? 
 
Psychological care 
Quite apart from the physical aspects of this, what about the psychological and spiritual 
effects on the patient and their family?  
 
Psychologists in hospital settings 
There are not enough psychologists to meet the current demand. We recognise the role 
of the State in funding the training of psychologists and recommend that settings 
providing end of life care provide sponsorship of psychologists in training.  
 
Resources 
We believe these standards to be very aspirational. Restrictions on spending, staff 
cover, training and education, staff support, the poor state of our buildings, lack of 
private spaces, inadequate mortuary facilities, etc are all a reality.   
 
Emphasis on patient choice does not recognise the responsibility hospitals have to act 
fairly, and use their resources wisely. I think there should be mention of resources as 
some of the criteria have resource implications 
 
Staffing levels for end of life care in Hospitals compare badly with Palliative Care 
services. I have experience working in both areas and End of Life care is compromised 
in a forty bedded unit in an elderly care facility because of this. Could staff ratios be 
included in the criteria 
 
Adequate core staffing is necessary. Challenging to achieve standards with agency and 
overtime 
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Structure of the Standards Document 
Page numbers 
There is difficulty identifying page numbers 
 
Photos 
There were many comments relating to the photographs used in the Draft Quality 
Standards for End of Life Care in Hospitals. 
 
Examples of how hospitals could achieve these Standards   
Throughout the whole document, there is an absence of examples of how hospitals 
could achieve these Standards.   
   
Timeframe  
How long would the hospitals have to implement the standards? 
 
It was recommended that provision be made for immediate, medium and long-term 
implementation of these standards 
 
Phased introduction of standards 
It is a felt that if the standards are introduced in a phased approach within an agreed 
timeframe (similar to HIQA's standards for residential settings) they would be more 
realistic and achievable. 
 
Supports for staff 
There should be much more emphasis on supports for staff 
 
Could the data base of national providers of support be included as an appendix for 
adaptation by individual organisations? 
 
Providing support for staff should be included within the Hospital Service Plan and 
should be a priority for Senior Management 
 
Family member’s comments: 

• Regular feedback meetings with relatives who have experienced the service will 
enable staff appreciate their delivery from another angle.  

• Support systems need to be in place for staff so that the human element of 
experiencing loss is not lost, yet it isn’t allowed to overwhelm them so they can’t 
function. 

• Counselling should be available for staff who experienced the death of a loved 
one themselves. 

 
What are the options for staff to avail of emotional supports?These needs need to be 
factored into all health professionals working week.  
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Integrated Care 
 
Assessment 
There should be more emphasis placed, particularly within the ‘Needs Assessment’ 
section of the role of primary care in preventing admission to hospital.   
 
Is there a standardized need assessment format that could be utilized in the context of 
end of life care – a guidance document may be helpful to be developed to assist in this 
issue 
 
A more specific explanation of needs assessment for smaller hospitals is required, 
direction would be necessary for consistency. 
 
Psychosocial assessments — who does them? When is this feasible? 
The importance of the MDT contribution to psychosocial assessments should be 
highlighted 
 
Pain Assessment 
There is reference to standardised pain assessment and management tools which are 
problematic. A large well designed, comprehensive multicentre trial is underway in 
Britain evaluating the use of a pain assessment tool in cancer centres. Pain or symptom 
assessment tools should not be a standard until there is evidence of patient benefit.  
 
There is a lack of consensus on a standardised pain assessment tool for palliative 
patients 
 
Total Symptom Management should replace Total Pain Management and total symptom 
management should include assessment, intervention and evaluation. 
 
Clarification is needed on maintenance palliative care pain relief and interventional pain 
relief as provided by the clinical nurse pain specialists 
 
Absence of an appropriate standardised pain assessment and management tool in 
current practice. 
 
What provisions are there in choosing an appropriate pain assessment tool and who will 
be responsible for this?  
 
Who is responsible for the development, education and implementation of pain 
assessment tools?  
 
Should there be reference to pain and the unconscious patient and awareness re. 
same. Also should the factor of longer term pain particularly in older people which may 
not be directly related to ‘disease’ be highlighted? This is an opportunity to increase 
awareness about what ‘palliative’ can mean. 
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Bereavement Care 
Anticipatory Grief 
There is a need for anticipatory grief support and bereavement support services for older 
persons services in all areas of personal loss and death and dying is essential for 
patients and families and also for staff who have established long lasting professional 
and loving relationships with residents and the complex process of grief. 
 
Bereavement counsellors 
The HSE does not provide bereavement counsellors in all hospitals- this is not seen as a 
necessity, although as a committee we feel it should be. 
 
Children’s Bereavement Needs 
Bereavement needs of children require to be addressed. 
 
Documentation 
The medical chart and the notes from all professionals involved in caring for a patient 
are vitally important. Accurate, timely and comprehensive documentation of all 
healthcare interventions, important communications and health status, is accepted as 
best practice generally in healthcare.  
 
The clinical notes are vitally important for sharing information about the dying person, 
amongst the multidisciplinary team. This is particularly the case in busy hospital wards 
where many staff and teams may be delivering services under pressure, and time for 
good verbal communication or handover may be limited. 
 
Also, a grieving family often seek some information on the care their loved one received 
in their final hours and days. They sometimes seek re-assurance or evidence that the 
care afforded to their loved one in their final hours was the best that it could be. They 
sometimes rely on the clinical notes to tell the story of what happened at that precious 
time before death. 
 
Equality and access to palliative care services  
Services are lacking in the community, especially for those with disabilities who are not 
hospitalised and wish to die at home.These patients are placed on a waiting list for 
assessment for symptom and pain management,because they do not come under the 
malignant/cancerous diagnosis, they're quality care at end of life is often compromised. 
 
Hospice Principles 
The hospice principles should be universal across all acute settings. 
 
Integrated Acute Hospital Services and Community Care Services. 
Both sectors should be working towards a common goal. 
There should be an open communication forum / pathway to discuss specific end of life 
care issues / integrated training & development across hospital and community services.  
 
Integrated care pathways 
Integrated care pathway for the dying have not been shown to be helpful – see also 
Hansard for the Northern Ireland Assembly Progress Report on C Diff, June 2008 
Francis Molloy, MLA and reference to ‘Liverpool Pathway to Death’.  
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It may be worthwhile waiting until evaluation has been done showing that the integrated 
care pathways for the dying improve patient care.  
In relation to the care pathways, care pathways for the dying are not used in our 
organisation and are not yet evaluated in other organisations to prove their efficacy. 
 
Multidisciplinary Team/Roles/Interdisciplinary Team 
The standards should reflect the ability of any member of the team to make appropriate 
end of life referrals to the MDT for general or specific advice in relation to any matter 
which will assist in providing a good death to the patient. 
 
Within these criteria, more emphasis should be placed on the fact that End of Life Care 
is all our responsibilities. 
 
We acknowledge the section on MDT and the functions of the MDT, but would ask 
whether in order to strengthen the document, a suggestion as to the key members of the 
MDT that should be provided for patients at the end of life should be included?  
 
There should be an emphasis on the meaning of MDT in training for medical personnel 
as key people often miss significant MDT meetings because they are unaware of their 
role in it.The specific roles/tasks of professionals are not sufficiently acknowledged.   
 
The need for role identification should be implicit within the multidisciplinary team 
 
Lack of reference to the importance and effectiveness of the role played by 
physiotherapists and Allied Health 
 
Post Mortem 
In a number of complaints received in the last couple of years, post mortems have 
featured. Families believed that they were not adequately informed of the reasons why a 
Post Mortem might be beneficial or necessary. 
 
Some of our complainants have been left in the terrible situation of the hospital admitting 
that a post mortem should have been done, but it being too late to do anything about it. If 
the family had a greater awareness of when post mortems should be completed, they 
may be better positioned to ensure that the hospital are fully informed when deciding on 
a hospital requested post mortem.  
 
Recognition that a person may be approaching or at End of Life and the  
move from a Curative focus to an End-of-Life care focus. 
We believe that for many front line staff the transition from a ‘curative focus’ to an ‘end of 
life care focus’ is not such a challenge, as many of the nurses, health care assistants etc 
are providing very good end of life care.  The challenge often lies only with the medical 
staff making this transition and then continuing to provide appropriate care for the patient 
and family.  
 
Critical Care Areas 
The most practical issue that arises for the ICU community … is the failure to recognise 
in given patient populations the likelihood of death in the near term, the failure to 
communicate this at any level with the patient or family. Frequently, the first clinician to 
raise these issues is the Intensivist, as the patient deteriorates and admission to ICU is 
sought. It is frequently not appropriate either to refuse admission at this point but rather 
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get to know the family and build a relationship such that end of life issues can be 
subsequently discussed.  
 
Sudden Death 
What about sudden death especially in AED or CCU ICU? 
 
Transfer from acute setting to unfamiliar nursing homes 
Increasingly, acute hospitals are coming under greater pressure to move people who 
have completed the acute episode of their care onto another setting. Recently, I received 
a complaint from a person whose mother was terminally ill, but had been living at home 
independently until her hospital admission. Her mother was discharged from an acute 
hospital to a nursing home she was not familiar with, only to die, alone, within hours of 
arrival. The complaint highlighted the complex issue of transfer of very ill people 
between institutions. Transfer into hospital via an A/E trolley is covered in the draft 
standards, but I wonder if enough attention has been given to the discharge process and 
particularly to transfer of terminally ill patients to unfamiliar nursing homes. 
 
Transfer-Include section facilitating transfers to and from hospital and wards. 
 
Time with loved ones after death 
Criteria that reflects that a family should be allowed to spend time with their loved one on 
the ward after death, until such time that they are ready to leave. 
Provision for viewing remains of a close relative by family members who may have to travel 
a distance, or from abroad, is very important.  
 
Visiting 
There could be a source of conflict between the reality within acute hospital regarding 
nursing workload / visiting hours / rights of other patients to quiet and privacy and the 
ideal situation for a dying patient and their family.   
 
There should be liberal visiting times  
 
Witnessed resuscitation 
No mention made of witnessed resuscitation. 
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Communication 
 
Communication 
There is a need for a comprehensive section on communication that addresses the 
needs of people with compromised communication and identifies how communication 
systems within and with community services could be improved to best promote the 
standards. 
 
One family member highlighted the fact that her husband had had a laryngectomy and 
could not make his needs known without her being with him: “If I was with him and saw 
his need was provided for; that he was changed or allowed out of his chair then he was 
calm”.    
 
Given the importance of competent communication to the doctor patient relationship and 
the patient's health care experience, it is very encouraging to note a strong emphasis on 
effective communication within these standards.  
 
It would be beneficial to outline a theoretical framework for selecting the communication 
skills. The strength of developing an over-arching Communication framework is that it 
will reinforce the importance of communication throughout the entire patient process and 
will contribute to the overall experience of patients in the acute care sector at the End of 
Life. 
 
Communication workshops could be a fruitful experience as it teaches respect, choice, 
sensitive approaches etc 
 
A family member indicated:”What matters most at this time is that the patient wishes are 
adhered to and that they are pain free. Families want to feel that their loved one is not 
alone once they leave and that they will be able to summon help if needed”.    
 
Need to outline more clearly who should take responsibility for communicating the 
changes in the aim of patient care.  
 
Development / enhancement of staff communication skills is an important training 
priority.  
 
Information  
Attention is drawn to the important role information plays in supporting people at all 
stages of the end of life process including the provision of information on legal and 
practical matters relating to dying and bereavement.    
 
Consider including information/education regarding (1) post-mortems (2) the role of the 
coroner(3) advance directives  
 
I would like to see it explicitly stated that staff possess sufficient information to make 
appropriate referral to other supports. I have had very disappointing experiences in this 
area where I effectively was left to sort out my own counselling at a very distressing 
time. 
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Design & Dignity 
 
Environment  
The use of the 'End of Life Spiral symbol' should be promoted as good practice when a 
death has occurred in the hospital. 
 
Reference should be made to the needs of the family and appropriate facilities. 
 
Not enough emphasis on the environment on privacy and dignity 
 
Our major challenge when considering End of Life Care is our current building stock – it is 
not conducive with providing privacy ‘particularly in matters relating to personal care in 
multi-bedded units’. 
    
While it is desired that the hospital environment is as pleasant as possible it remains that 
the work of acute hospitals are busy environments which require large amounts of 
equipment.  It is important to be cognisant of the requirements of particular units which will 
impact on the ability to meet these standards. Access to fresh air and natural light may not 
be possible or appropriate in areas such as Intensive Care, Acute Oncology/Haematology. 
 
The commissioning of appropriate pieces of art and installations and the provision of 
performance arts and music, while desirable, is not often practical or affordable. 
 
Mortuary Facilities 
Guidance for sites that do not have any mortuary facilities e.g. community nursing units 
that work directly with undertakers. 
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Patient Autonomy 
 

Advance Care Planning 
More discussion required and criteria identified as to how this issue is to be dealt with in 
the hospital setting, including legal implications for health professionals.  
 
Advocacy 
While health care professionals generally see themselves as acting as advocates for 
their patients, there is an overall advocacy function that is, perhaps, not well, provided 
for under current arrangements.  
 
Appropriate provision should be made for access to independent advocates to 
complement the role of existing hospital staff in supporting people at the end of life. 
 
Reference should be made to the impending availability of advocates for older people in 
residential care that could support those people in any decisions relating to end-of -life 
care. 
 
Families of a dying patient could also have access to an independent advocate who 
could support them with their wishes in this regard 
 
Choice 
Place of death 
Patient anxiety re place of death- patients concerned that if they cant go home that they 
might not be able to stay in hospital maybe more consideration to accommodation i.e. 
hosp, home, hospice as death approaches.......... 
 
Death at home-where possible admission to an acute hospital should be avoided if 
appropriate support structures are put in place in their home for a person who is 
identified as nearing the end of life.  
 
Right to refuse treatment  
A brief mention of respecting patient’s right to refuse treatment or interventions even if it 
is thought they will be of benefit in treating symptoms 
 
Comfort and dignity – examine nursing/caring practices especially bathing, changing.   
 
Choice on mixed wards with male/female staff 
 
Patient centrality 
Within the standards it is important that the patient is considered firstly .They may or 
may not want family to be involved and information shared .Ascertaining the patients 
wishes at the outset is important and will influence the level of information that can be 
provided to families. We suggest that this should be made more explicit in the 
introduction of the document. 
We suggest that the term family/significant other, as defined by the patient be used 
throughout the document. 
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Decision Making 
It was recommended that the document should: 

• Link to the Mental Health Capacity Act. 
• Consider reference to regulator's' code of conduct/ethics which may have relevance 

for registered health care professionals. 
• Reference to current work/review by the Law Reform Commission on advance care 

directives, this could be relevant in relation to general information provision.   
• Indicate what are the practical steps to be taken in a hospital setting 
• Clarify the respective roles of the clinician and the family in cases where there is a 

question about mental capacity.  Reference should be made to the potential role of 
independent advocates in this context. 

• Address in more detail how difficult ethical decisions should be addressed i.e. DNAR 
and non oral feeding of a patient — the document does not address the criteria 
which can be used to assist this decision making.  

• Address the needs of elderly people who are dying but are transferred to A & E by a 
nursing home. 

 
Patient Rights 
It is important to spell out the rights of the patient only to provision of information and 
sharing with family can only be done with patients consent. (depending on the individual 
patients capacity) 
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Conclusion 
 
The Draft Quality Standards for End-of-Life Care in Hospitals has been revised in light of 
feedback received through the public consultation. All responses were reviewed and 
comments were considered as follows: 

• Those that are easily attended to and required minor amendments 
• Those that could be attended to but required substantive amendments  
• Those that could not be attended to, because they fall outside the remit of the 

HFH Programme, or are in conflict with the objectives of the HFH 
Programme.  

 
Most of the comments received have been attended to in the revised standards: 

• The overall document has been shortened, and where possible duplication has 
been eliminated 

 
• The introduction has been revised 

 
• Part 2. About the Standards contains a new section which explains the link 

between the National Audit and the Standards  
 

• The language has been revised so that it is consistent and easy to understand 
 

• The Standards: 
Can be accessed quickly and easily within the document 
Contain a new section- How do we know that we are meeting this standard? 
Contain a total of 30 criteria 

 
• The needs of babies, (including miscarriage, intra-uterine death and 

stillbirth),children and teenagers are responded to in Appendix 1& Appendix 2  
 

• There is an extensive glossary and bibliography. 
 
The Quality Standards for End-of-Life Care in Hospitals are envisaged as resulting in a hospital 
culture of compassionate care that will be beneficial to all patients, families and staff and not 
just those approaching, or at, end of life. The Standards seek to achieve in all hospitals 
 
• An acknowledgement of end-of-life care as a core quality service delivery component 

 
• A hospital culture of compassionate end-of-life care 

 
• Effective pain and symptom management 

 
• Ongoing capacity development to ensure that the hospital can deal adequately with the 

different end-of-life scenarios that may arise 
 

• Co-ordination and integration of care teams including out of hours and across various 
settings 
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• A hospital environment that supports personal dignity, privacy and confidentiality 
 

• Education, training and supports for healthcare staff to enable them to be both competent 
and confident in dealing with the professional and personal challenges involved in delivering 
high quality care at end-of-life.    

 
The standards alone will not bring about change. They are, however, a foundation on 
which change will be built. The changes being sought are in awareness, attitude, skills, 
practice and organisation. Taken together they amount to a change in culture; in simple 
terms, ’the way we do things around here’.
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Appendix 1 
Individual Responses 

 
Response No. Name Title 

R01 Ms. Patricia Byrne Family Member 
R02 Ms. Joanne Crowley Lay representative 
R03 Ms. Cathleen Osborne Cancer Services, Midwestern 

Hospital  
R04 Ms. Catherine Hand Cancer Services, Midwestern 

Hospital 
R06 Ms. Joanne Carr 

Development 
Coordinator, HFH 

Programme, 
 

HSE South East Acute Hospital 
Network 

R07 Ms. Mary Hickey Physiotherapy Department, 
Kerry General Hospital 

R10 Dr. Kevin Clarkson, 
Consultant Anaesthetist/ 

Intensivist 
 

Galway University Hospital 

R11 Ms. Sheila Doyle Nursing Midwifery Practice  
Development Unit 

Kilkenny 
R12 Ms. Cherry Wynne 

Respiratory Nurse 
 

Emergency Department, 
Mater Misericordiae University 

Hospital 
R15 Ms. Arlene North 

Llizarov Clinical Nurse 
Specialist 

Adelaide, Meath & Incorporating 
National Children’s Hospital 

R17 Ms. Margaret Hawkins 
Service User 

Representative 

Wexford General Hospital 

R21 Dr. Alan Moore Beaumont Hospital 
R22 Ms. Margie Kennedy Renal Unit 

Beaumont Hospital 
R28 Ms. Daphne Doran Lay representative 
R29 Ms. Debbie Kavanagh St. Luke’s General Hospital, 

Kilkenny 
R30 Ms. R. Reilly Mater Misericordiae University 

Hospital 
R31 Ms. Mary Cooney Limerick Regional Hospital 
R32 Ms.Marian O’Connor c/o St.Ita’s Hospital, 

Newcastle West 
R34 Ms. Margaret McGrath St. Joseph’s Ward 

Mater Misericordiae University 
Hospital 

R35 Ms. Mary Cotter Dalton Community 
Unit,Claremorris 
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R36 Ms.Ruth Myer-Bridgers 
Manager,Speech & 
Language Therapy, 

 

Local Health Office, 
Wicklow 

 
R37 

Ms.Laoise O Murchu 
Communications 

Manager 

Communication Department, 
The Adelaide & Meath 

 Incorporating The National 
Children’s Hospital 

R39 Mr. Kevin Lyons and 
Mortuary Staff 

Mortuary, 
Beaumont Hospital 

R40 Ms. Sharon Dwyer 
Nurse Manager 

Beaumont Hospital 

R41 Ms. Elizabeth Griffin Lay Representative 
R42 Ms. Grainne Keating  Dochas Centre 

Our Lady of Lourdes Hospital 
R43 Ms. Catherine Bennett Centre of Education 

Beaumont Hospital 
R49 Ms. Josephine Bartley Lay Representative 
R50 Sr. Margherita Rock 

Director of Mission 
Effectiveness 

 

Mater Misericordiae University 
Hospital  

R51 Sr. Concepta Brennan 
Clinical Nurse Specialist 

 

HSE 
Dublin Mid Leinster 

R53 Ms. Breda Murphy Lay Representative 
R57 Ms. Helen Scott 

Health Improvement 
Principal 

, 
Public Health 

NHS Nottinghamshire County 
R59 Ms. Mary Maher 

Independent 
Representative Public 

Interest, 
 

The Royal Hospital, 
Donnybrook 

R63 Ms. Charlotte Hannon 
Clinical Facilitator, Nurse 

Practice Development 
Unit 

 

Sligo General Hospital 

R64  Ms. Aoife O’Neill 
Development 
Coordinator, 

 

Hospice Friendly Hospitals 
Programme 

R65 Ms. Mary Casey Social Work Department, 
Sligo General Hospital 

R68 Ms. Angela Keane 
Head Medical Social 

Worker 
 

St. James’s Hospital 
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R71 Ms. Jennie O’Connell The Adelaide & Meath 

 Incorporating The National 
Children’s Hospital 

R75 Dr. Regina McQuillan & 
Beaumont Hospital 

Multidisciplinary 
Palliative Care Team 

 

Beaumont Hospital 

R76 Mr. Domhnall 
McLoughlin 

Assistant General 
Manager 

Sligo General Hospital  

R77 Ms. Julie Ling 
 

Lay Representative 

R80 Ms. Marie Keane 
Director of Nursing 

 

Beaumont Hospital 

 
R83 

 
Ms. Karrie Hogan 

Cancer Database Co-ordinator 
Mater Misericordiae University 

Hospital 
R85 Ms. Jane O Reilly Roche Beaumont Hospital 
R86 Ms. Celine Deane Social Work Department, 

Beaumont Hospital 
R87 Ms. Mary Rourke 

Occupational Therapist 
 

The Royal Hospital, 
Donnybrook 

R90  Ms. Catriona Corcoran Specialist Palliative Care Nursing 
Team 

St. James’s Hospital 
R92 Mr. Christopher Wilding Family member 
R98 Ms. Anne Dooley 

Clinical Nurse Manager 
11 

 

The Royal Hospital, 
Donnybrook. 

R104 Ms. Josephine Galligan Lay Representative 
R105 Ms Tina McGrath Allied Health Professional 
R110 Ms Suji Kumaran Lay Representative 
R112 Ms. Maureen Dempsey Lay Representative 
R113 Ms. Marie Lynch 

Programme Manager 
The Irish Hospice Foundation 

R114 Ms. Helen McMahon 
Palliative Care Nurse 

Manager/Assistant 
Director of Nursing 

Donegal Hospice  

R115 Ms. Sheila Kelly  
CNS in Palliative Care 

 

Mercy University Hospital 
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R115 Ms. Sheila Hilliard 

CNS in Palliative Care 
 

Mercy University Hospital 

R118 Ms. Sinead Bolton 
Resuscitation Officer 

 

Letterkenny General Hospital 

R119 Ms. Joan Skeffington 
Speech and Language 

Therapist 
 

Letterkenny General Hospital 

R121 Ms. Moya Loughnane Lay Representative 
R127 Ms. Olive Power Family Member 
R129 Ms. Mary McTeague CPC Office 

Mayo General Hospital 
R131 Ms. Margaret Maguire MS Ireland 
R132 Dr. Niamh Collins Medical Representative 
R139 Mr. Barry Lomen Lay Representative 
R145 Ms. Annette Connolly NMPDU, 

HSE Mid West 
R146 Ms. Mairead Cowen NMPDU, 

HSE Mid West 
R148 Ms. Emer Ward Lay Representative 
R149 Ms. Lorna Peelo-Kilroe 

National Practice 
Development Co-

ordinator for End-of-Life 
Care 

Hospice Friendly Hospitals 
Programme 

R151 Dr. Sheila Wright Lecturer in Psycho Oncology, 
Dublin City University 

R 152 Ms. Caroline Lamb A/Research Ethics 
HSE South East region 

Total 68  
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Appendix 2 
Organisational Responses 

 
Response No. Name Title 

R05 Ms. Mary Dowling St. Luke’s General Hospital, 
Kilkenny 

R08 Ms. Ita Harnett Palliative Care Team 
Mayo General Hospital 

R09 Ms. Emily O Reilly Ombudsman 
R13 Ms. Teresa Lee Pastoral Care and Mortuary Group 

Our Lady’s Hospital 
R14 Ms. Mary Colclough ISQSH 
R16 Mr. Fergal Hickey 

President 
 

Irish Association for Emergency 
Medicine 

R18 Ms. Anne Harris 
Project Manager 

National Advocacy Programme 
Health Services executive 

R19 Ms. Mary Ferns 
Night Nursing Manager 

 

The Irish Cancer Society 

R20 Ms. Maria Barry South Tipperary General Hospital 
Standing Committee 

R23 Ms. Ellen Whelan A&E Department 
Beaumont Hospital 

R24 Ms. Mary B.Rice Nursing & Midwifery 
Planning/Development Unit 

Galway Centre of Nursing and 
Midwifery Education 

R25 Ms.Pauline Dempsey Pre Hospital Emergency Care 
Council 

Abbey Moate House 
R26 Ms Lila Kelly 

A/Director of Nursing and 
Midwifery 

 

Waterford Regional Hospital 

R27 Mr. Richard Dooley 
Network Manager 

 

HSE South 

R33 Mr. Graham Knowles 
Chief Executive Officer 

 

The Royal Hospital Donnybrook 

R38 Ms. Finola O Sullivan Health Promoting Hospitals, 
Louth,Meath,Caven 

R44 Ms. Brid Clarke 
Chief Executive Officer 

The Mental Health Commission 

R45 Ms. Maria Clarke Social Work Department 
Connolly Hospital 

R45 Ms. Niamh Mulhern Social Work Department 
Connolly Hospital 
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R46 Ms. Ron Smith-Murphy 

National Chairperson 
 

Irish Stillbirth And Neonatal Death 
Society 

R47 Mr. Michael Knowles 
Chairperson 

 

The Standing Committee, 
Naas Hospital 

R48 Mr. John O’Connell 
Deputy Chief Executive 

Officer 

The Adelaide & Meath 
 Incorporating The National 

Children’s Hospital 
R 52 Ms. Maura McConnell 

Chairperson 
 

Directors of Nursing, 
Specialist Palliative Care 

Network Group 
R54 Ms.B Cox 

Director of Nursing 
 

St.Brigid’s Hospital 

R55 Ms.Carolyn O Laoire Pastoral Care  
Royal Hospital 

R56 Fr. John Carroll 
Hospital Chaplain 

Sligo General Hospital & 
Residential Centre for People With 

Special Needs  
R58 Ms.Mary Walshe 

Director of Nursing 
 

Connolly Hospital 

R60 Ms.Denise Doolan The Standing Committee 
Tullamore Hospital 

R61 Fr. Vincent Xervier 
Acting Head Chaplain 

 

Pastoral Care Team 
Mater Misericordiae University 

Hospital 
R62 Ms. Mary Curran 

Director of Public Health 
Nursing 

 

Health Services Office, 
Sligo  

R66 Mr. Shaun O’Keeffe 
Chairman 

 

Irish Society of Physicians in 
Geriatric Medicine 

R67 Dr. Anne Flood 
Chairperson 

 

Standing Committee for Death, 
Dying and Bereavement, 

Letterkenny Hospital 
R69 Dr. Lucy Balding SPR Representatives in Palliative 

Medicine 
The Royal College of Physicians in 

Ireland 
R70 Dr. Joan Cunningham 

Chairperson 
The Irish Association for Palliative 

Care 
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R72 Fr. Bryan Shorthall Chaplaincy Department 

Beaumont Hospital 
R73 Dr. Joan McCarthy School of Nursing and Midwifery 

University College Cork 
R73 Ms. Caroline Dalton 

O’Connor 
School of Nursing and Midwifery 

University College Cork 
R73 Ms. Bridie McCarthy School of Nursing and Midwifery 

University College Cork 
R74 Mr. John Griffen 

Chairperson 
 

Sligo General Hospital Standing 
Committee 

R78 Fr. John Kelly Pastoral Care 
The Adelaide & Meath 

 Incorporating The National Children’s 
Hospital 

R79 Ms. Valerie Flattery 
Chairperson 

 

The Association of Occupational 
Therapists of Ireland 

R81 Ms. Marie Keane 
Chairperson 

 

Dying, Death & Bereavement 
Committee, 

Beaumont Hospital 
R82 Ms. Mary Day Directors of Nursing in the Dublin 

Academic Teaching Hospitals  
R84 Mr. Bernard J.Finnegan 

Director of Nursing 
 

Wexford General Hospital 

R88 Ms. Moira Hazlett 
Director of Nursing & 

Chairperson 
 

The Standing Committee 
St. Joseph’s Hospital  

Raheny 

R89 Mr. Eric Koorneefe 
Regional Manager 

 

Healthcare Quality and Safety 
Directorate 

R91 Ms. Kathleen Walshe 
Professional Officer 

 

Standards of Practice and 
Guidance, 

An Bord Altranais 
R93 Ms. Jacinta Feeney 

Director of Nursing, 
 

St. John’s Hospital, 
Sligo  

R94 Ms. Nicola Mitchell Barnardos Bereavement 
Counselling for Children 

R95 Ms. Cathy O’Sullivan 
Midwife Teacher 

 

Centre of Midwifery Educatioin 

R96 Ms. Adedayo Fadairo 
Chairperson 

 

Standing Committee for 
Death,Dying  

Meath Community Unit 
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R97 Ms. Caroline Gourley 

 
The Standing Committee, 
Belvilla Community Unit 

R99 Ms. Yvonne Gregory 
Operations Service 

Manager 
 

The Standing Committee, 
Our Lady of Lourdes Hospital, 

Drogheda 

R100 Mr. Michael Shannon 
Area Manager, 

 

Nurse & Midwifery Planning and 
Development, 

Dublin Mid Leinster 
R101 Dr. Katie Baird 

Director of Professional 
Development 

The Psychological Society of 
Ireland 

R102 Professor Cathal Kelly 
Dean, Faculty of 

Medicine and Health 
Sciences 

The Royal College of Surgeons in 
Ireland 

R103 Fr. Raymond Riordan 
Head Chaplain 

Cork University Hospital 

R106 Mr. PJ Rainey Mayo Mental Health Services 
R107 Ms. Joanne Carr Irish Chartered Physiotherapists 

working in Oncology 
R108 Dr. Liam Grogan 

Chairman, Medical 
Board 

 

Beaumont Hospital 

R109 Ms. Emma Balmain 
General Manager 

Blackrock Hospice 

R111 Ms. Susan Hawkshaw 
Head of Nurse Midwifery 

Practice Development 
Unit 

 

Beaumont Hospital 

R116 Ms. Rose Lorenz Nursing Midwifery Practice 
Development Unit 

North East 
R117 Ms. Catherine Killilea 

Director 
Nursing Midwifery Practice 

Development Unit 
HSE South 

R120 Professor Philip J. Larkin 
Chairperson 

Palliative Care Education 
Taskforce  

R122 Ms. Una Marren 
Chairperson 

HFH Standing Committee, 
Mater Misericordiae University 

Hospital 
R123 Ms. Geralyn McGarry 

Information,Publications 
& Social Policy Manager 

Citizen’s Information Board 

R124 Ms. Louise Halloran Age and Opportunity 
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R125 Ms. Margaret Boland 

Clinical Services 
Manager 

St. Vincent’s University Hospital 

R126 Ms. Siobhan Barron 
Director 

National Disability Authority 

R128 Ms. Freda Flynn 
Assistant Director of 

Nursing 

St. Patricks Community Hospital 

R 130 Dr. Liam O’ Siorain Irish Consultants in Palliative Care 
Medicine, 

Our Lady’s Hospice 
R133 Ms. Teresa Read 

Practice Development 
Advisor 

Hospice New Zealand 

R134 Ms. Joan O’Donnell 
Support Officer 

Ms. Lilian Buchanan 
Support Officer 

Disability Federation of Ireland 

R135 Ms. Edith Mullin 
Services Manager 

Older Peoples Services 
Donegal 

R136 Ms. Kate Douglas 
Intellectual Disability 

Nurse 

St. Raphaels Centre, 
Youghal, 
Co.Cork. 

R137 Ms Sara Flanagan, 
Intellectual Disability 

Nurse 

St. Raphaels Centre 
Youghal, 
Co.Cork. 

R138 Ms. Teresa Forrest 
Manager 

Residential Long Stay for 
Intellectual Disability, 

Real Barn,Youghal,Co.Cork 
R140 Professor Philip J. Larkin 

Associate Professor of 
Clinical Nursing 

School of Midwifery & Health 
Systems, 

University College Dublin 
R141 Dr. Mary Boyd 

Director of Nursing 
 

Executive Management Board, 
Cork University Hospital 

R143 Dr. Niall Mulligan 
Chairman of Pathology 

Mater Misericordiae University 
Hospital 

R144 Ms. Emma Balmaine For Our Lady’s Hospice, 
Harolds Cross 

R147 Ms. Sharon Hayden 
Deputy Director of 

Nursing 

Chair of Standing Committee on 
Dying, Death and Bereavement, 

Our Lady’s Hospital 
R150 Ms. Michelle Russell 

Assistant Director of 
Nursing 

St. Mary’s Hospital, 
Phoenix Park 

Total  84   
 
 
 


