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1. Introduction 
 
The aim of the All Ireland Institute of Hospice and Palliative Care (AIIHPC) is to improve the 
experience palliative and end-of-life care on the island of Ireland by enhancing capacity, 
developing knowledge, promoting learning, influencing policy and shaping practice. AIIHPC 
is committed to the meaningful involvement of users, carers and communities in the 
development and delivery of palliative care which is recognised as a major contributing 
factor to the delivery of safe, accessible, high quality services. 
 
The Let’s Talk About survey is an innovative approach to find out about the views and 
experiences of service users and carers of palliative care services in the Republic and Ireland 
and Northern Ireland. Let’s Talk About is a two stage initiative conducted over 2014 and 
2015.  This is an initial report on the findings from Phase I.  
 
The title of the Let’s Talk About Survey conveys the importance of beginning a conversation 
about what has long been considered a too difficult, a too frightening or a too un-
discussable a topic: the reality of living with a long term progressive condition which cannot 
be cured. Indeed a recent survey conducted by the Marie Curie Cancer Care (UK) in 2013 
found that most people (71%) agreed that people do not talk enough about death and dying 
enough. 
 
The overall purpose of the Let’s Talk About initiative is to better understand the issues that 
matter most to the individuals (and their carers) who live with a serious progressive medical 
condition that is unlikely to be cured.  The survey will indicate patterns that can point the 
way for more detailed research. If the issues that matter are understood, then the design 
and delivery of services and support can be improved and tailored accordingly. 
The report will detail: 
 

1. The Strategic Context and Rationale for the Let’s Talk About Project 
2. The Methodology 
3. The Analysis 
4. The Recommendations 
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2. Strategic Context 
 

2.1 Policy Context: Experience Based Design 

 
The concept of ‘experience-based design’1 which uses the experiences of users and carers to 
shape commissioning and delivery of human services is a well-accepted approach to policy 
development in the Republic of Ireland and in Northern Ireland. This ‘co-production’ 
approach captures the experiences of people who are in receipt of services as well as of 
those providing them using the principle of user-centred service design to improve quality, 
safety and effectiveness.   
 
In Northern Ireland, the Health and Social Care community has a commitment to Personal 
and Public Involvement (PPI); involving people in plans and decisions about their own care 
or treatment and learning from their experiences to improve service delivery.  
 
In the Republic of Ireland, one of the guiding principles of the National Strategy for Service 
User Involvement in the Irish Health Service 2008-2015 is that service users 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.  
 
In Northern Ireland, a survey of Public Awareness of Palliative Care was carried out in 2013 
which concluded that:  
 

“the public have differing views and a general knowledge of palliative care, 
largely influenced by their own personal experience… the widespread confusion 
around palliative care among the general public and media is an important 
target for public health education, seeking to inform policy makers on strategies 
to increase public awareness of palliative care” (McIlfatrick, S.J et. Al., 2013) 

 
The all-island palliative care patient and carer experience survey initiative: Let’s Talk About 
is designed to enable people receiving palliative care and their carers to speak of their 
experience.  This ‘evidence from experience’ is an important input to inform future service 
commissioning, design and delivery.  
 

2.2 National and International Standards 

 
The Let’s Talk About initiative provides a way for policy makers, service commissioners and 
providers to receive feedback on the extent to which quality standards are implemented.  
The design of the Let’s Talk About survey was informed by a range of sources of evidence: 
user and carer experience; professional guidance; and quality standards.  
 

                                                      
1
 NHS Institute for Innovation and Improvement, Patient Experience 



‘Let's Talk About’ Survey Report  Page 7 of 62 

Quality standards regarding palliative care (often referred to as ‘end of life care’) have been 
developed in the UK by NICE2 and internationally, for example in Australia3. Key principles 
which are embodied in both sets of standards include: 
 

a) Sensitive communication and information giving in line with the individual's 
preferences 

b) Holistic assessment including psychological, social, spiritual and cultural needs 
c) Care plans for current and future needs 
d) Social practical and emotional support to retain independence and enjoy life as long 

as possible 
e) Smooth coordination of care 
f) Family and carer needs and support addressed 

 
These standards were referenced during the design of the Let’s Talk About survey. 
 

2.3  Narrative Approach 

 
In 2013, AIIHPC decided to undertake a dedicated initiative through which people living with 
a long-term progressive condition and their carers would have an opportunity to speak of 
their experience and for these experiences to inform future health and social care service 
design and delivery. 
 
Researching ‘user experience’ by inviting people to share their stories as a way of informing 
service commissioning had already taken place in Northern Ireland using SenseMaker ™ 
software in a range of products:  
 

The Impact of Bereavement: What’s your story? (2010): 
http://research.pallcareni.net/sites/default/files/NI%20Bereavement%20Coordinato
rs.pdf  
‘Speak out for Change’ – Neurological Conditions Network survey (2012): 
http://www.publichealth.hscni.net/speak-out-change  
‘Your Story Can Change Lives’ - Users and Carers Experience of Mental Health 
Services in Northern Ireland (2014): 
http://www.gain-ni.org/images/GAIN-Mental-Health-Audit-Experiences-of-Users-
Carers-June-2013.PDF 
 

 
These surveys have assisted in identifying key priorities for service users and provided 
recommendations for health and social service improvements. The Let’s Talk About project 
drew on the learning and approach from these initiatives.  

  

                                                      
2
 NICE Quality Standards for End of Life Care 2011, www.nice.org.uk/guidance 

3
 Standards for Providing Palliative Care for All Australians, www.pallcare.org.au 

http://research.pallcareni.net/sites/default/files/NI%20Bereavement%20Coordinators.pdf
http://research.pallcareni.net/sites/default/files/NI%20Bereavement%20Coordinators.pdf
http://www.gain-ni.org/images/GAIN-Mental-Health-Audit-Experiences-of-Users-Carers-June-2013.PDF
http://www.gain-ni.org/images/GAIN-Mental-Health-Audit-Experiences-of-Users-Carers-June-2013.PDF
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3. Terms of Reference 
 

3.1 Aim of AIIHPC Palliative Care Patient and Carer Experience Survey 

 
The aim of the all-island Let’s Talk About initiative is to provide a picture of the perceived 
quality of palliative care services across the Republic of Ireland and Northern Ireland based 
on the experience of those who use the services. This will identify what areas of service are 
valued and what areas of service may need improvement. 
 

3.2 Outline Objectives of Let’s Talk About  

 
1. The initiative is being coordinated by AIIHPC in partnership with the Health Service 

Executive (HSE) in the Republic of Ireland and the Public Health Agency in Northern 
Ireland and undertaken on an all-island basis on the island of Ireland. 

2. Qualitative data will be collected and information extractible for each of the two 
jurisdictions on the island of Ireland. 

3. The initiative will run over a period of two years (2014 - 2015) with two data 
collection exercises being carried out within this timeframe.  

4. Originally, each data collection exercise was to last approximately 12 weeks with the 
two exercises carried out approximately 12 months apart. However after completing 
the first period, it was decided to run the data collection period consecutively over 
the following 12 months. 

5. Two periods of data collection with differing sample populations will help provide 
consensus of themes that are likely to emerge from the experience of users and 
carers and strengthen the quality of feedback. 

6. It is expected that the initiative will be completed by mid-2015. 
 

3.3 Project Management 

 
An Oversight Group directs the project.  Members include: 
 

 Dr Joan Regan, Palliative Medicine Consultant, AIIHPC Management Committee 
(Marie Curie Hospice, Belfast, and Belfast Health and Social Care Trust);  

 Ms Corrina Grimes, AHP Consultant, Public Health Agency, Northern Ireland 

 Ms Anne Harris, Senior Manager, Consumer Affairs, National Advocacy Unit, Health 
Service Executive;  

 Ms Paddie Blaney, Director, AIIHPC.  
 
AIIHPC Project support was provided internally and externally by Anne McMurray 
Development Ltd and Cognitive Edge. 
 
Anne McMurray a licensed practitioner with Cognitive Edge and who has experience of 
previous SenseMaker™ initiatives in the Republic of Ireland and Northern Ireland and was 
commissioned to support the design and delivery of the project. 
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3.4 Rationale for this Approach 

 
Conversation and story is the process through which knowledge is passed between human 
beings. This is how we develop our “mental models” to understand the world and make 
decisions.  
 
The Let’s Talk About survey facilitates this natural process of information sharing.  The 
sharing of experiences between service users and carers already happens within their 
families, communities, or with others whom they meet in the health care settings they 
attend.  
 
Users and carers pass on their knowledge on a daily basis by sharing their “stories” and 
experiences with others informally – over a cup of coffee or in other social situations.  
However in the context of palliative care services, these conversations can sometimes be 
more difficult to engage in given the sensitive personal and emotional context.  
 
The Let’s Talk About survey asks people who use or care (or cared) for someone who has a 
long-term progressive medical condition, to describe a recent experience of palliative care 
services in the Republic of Ireland or Northern Ireland.  The survey invites them to share 
their ‘story’ and its impact on them, through answering a number of interpretative 
questions. 
  
The SenseMaker™ Software is used to facilitate this approach.  SenseMaker™ is a software 
tool, which enables the collection, storage, and analysis of a high volume of qualitative 
“narratives” about people’s experiences.  
 
The issues around living with a long-term progressive condition are ‘complex’4, as they are 
characterised by the following features: 
 

a) The issues affecting individuals are multi-faceted. More than one agency or 
professional is likely to be involved with the individual and their family and this 
can make ‘joined-up’ working and co-ordination difficult. 

b) Often cause and effect is only knowable in hindsight. It is only looking back after 
an event that the patterns around a situation can be connected and made sense 
of to understand what was happening.  This means analysis and decision making 
needs to incorporate different perspectives and sources of information. 

c) The context is key to determining outcomes. Approaches that will work in Dublin 
may not work in Cork, Tyrone or Antrim.  Local conditions vary, which means 
solutions and responses must be tailored rather than applying a ‘one size fits all’ 
approach.  

 
Finding out a high number of people’s diverse experiences is a way to build a picture of 
current ‘reality’ from a range of perspectives.  
 
The intended outcomes from the Let’s Talk About survey were to: 

                                                      
4
 Dave Snowden: http://cognitive-edge.com/library/more/video/introduction-to-the-cynefin-framework/ 

http://cognitive-edge.com/library/more/video/introduction-to-the-cynefin-framework/
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1. help us understand the experience of living with a progressive medical condition 
2. highlight what matters to people in how service and support is provided 
3. show how far policy and quality standards are applied in practice 
4. indicate where to target improvement 
5. create an “experience bank” to inform future practice, education and training and 

service development 
 
The analysis of a significant number of narratives about individual experiences may reveal 
the patterns and trends which can inform future palliative care practice and policy 
development across the two jurisdictions. 
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4. Methodology 
 

4.1 Overall approach 

The overall approach was based on methods and software tools developed by Cognitive 
Edge5.  These have been used since 2004 across a broad range of projects.   
 
The method collects individual narratives about their experience, which are captured, 
stored and analysed using SenseMaker™6.  This is a software package designed to manage 
large volumes of qualitative information.  
 
The method offers the benefit of being able to access the micro-detail of an individual’s 
qualitative experience as well as showing patterns through the meta-analysis of a large 
quantity of qualitative information. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

                                                      
5
 http://www.cognitive-edge.com/ 

6
 http://www.sensemaker-suite.com/ 

Overview Methodology 

Project initiation 
And 

Detailed Planning 

Design for Survey Tool 

Engagement in 
Data Collection 

Results Interpretation 

Phase 1 Report and  
Recommendations 

There are two phases to the project: 

 PI: March – June 2014 

 PII: September 2014 – March 2015 

http://www.cognitive-edge.com/
http://www.sensemaker-suite.com/
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4.2 Project Initiation and Detailed Planning 

 
The initial set up and planning meeting with the AIIHPC Oversight Group was held in 
April 2013. The meeting introduced the Oversight Group to the SenseMaker™ 
approach, confirmed the Terms of Reference for the project and the fit with the 
wider strategic context in the Republic of Ireland and Northern Ireland. The project 
team scoped out a detailed project plan which included the project timeframe, key 
stakeholder involvement, and relevant research and guidance to inform the design of 
the survey. 
 

4.3 Design of Survey Tool 

 
The process and design of a SenseMaker Survey has a particular architecture. This 
section will describe how the survey was designed and explain the logic for its 
structure. 
 
The content of the survey is developed through consultation with experts: those 
who are experts from experience i.e. service users and carers and those who have 
professional or research expertise in the area. 
 
Two stakeholder workshops were held in October 2013 to plan the design of the 
SenseMaker™ survey tool. The first workshop was held on 11 October 2013, it was 
made up of members of the AIIHPC service user group, Voices4Care, who provided 
the perspectives of those in receipt of palliative care services and their carers. The 
second workshop was held on 22 October 2013 which involved professionals and 
service providers, who drew on their knowledge base and experience of supporting 
individuals and families.  
 
The output from these workshops, as well as desk research on standards and expert 
input on good practice, informed the design of the Let’s Talk About survey (See 
Appendix 1).  
 
The design of the survey has two sections:  
 

1. The person’s story about a particular experience  
2. Questions to elicit their interpretation of that particular experience 

 
Section 1 of the Let’s Talk About survey consists of a prompt question: 

“Describe an experience that happened in the last two years which shows what it is 
like to be on the receiving end of health care services, if you live with a progressive 
medical condition or you know or knew someone living with such a condition.   
Choose an experience of care that stands out for you, or if you are talking about 
someone you know, the experience of that person who was cared for. The experience 
may be good or bad.   
Write as little or as much as you wish. Do not worry about spelling or grammar. We 
just want to know about your experience. Please do not provide the names of family 
members, caregivers or professionals.” 
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Respondents are asked to write about an experience, to give their experience a title, and to 
provide three words or phrases that sum up the key themes in their experience.   
 
Section 2 of the Let’s Talk About survey asks the respondent to interpret the significance of 
their particular experience, using eight questions in the form of triangles.  Each triangle 
relates to an issue which is deemed to be important from the evidence and research relating 
to palliative care services. 
 
Each triangle question has three ‘signifier labels’ that is, labels for the experience. These 
signifier labels reflect what users and professionals had identified as important, and also 
incorporate what is known from current research and quality guidelines.   

 
The table below sets out: 

a) the eight questions about the experience 
b) the signifier labels to interpret the experience  
c) the issue that was being explored in each question  

 
Question Signifier Labels Issue 

1. In this experience what 
was the biggest practical 
worry? 

a) Finance or cost of living 
b) Planning for the future 
c) Travel or transport 

Practical concerns 

2. What describes how you 
or the person felt about 
the care provided in this 
experience? 

a) Supported 
b) Frustrated 
c) Helpless 

Care experience 

3. In this experience how 
were any issues talked 
about by those who 
provided the care? 

a) Clearly and sensitively 
b) Avoided completely 
c) Used jargon 

Communication 

4. In this experience, how 
timely was the 
information provided? 

a) Timely and appropriately 
b) Too much too soon 
c) Too little too late 

Timelines of 
information 

5. In this experience how in 
control were you (or the 
person if the survey was 
being completed by a 
carer)? 

a) Able to make the choices 
wanted 

b) Choices were limited 
c) Control was in someone else’s 

hands 

Control and 
Choice 

6. Which needs were least 
well met? 

a) Emotional or Psychological 
b) Cultural or Spiritual 
c) Physical Symptoms 

Needs being met 

7. What would you have 
liked more of in this 
experience? 

a) Better information or 
involvement 

b) Better co-ordination of care or 
treatment 

c) Better emotional support 

Needs being met 

8. How were the family or 
close friends treated in 
this experience? 

a) Involved and respected 
b) Forgotten about or excluded 
c) Put under too much pressure 

Family & friends 
involvement 
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AIIHPC team attended training in the SenseMaker™ software in November 2013 to 
familiarise themselves with the approach.  
 
The draft survey was then finalised and piloted during December 2013 – January 
2014.  Online and hardcopy versions were used for data collection. Feedback from 
the pilot was incorporated into the final design. A report on the pilot, My Story, My 
experience, was published online. 
 
Phase I of the Let’s Talk About survey ran from mid-February to early June 2014. The 
Phase I survey provides an initial baseline against which progress and comparisons 
may be made with the results of the Phase II survey which remained open from the 
end of Phase I to end of April 2015.  
 

4.4 Engagement in Data Collection 

 
Phase I of data capture commenced in February 2014. It was launched publically in 
March 2014 and ran until 5 June 2014. Information about the project had been 
communicated in a range of ways: 
1. Newspaper articles 
2. Radio interviews (RTE and local community radio stations) 
3. Posters and Leaflets in public spaces such as GP surgeries and Health Centres, 

libraries and health care settings. 
4. Direct leaflet mailing to stakeholders and organisations working with the target 

population including all GP’s and Palliative Care Consultants 
5. Direct leaflet mailing to all politicians (TDs, Senators, MLAs and MEPs) 
6. Direct leaflet mailing to all AIIHPC Committees and Networks. 
7. Email circulation to HSE organisations in the Republic of Ireland and all five H&SC 

Trusts in Northern Ireland. 
8. Promotion through community and sports organisations (Irish Country Women’s 

Association, GAA)  
9. Links to the survey on AIIHPC and relevant agencies websites with PDF 

downloads 
 

4.5 Results Interpretation 

 
A Results Interpretation Workshop was held on the 19 June 2014. A mix of 
Voices4Care members and the professionals from the original groups of participants 
who had designed the survey were invited to attend. The results of the survey were 
presented.  The group were asked to interpret the results of the survey and identify 
the main themes. 
 

4.5.1 Thematic Evaluation Matrix 
 

The results of the survey were analysed in terms of their impact on three key policy 
priorities: 

http://aiihpc.org/upload/policy/files/1401116064_Final_Pilot_Report.pdf
http://aiihpc.org/upload/policy/files/1401116064_Final_Pilot_Report.pdf
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1. Increasing public awareness of palliative care and the services which are 
available in Republic of Ireland and Northern Ireland 

2. Developing a holistic approach to palliative care 
3. Implications for commissioning and design of services 

 
The Thematic Evaluation Matrix was used at the Interpretative Workshop to assess the 
impact of the themes emerging from the Let’s Talk About survey on the three strategic 
priorities of Palliative Care in the Republic of Ireland and Northern Ireland.  
 
The Matrix sets out the main strategic implications for each theme. 
 

THEMES FROM 
THE SURVEY 

Public understanding 
of palliative care 

Developing a 
holistic approach 

Implications for 
commissioning and 

service design 

Planning for the 
future 
 
 

The normalisation of planning for the future might help to remove 
the fear of the unknown and increase public awareness of the 
issues to be decided by the person and their family or friends. 
Thinking ahead however is a personal choice as not everyone may 
want to. It is important to let individuals decide for themselves. 

Too little 
autonomy 
 
 

GPs and district nurses play a key role in promoting choice and 
access to palliative care as they have the most direct access to 
individuals. 
Information about what is available enables people to exercise 
autonomy in those areas of their life where they are still able to 
express choice and have control. 
If the ‘system’ dictates the person’s experience this results in a 
lack of choice, may lead to wrong decisions being made for that 
patient, which may in fact be more costly.   

Frustration and 
helplessness 
 

Frustration and helplessness can be reduced if care providers are 
able to explain and resolve concerns, signpost to other sources of 
help and support, and provide a central point of contact. 
A difficult palliative experience may increase the bereavement 
issues following a persons’ death and increase the risk of 
litigation. It has a negative emotional impact on the professionals 
involved and may have a debilitating effect on their professional 
confidence and judgment.  

Clear and 
sensitive 
communication 
 

Effective communication empowers the individual so that they 
understand their health condition as well as the supports and care 
that may be available. It is important that professionals know the 
right questions to ask in order to find out what is important to 
each individual person who is a patient, and are able to 
understand verbal and non-verbal communication.  

Timely  and 
appropriate 
information 
 

Increasing the understanding of palliative care will alleviate worry 
and anxiety. A lack of information is disempowering and reduces 
confidence in services and the professionals who deliver them. 
The provision of comprehensive information about the range of 
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palliative care services helps individual to be more aware of their 
choices. 
If this is not addressed the consequences are likely to be an 
increase in complaints and dissatisfaction with services due to 
individuals having incorrect or misguided expectations of the 
services that are available to them. 

Emotional and 
Psychological 
needs least well 
met for 50% of 
respondents 
 

Emotional and psychological issues are to be expected and 
addressing these is a core aspect of palliative care and support. 
Raising understanding of what to expect can help individuals and 
their carers cope with how they are feeling and also contribute to 
building family and carer emotional resilience.  
Emotional and psychological wellbeing are core to a holistic 
approach to strengthen resilience. 

Not enough 
involvement of 
family and 
friends 

The individual is part of a family and friend ship system and 
support network. A holistic approach would utilise the family and 
friendship system, where possible as part of the ‘team’. This 
might help people to stay in their homes and self-manage their 
condition as much as possible for as long as possible. 

 
 
 

4.6 Ongoing Development  

 

Leading up to Phase II of  Let’s Talk About, AIIHPC will:  

 Raise awareness by publishing the results of Phase I Let’s Talk About  Survey 

 Promote the Let’s Talk About  survey to more people in Phase II 

 Use the results of Phase I to inform commissioning, service development and 
professional training and education 

 Conduct further thematic analysis of the data sets. 
 
It is recommended by the Oversight Group that an Implementation Strategy is 
developed for Phase II.   
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5. The Analysis 
 
This section presents the findings and analysis of the Let’s Talk About survey Phase I. 
 
SenseMaker™ enables a more dynamic exploration of the qualitative data than a static 
report can provide. There is the potential to deliver this information in a more interactive 
format with small groups who may wish to explore specific aspects of people’s experiences 
or geographical areas which are relevant to them. 
 
The Analysis section will detail: 
 

1. The demographic information about the respondents 
2. The Word Cloud which displays the titles and three words or phrases used by 

respondents 
3. The responses to each of the triangle questions and interpretation of the key themes 
4. The strongest correlations emerging from the results 

 
 

5.1 Overview of Responses 

 
5.1.1 Profile of Respondents 
 

In Phase I, a total of 367 people completed the Let’s Talk About survey. Of these, 
281 surveys came from the Republic of Ireland, and 86 surveys came from Northern 
Ireland.  Surveys were received from 31 of the 32 counties. 
 
Respondents were asked to complete the survey from the perspective of the 
individual living with a long-term progressive condition. The table below shows the 
breakdown of how respondents identified themselves. 

 

48 (13%) Someone living with a long term progressive condition 

115 (31%) Caring for someone with a long term progressive condition 

204 (55%) 
Caring for someone with a long term progressive condition who 
had died in the last 2 years 

 
  



‘Let's Talk About’ Survey Report  Page 18 of 62 

5.1.2 Age 

 
There were respondents across the adult age range from 18 to over 90.  The majority were 
in the 50 – 80 age range. 
 
5.1.3  Gender 
 

 
 
There was an almost 50:50 split between male and female respondents.  
 
5.1.4 Setting of care 
Respondents were asked to identify where the person was living at the time of the 
experience. 
 

 
 
The majority of respondents experienced service provision in their home setting.   

3% 3% 

9% 

12% 

20% 
23% 

26% 

4% 

18-29 years

30-39 years

40-49 years

50-59 years

60-69 years

70-79 years

80-89 years

90 years

44% 

55% 

0% 1% 

Male
Female
Transgender
Prefer not to comment

69% 

13% 

10% 

1% 5% 2% 

In their own or family members Home

In Hospital

In Nursing home

In Residential home

In Hospice

Other
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5.1.5 Illness or Condition 
 
Respondents were asked to identify the primary long-term condition of the individuals. In 
view of the fact that some individuals may have had more than one condition, respondents 
were asked to tick all that applied. 
 

 
 
Cancer was the most frequently experienced condition. 
 
5.1.6 Care Providers 
 
The table below shows the range of care providers who were identified as being involved. 
Again, individuals may have had more than one and could tick all that applied. 
 

 
This shows that GPs, medical consultants and nurses are the care providers that 
respondents have most contact with.  They have the least contacts with psychologists and 
Counsellors. 
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5.2 Word Cloud 

 
A “word cloud” is visual representation of text data. It is used to depict keywords to enable 
the visualisation of free form text. The survey responses to the question ‘give your story a 
title and what three words or phrases would you use to describe your experience?’ were 
collated using the Word Cloud Software7.  
 
The Let’s Talk About word cloud was created by the 367 respondents from across the 
Republic of Ireland and Northern Ireland. The words were independently chosen by each 
respondent to the survey. The prevalence of the top seven words highlights the importance 
they have in the experience of users and carers. 
 

 
 

The seven most frequently used words were: Care; Family; Home; Time; Cancer; Hospital; 
and Mother. 
 

5.3 Triangle Questions 

 
This section will present the results of the eight triangle questions showing how they were 
signified by the 367 respondents and provide a brief interpretation of the key themes.  The 
results for each question are presented in the form of a triangle ‘heat map’ consisting of 
patterns and clusters of dots.   
 
Each dot in the triangle represents a story and located where the person who provided that 
story chose to place it.  The SenseMaker™ Software enables the exploration of the stories 
from a range of perspectives.  For the purpose of this report, the overall ‘heat map’ is 
presented.   

                                                      
7 The word cloud is a useful format for quickly seeing “at a glance” the most prominent terms and locating the 

significance of terms relative to each other.  The size of each word in the word cloud indicates the frequency 
with which it was used by the respondents. 
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5.3.1 Question 1 
 

In this experience, what was the biggest practical worry? 

 

 

 
 

287 individuals (78%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented below. 
 
Finance or Cost of Living 
 

 
 
Travel or Transport 
 

 

“Has been a serious financial impact as they had to give up work, had to move house as 
not able to afford house we lived in.” 

 

“I have terminal cancer and I have found that the health service are not geared to deal 

with end of life.  I was told when I was on my own and had to drive two hours home by 

myself.  I waited for three weeks for anyone from the oncology unit to contact me with 

regards to my recent diagnosis. No one contacted me in the end I lost the head and rang 

my doctor who contacted oncology. When I was first diagnosed I was surrounded with 

info. nurses and dr. Still to this day I feel that I am basically left to die. I just have to go 

through the stages without anyone letting you know what you may have to face.” 

” 
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Planning for the Future 
 

 
 
Summary of discussions from the Interpretation Workshop: 
a) 63% of respondents chose Planning for the Future as their biggest practical worry in this 

experience.  Planning for the Future is an umbrella term which covers many issues and 
concerns. It is not a surprise that this is an issue for people. Advance Care Planning is 
being addressed in Northern Ireland and “Think Ahead’ is being piloted by the Irish 
Hospice Foundation.  This result highlights the importance of the learning from these 
initiatives.  

b) Given that GPs, medical consultants and nurses are the most likely professionals that 
respondents encounter, it is important that these groups of professionals recognise 
when someone needs a palliative approach and that it is comprehensive with regard to 
planning ahead and engaging the person’s partner and close family.  Targeting GPs to 
recognise palliative care needs is a priority as they are the health professionals who 
have the highest level of involvement. 

c) There is more generally a need to raise public awareness and ‘normalise’ the task of 
planning ahead.  

d) It would be interesting to compare these results with the Irish Hospice Foundation’s 
polling results (Republic of Ireland) which showed that most people felt ‘unprepared’ for 
the future. 

e) The majority of experiences which were tagged Travel and Transport came from 
Donegal, which may require further exploration. 

f) Overall, most people tagged somewhere between Planning for the Future and Finance or 
Cost of Living. This highlights the need to minimise the additional stress and anxiety 
caused by these issues for individuals who have heath care concerns to deal with. This 
appears to be an unmet need. 

 
  

“I am a nurse in a residential care home ....  Within the last 16 months an 87 year old 
resident with late stage dementia was given a peg tube …  It had become very apparent 
to staff that Mrs S wanted to die and had endured enough but sadly her family insisted 
that Mrs S be transferred to hospital in which they insisted a peg-feed was inserted.  
Sadly again poor Mrs S had no say in this and with no pre-planned future healthcare in 
place, it was left to her family to decide.”  
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5.3.2  Question 2 
 
What describes how you or the person felt about the care provided in this experience? 
 

 
 

363 individuals (99%) interpreted their experience against this question. 
 

 
Extracts from one of the stories from each corner is presented below 
 
Supported 
 

  
 
  

“My mum had vascular dementia and was in a public nursing home in a specific 

Dementia Unit for 4 years.  The care and therapies she received there improved her 

quality of life hugely and I feel that all Dementia sufferers should be able to avail of this 

type of care at the end of their days. The unit was small - just 8 patients but the one to 

one care and attention was very beneficial and having seen other nursing homes caring 

for dementia patients there is really only one model of care - specific dementia units well 

staffed and resourced.” 

Su p p o rt e d 
  

F ru st ra t e d 
  H e l p l e ss  

1 0 8   st o ri e s  i n   t h i s  cl u st e r 
—3 0 % o f   t h i s  t ri a d ’ s  
st o ri e s  a re   l o ca t e d   i n   t h i s  
cl u st e r  70% felt Frustrated or 

Helpless or a 
combination of both 
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Frustrated   
 

 
 

Helpless 

 
  

“While there were individual examples of kindness and competence there were serious 
shortcomings in terms of communication across services, which commenced at diagnostic 
stage leading to a significant delay in correct diagnosis leading to poor outcome of 
immediate surgery and chemotherapy.  
 
The GP was probably the weakest link in the chain rather than the leader in the 
community and did not advocate for support in her home, which left friends/relatives 
under huge stress much as they were willing to do everything they could. The practice of a 
hospital prescription having to be brought to the GP to be transcribed was a major 
stressor when person had no transport. It also involved a delay as person was never seen 
on time in the doctor’s surgery and she usually had to prompt the GP what had happened, 
as notes had not been consulted. Frequently the chemist did not have the drugs and this 
involved further stress as person had to organise a further visit. 
 
With the allied health professionals the practice of cancelling/changing appointments at 
the last minute was very distressing to the patient as that was the focal point of a day 
and they would be psyched up to ask questions. The meaning of this for the person was 
huge and it consolidated a view that she was not important or respected. There were a lot 
of promises and assurances without action. 
 
Waiting times in hospital clinics became an ordeal with 3 hours being an average time 
waiting to see the doctor. The single biggest and simple remedy here would be if files 
were maintained in order of check in- they were placed on a ledge and they often fell and 
when they were picked up they were in a different order… 
 
The scheduling of appointments was not user friendly with x rays, scans, blood tests, clinic 
visits & physiotherapy appointments usually all on separate days which meant a huge 
stress on carers and client ….” 

“He was being cared for on a very busy medical ward - the only time he saw a nurse was 
for medications.  He started palliative radiotherapy.  During his radiotherapy he got a 
very common side effect - sore mouth and oesaphagitis and was unable to eat and 
started losing weight, had a lot of pain and discomfort - we later discovered that this is 
mainly preventable but as he was not under the oncology team it was not spotted. What 
was very obvious to us was the lack of regard for the patient experience …: while we could 
understand the nurses being busy - the hospital was obviously understaffed. But the 
nurses on the general medical ward were under-skilled and unable to identify a very 
serious/distressing and preventable side effect of radiotherapy.   
 
This patient experience of a dying man was not good- I would not be confident that much 
has changed in this particular hospital since our experience. It is a very poor reflection on 
our very expensive health service.” 
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Summary of discussions from the Interpretation Workshop: 
 

a) 30% of people felt Supported by the care that was being provided. 
b) The majority (70%) felt Frustrated or Helpless or a combination of both. 

This suggests that 2 out of every 3 people that professionals meet in their care 
providing role, could be assumed to be coping with feelings of frustration or 
helplessness.  
The emotional state of Helplessness or Frustration could be generally anticipated as 
probable for two thirds of people receiving palliative care services.  This is a 
challenge for professionals to respond accordingly in a way that alleviates the 
negative feelings and build up a sense of support. 

c) The factors that help people feel supported based on the stories in the top corner 
include: being listened to, being given time, being informed, included and being 
shown compassion. 
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5.3.3  Question 3 
 
In this experience how were any issues talked about by those who provided the care? 
 

 
 

347 individuals (95%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented below. 
 
Clearly and Sensitively 

 
 
Used Jargon 

 
 
 
 

“My father spent his last two weeks in a hospice in palliative care. The attention and care 
he was given was remarkable. Everything he needed and wanted was provided for him, 
he never had to wait long when waiting on a nurse. The hospice was clean, comfortable 
and welcoming. All the staff supported and helped us in any way possible. We were 
always kept well informed and never asked to leave.” 
 

“After weeks of wishing we finally had a meeting with the consultant in charge of my 
fathers care.  He knew nothing about our father except the diagnosis, which was not 
shared with us.  He used jargon and obfuscation and avoided direct answers.  He used 
inappropriate humour and was neither caring or compassionate.  Except that one of our 
family is a doctor and could read between the lines it was utterly frustrating and 
upsetting.” 
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Avoided 
 

 
 
Summary of discussions from the Interpretation Workshop: 
 
a) 50% of the respondents felt they were communicated with Clearly or sensitively.   
b) As shown later in this section, there is a positive relationship between clear or sensitive 

communication with feeling in control, timeliness of information and having emotional 
and psychological needs met. 

c) The % of the experiences in the Avoided Completely or Used Jargon show that there is 
still more focus on communication required.  This issue was recently highlighted in the 
media: 

“A report by the Royal College of GPs (RCGP) urges the UK's 250,000 medics to 
avoid the use of words such as "chronic", "palliative" and "hospice", and warns 
that describing a diagnosis of cancer as "positive" can be misinterpreted as 
good news.  "Doctors, having spent many years immersed in the biology of 
human health and disease, may overestimate the health literacy of their 
patients," says the report.” (Guardian 18/6/14) 

d) Sometimes a technical word can sound like jargon the first time it is used.  Part of 
patient education of care professionals is being able to provide lay interpretation of 
technical terms. 

 
  

“The operation was the end of July 2012.  During the operation it was discovered that the 
cancer had masticed and that in fact he was terminally ill. After the operation he had no 
quality of life and suffered from blockages which saw him in A & E most weekends to 
clear the blockages, chemo didn’t work and he died 10 weeks after the operation. My 
father was a very fit 79 year old on no medications. If the tissue sample had been done 
he would have been spared the operation and the awful symptoms he had immediately 
after the operation. His treatment was appalling and he was released from hospital on 2 
occasions without prescriptions and on one occasion with paracetemol.  
 
It was only when he went under the care of the cancer care hospital did his care improve. 
During this time my mother died and even though the hospital and doctors were 
informed it was never put on his notes. So each time he had to give information he was 
asked for his wife’s details, even when he was moved to the cancer care home his notes 
were incomplete and no mention of my mother’s death.” 
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5.3.4  Question 4 
 
In this experience how timely was the information that was provided? 
 

 
 

332 individuals (90%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented. 
 
Timely and Appropriately 
 

 
 

“One day he is looking after all of us the next day it’s all changed- a cancer diagnosis, 
inoperable, no hope. A man who was so independent, so able-bodied had to face the fact 
that he would need to be cared for- it devastated him and all of us. Progression was very 
fast and we needed services very soon- once we got into the system the service was 
fantastic.  
 
The support and help we received was outstanding, from our PG, PHN, hospice home-
care and Irish cancer society. Everyone we encountered was outstanding.  
There was a difficulty accessing the service as he did not have a medical card but once 
the application was accepted - it was plain sailing. 
 
We were astounded to find out that there is no access to community services without a 
medical card - it is so fundamental that people with life limiting illness have access to 
these services. We would not have coped at that time without the support we received-
facing into the unknown without support would not have been doable.” 
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Too Much Too Soon 
 

 
 
Too Little Too Late 
 

 
 
Summary of discussions from the Interpretation Workshop: 
 
a) It is encouraging that communication and information giving was felt to be timely and 

appropriate in over a third of the experiences; 38%. 
b) The 33% who felt information was Too Little Too Late raises questions about late or 

missed diagnoses and it would be interesting to find out if this was across all illnesses or 
in, for example only with cancer. 

c) Cancer has a long lead in as a condition with information giving and is connected with 
Planning for the Future. 

d) Too Much Too Soon may reflect the experience of people diagnosed with for example 
neurological conditions. 

e) It is important to recognise from the stories that individuals also have different needs 
for information.  It is very important for professionals to check out at the start how 
much is to be shared at what stage and with whom.  Some people actively choose not to 
be told certain information, how it is best provided, to whom and when are critical 
issues to agree between care providers and individuals at the outset. 

f) It also points to the need for individuals to have a key contact person to whom they can 
ask questions that may come up after the formal meeting when they have had time to 
reflect on what they have been told. The information giving and records system is not 
fine-tuned enough at this stage to provide that level of individualisation. 

  

“The worst experience was trying to keep my mother's inevitable death from her in her 
final weeks.  The Hospice staff appeared to be of the opinion that she should know 
clearly she was dying, but this was not my mother's wishes, as she was a very positive, 
outgoing person, and had indicated before she became ill that if she was ever dying she 
didn't want to know. 
 
 

“I am writing this on behalf of my mum. Her husband was diagnosed with MSA over 12 
years ago. Because this was so rare no one could help her she got little to no professional 
or financial support. She had to leave her job to care for him at home and done this for as 
long as she could until he ended up in a nursing home and passed away. This had a 
terrible impact on our family life, her own life and health and ended up having a heart 
attack herself. This was very stressful time trying to cope. She is now trying to help others 
that have being diagnosed with this rare condition and their families. She has 
approached the trust and seems to hit a brick wall all the time, as professionals are 
afraid to commit due to policies and procedures, etc. There is a web site for sufferers to 
access headed by my mum with some support from England. This horrible journey for 
people who suffer from this get no support and more people are now being diagnosed in 
Northern Ireland and South of Ireland.” 
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5.3.5  Question 5 
 
In this experience how in control was the individual? 
 

 
 

356 individuals (97%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented below. 
 
Able to make decisions 
 

 
 

 
 
 
 
 
 
 

Able to make the choices wanted 

Choices were limited Control was in someone else’s hands 

122 stories in this cluster
—34% of this triad’s 
stories are located in this 

cluster 

94 stories in this cluster
—26% of this triad’s 
stories are located in this 

cluster 

“My father died in cardiac ICU … last September 2013. He spent the last 6 months of his 
life in ICU following a heart operation in March 2013. Unfortunately he had undiagnosed 
pulmonary fibrosis, … and he remained in ICU until he died. As a family we knew from 
July onwards that he would not survive and he had palliative care from July onwards. 
 
The ICU staff were fantastic and he was very well looked after up to the end with advice 

and support provided by the local hospice. We were lucky to have time to say goodbye to 

him properly.” 
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Choices were limited 
 

 
 
Control was in someone else’s hands 
 

 
 
Summary of discussions from the Interpretation Workshop: 
a) Just over a quarter (26%) of respondents were Able to make the choices wanted. 
b) Just over a third (34%) of respondents felt that Control was in someone else’s hands.  

While disease conditions may dictate the level of control and choice an individual feels 
they have, it is important for professionals to enable individuals to exercise as much 
choice and control as possible over the matters they still can influence within the 
constraints of the system. Research8 and quality standards9 highlight that three 
important factors that individuals want to have control over are: being in their preferred 
place, control of pain and having their preferred people around them. 

c) The stories highlight the importance of personal supports to help preserve an 
individual’s dignity and sense of autonomy for as long as possible. 

d) The analysis of the experiences provided showed a negative correlation between Able to 
make Choices and information being Too Little Too Late. This means that where 

                                                      
8
 Marie Curie ComRes survey on Public Perceptions of Death 

9
 End of Life Care – Residential Settings HQIA Standard 

 

“Constantly looking for support to care for a family member with Dementia, and been sent 
from service to service, each one passing you on. Finally being told that you can get 1 hour a 
week but not at weekends and the maximum being 15 hours over five days, if you are 
extremely lucky. 
 
Having to work full time to cover a mortgage and cover nights with my parent, suffering from 
Dementia. Paying privately for nursing support and then after years having to put an 
otherwise healthy parent into a nursing home. 
 
Home care package not adequate, but would be more cost effective and create more jobs 
than large nursing home fees. Thank goodness for the Fair Deal package as ordinary families 
could not afford nursing home care otherwise. 

“… The hardest part of Dad’s diagnosis was the way in which he was treated, very badly to be 
honest. He was given one scan, sent to another hospital, and given the diagnosis in second 
hospital. The doctor gave him no option of any palliative radiotherapy or chemotherapy or 
any possibility of trying any trial drugs out there. He thought I was pure crazy when I asked 
for all those things, and when I insisted on a second opinion he asked me why. He refused to 
scan my father again also. How can this diagnosis be given on ONE scan? Until that 
appointment, my father knew it wasn’t good, he knew he was in trouble but that doctor took 
away all hope that he had and I believe that there is always hope. My father was such a pure 
gentleman who worked so hard all his life; he deserved to be treated better than that. There 
was no compassion.” 
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information is not timely, an individual’s autonomy and ability to exercise choice is 
reduced.  

 
5.3.6  Question 6 
 
Which needs were least well met in this experience? 
 

 
 

310 individuals (84%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented below. 
Emotional or Psychological 

 
 

“… the process we went through over six months of last year as my brother was 
diagnosed with and soon died from RCC. 
 
In brief I have little positive to say about the behaviour of the primary medical care he 
received. Not in medical terms - they always did the best they could in the 
circumstances - but I have very negative feelings about the way they behaved and 
communicated to him and his family. 
 
Things ended with him spending his final weeks at home in the care palliative team 
operating in the community from a local hospice and GP /.. [community based] nurses 
etc. Even though this was of course the worst part of the experience the care and 
support everyone received in this arrangement was just wonderful.” 

Emo t i o n a l 
  o r  Psych o l o g i ca l 

  

C u l t u ra l 
  o r  Sp i ri t u a l 

  Ph ysi ca l 
  symp t o ms  

1 5 3   st o ri e s  i n   t h i s  cl u st e r 
—4 9 %   o f   t h i s  t ri a d ’ s  
st o ri e s  a re   l o ca t e d   i n   t h i s  
cl u st e r  

For 17% the least 
well met need was 
Physical Symptoms 
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Cultural or Spiritual 
 

 
 
Physical Symptoms 
 

 
 
Summary of discussions from the Interpretation Workshop: 
a) Nearly half (49%) of respondents felt their Emotional and Psychological needs were least 

well met.  This may be due to the low level of involvement of psychologists or 
counsellors involved.  

b) All three sets of needs are interconnected. Spiritual and emotional do cross over given 
the pastoral role of chaplains. 

c) It is important to clarify what are people’s expectations at the outset and if they expect 
the health system to meet these needs or do they have other support systems. It may 
point to the need for better signposting from professionals to bereavement or 
counselling, as well as providing professionals with tools and resources to enable them 
to respond with confidence and compassion and able to have the conversation ‘ how are 
you feeling?’ 

d) This highlights the importance of professionals being able to show empathy as well as 
balancing this with the ability to deal with strong emotions. It also needs to be 
recognised that individuals and families need to be in the right emotional space/place to 
be able to process  feelings about loss, which  will vary for everyone 

e) Professional ‘self-care’ and resilience in this area of work is important to avoid burnout 
or poor decision making 

f) For a small but significant group (17%) the least well met need was Physical Symptoms.  
This has implications for dynamic shared care and treatment planning which can 
respond to changes in the individual’s physical condition quickly and responsively.  

  

“She has Dementia.  It is hard to walk now.  In the past she was a wonderful dancer.  She 
doesn’t know anyone anymore.  She makes little contact with you.  She has a big family 
who she doesn't know.  But put on music and she will dance very well and have all the right 
steps.  Smiling and laughing and having fun.  So good for her and so for the family.” 

“My daughter phoned a staff member regarding my anxiety and unable to sit still or 
concentrate or sleep and being told they would visit next week. I don’t have long to live and 
they think I can wait a week feeling like this. My daughter phoned another place and they 
saw me the next day and told me it was a side effect of a medication I was on. I felt like I 
was going mad and no one cared as I was dying.  
 
I thought I was losing my mind and perhaps it had gone to the brain and they hadn't told 
me. Within 24 hours of stopping the medication I was back to normal. My faith was lost in 
the staff who felt I was not worth a visit or not important enough. I could last a week 
without sleep. It made me feel small and insignificant and perhaps no one was interested in 
me because I was dying anyway. Why help her? Sure it’s only a matter of time anyway.” 
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5.3.7: Question 7 
 
What would you have like more of in this experience? 

 
 
 
 
 
Extracts from one of the stories from each corner is presented below. 
Better information or involvement 
 

 
 
Better co-ordination of care or treatment 
 

 
 
  

“I am three years caring for my Mum who has Dementia and last year I was at a talk 
given by a nurse about end of life care and the penny dropped that I am doing exactly 
that for Mum.  I would have associated end of life care and palliative care with Cancer.  It 
was my Eureka moment.  Since that day everything has become so much easier now we 
are both preparing for Mum’s end of life but we are happy and content doing the best 
and giving Mum the best possible life quality.” 
 

“I was my father’s main carer.  
After much planning I with friends went to see a Leinster game.  
Towards the end of the match I noticed I had a couple of missed calls from my father.   It 
was my Dad looking for soup as, he was lonely and hungry, and nobody had called to 
prepare his meal as planned. I left early the game and headed straight for his house.” 
 

Be t t e r  i n f o rma t i o n 
  o r  i n vo l ve me n t 

  

Be t t e r  co -o rd i n a t i o n 
  o f 

  ca re 
  o r  t re a t me n t 

  Be t t e r  e mo t i o n a l 
  su p p o rt 

  

1 2 0   st o ri e s  i n   t h i s  cl u st e r 
—3 9 %   o f   t h i s  t ri a d ’ s  
st o ri e s  a re   l o ca t e d   i n   t h i s  
cl u st e r  

306 individuals (83%) interpreted their experience against this question. 
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Better emotional support 
 

 
 
Summary of discussions from the Interpretation Workshop: 
a) The strongest cluster for this question is Better Co-ordination of care or treatment – 

39%. 
b) Better co-ordination of care in the system is a priority with the piloting of for example 

‘patient passports’ and reducing the level of duplication in information gathering among 
professionals. 

c) This is important given the range of care professionals involved. 
d) For 21%, Better emotional support could have been provided. 
e) For 12% (in the middle) aspects of all three could be improved.  
  

“The trauma firstly of dealing with the diagnosis of a loved one for which there is no 
cure…When my mother received the news, and for the following visits my sister who is an 
A&E nurse accompanied her and could interpret what was being said for my mother and 
the rest of the family.   
 
This for me was the biggest issue and as I noted we were lucky because we had someone 
in the family who could explain in 'lay man's' terms what was being said. 
I often think of the vulnerable individuals especially the elderly who have no one to do this 
for them.   
 
The fear engendered by receiving a terminal diagnosis is one thing however it is quite 
another when one does not understand what is being said and what it means.  I feel that 
the shock and trauma suffered by the individual and the family results in an inability to 
comprehend what is being said.  I feel that this initial stage and how it is dealt with lays 
the foundation for either a positive or negative attitude towards dealing with the diagnosis 
for both the individual and the family.  
 
All I remember after the initial news was complete terror and I know that was my mother's 
first and foremost feeling and this never left her.  She continued petrified and terrified 
throughout the experience and I don't believe it has to be like this.” 
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5.3.8:  Question 8 
 
How were the family or close friends treated in this experience? 
 

 
 

346 individuals (94%) interpreted their experience against this question. 

 
Extracts from one of the stories from each corner is presented below. 
Involved or respected

 

“In terms of palliative care, as a family we had a very short time to come to terms with 
the dark realisation that my mother was not going to recover.  The medical team sent a 
palliative care nurse to assess her I think on the Monday and on the Wednesday she 
passed so the time frame was very short.  On the day she died the palliative care doctor 
came to talk with my mother and she put it to him as best she could that she wished to 
[…be] made as comfortable as possible.  He then took my father and I and a few others 
aside and listened very attentively and sensitively to my father’s wishes.  My father made 
it very clear to him in very distressing circumstances that he didn't wish to see my mother 
suffer needlessly when there was clearly no hope of recovery for her.   
 
I was very impressed with the doctor.  He clearly took on board our wishes, he made my 
mother very comfortable, and she passed very peacefully in a way that was extremely 
dignified, peaceful and even graceful. 
 
The staff in the hospital offered every help to us, were sympathetic all the way through 
that period, and in my opinion could have done no more to help us through that time.” 
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Forgotten about or excluded 
 

 
 
Put under too much pressure 
 

 
 
Summary of discussions from the Interpretation Workshop: 
 
a) 44% of respondents felt that family and friends were Involved or respected.  This is a 

positive result as it encourages professionals that they can do this.  
b) The primary care sector is very important in developing this and it shows that there is 

more to do. 
c) Given the heightened emotional sensitivity that is inevitably present in the experiences 

that have been described, practical constraints e.g. bed shortages, create additional 
stress which has a negative effect on the family’s ability to attend to the emotional 
needs of the individual who is ill and cope with the difficult reality they are facing. 

“I am writing this on behalf of my husband who died a year and a half ago after diagnosis 
with a brain tumour. He had numerous hospital admissions over the years post surgery 
and on occasions where he was unwell. One such occasion, my husband's condition had 
deteriorated whilst in hospital and he was not very responsive. He was in a side room and 
required full care. The staff had given him a bed bath but had taken off his miraculous 
medal and lost it. This medal was of extreme sentimental value to both my husband and 
me, as it had been given to him by a friend of his who had suffered a stroke.  
 
When asked about the medal, there was no apology regarding its loss. I highlighted how 
important this was to my husband, and please look for it. We never got it back. Once my 
husband regained consciousness, he was very upset to realise it was gone.” 
 

“The nursing and pastoral staff were amazing and extremely kind in all possible ways…. 
 
However - there was one experience that was not very pleasant: my mom was admitted 
for assessment and during that period went downhill rapidly - she died 6 weeks to the day 
that she was admitted into the hospice - however we were called to a family meeting 
with her consultant and nursing team about 2 weeks into to her stay at the hospice - the 
consultant told us that she was not actively dying and that we would have to find an 
alternative place for my mom to go i.e. a nursing home. It caused huge stress on us at a 
time when we should just have been thinking of my mom's needs and spending as much 
time with her as possible.  
 
The consultant was not very sensitive in her delivery of this news either. As a family we 
had to argue our case, which we did so very strongly and in the end, my mom was 
allowed to stay …  but I really feel that the pressure put on us as a family (already in a 
vulnerable place) was very unfair and insensitive. We were aware that there is great 
pressure on the allocation of beds but surely there is a more sensitive way to deal with 
issues like this. And I would question the procedures around this whole issue.” 
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5.4 Correlations 
 
The Sensemaker Software enables the exploration of relationships between different 
questions. The strongest relationships were found between the following signifiers: 
 

 
 
The dark lines show a positive correlation; if this behaviour is present then it is more likely 
that certain other behaviours are present.    
 
The results show therefore that where people feels supported there is a positive 
relationship between their family and close friends being involved and respected, their 
ability to make choices, having timely and appropriate information and clear and sensitive 
communication.   
 
This provides a useful checklist for care providers. Being supportive means: 

a) talking clearly and sensitively 
b) giving timely and appropriate information 
c) involving and respecting family and close friends 
d) enabling individuals to exercise as much choice as possible 
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The pale lines show a negative relationship, i.e. if this behaviour is present, then it is less 
likely that certain other behaviours are present.  The results from the survey show that 
nearly two thirds of the respondents tagged ‘helpless’ and/or ‘frustrated’ as their main 
feeling in the experience they shared. This is a key issue for care providers and professional 
to address.  
 
When people feel they are helpless, they are less likely to have been talked to clearly and 
sensitively, to have been given timely and appropriate information, to have been able to 
make choices they wanted and having family and close friends involved and respected. 
 
There is also negative correlation between feeling frustrated and with family and close 
friends being involved or respected, and with being talked to clearly and sensitively. There is 
People are also more likely to feel frustrated when they do not receive timely and 
appropriate information and are not able to make choices although the correlation is slightly 
less significant (indicated by the thinner lines) 
 
Given the frequency with which helpless and frustrated were tagged as the main feelings 
experienced by individuals, this information is helpful prompt to care providers and 
professionals to review how well they involve family and close friends, enable individuals to 
make choices, provide timely and appropriate information and talk about issues sensitively 
and clearly.  
 
Addressing these four factors may help alleviate the feelings of helplessness or frustration 
that an individual may be experiencing. 
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6. Recommendations 

6.1 Key Themes 

The key themes arising from the analysis are that the majority of people:  

a) Need help to plan for the future  

b) Experience too little autonomy 

c) Feel helpless and frustrated 

d) Value clear and sensitive communication 

e) Value timely and appropriate information 

f) Have emotional and psychological needs that are not met 

g) Would like their family and friends more involved 

6.2 Recommendations 

The respondents to Phase I of the Let’s Talk survey recount good and bad experiences of 

palliative care health and social care services.   

To achieve best practice and realize a holistic person-centered approach to care following 

the diagnosis of any life-limiting condition, user experience must continue to be the 

benchmark against which policy makers and commissioners approach the future of 

palliative care services and policy development across the two jurisdictions  

Based on the results of the survey and the outputs from the attendees at the evaluation 

workshop, the following recommendations are proposed which are aimed at a wide range 

of audiences including policymakers, commissioners, statutory, voluntary and private 

agencies, including AIIHPC, involved in the delivery of palliative care: 

1. Develop practice models which (a) better coordinate care and treatment options and 

(b) reflect the emotional and psychological needs of the individual, their families and 

or carers and support their needs to plan for the future. 

 

2. Build the capacity of professionals to respond to the needs of individuals through the 

development of bio psychosocial competences and communications skills and 

through access to ongoing and appropriate personal supports. 

 

3. Deliver an information and awareness raising campaign targeted at professionals: 

GP’s, community-based nurses and hospital-based consultant teams who are key to 

the identification of patients palliative care needs. 

 

4. Enable individuals to exercise personal choice where possible through the timely 

provision of accessible and appropriate information on palliative care. 

 

5. Develop principles for involvement and formalise support for family, friends or 

others where appropriate, in order to encourage participation in supporting an 
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individual. 

 

6. Promote a wider societal normalisation of planning for the future. 

 

7. Promote public awareness and access to a palliative approach to care for all 
individuals with a serious or progressive condition from which they are unlikely to be 
cured and which may limit or shorten life.  

 
  



 

‘Let's Talk About’ Survey Report  Page 42 of 62 

Appendix 1: Let’s Talk About survey 
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let’s talk about … 

an experience of someone with a 

serious or progressive medical 

condition that is unlikely to be cured.  

Talk about yourself, someone you know 

or someone you knew. 

let’s talk about 

survey  
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Take part in the let’s talk about survey and help us improve people’s experience  

Who is this survey for? 

Are you living with a serious or progressive medical condition from which you are unlikely to be 

cured? Or do you know or care for someone living with such 

a condition?  Or did you know or care for someone who had 

such a condition within the past two years?        

If so, we want to hear from you about any aspect of these 

experiences, good or bad by completing this short survey. If 

you are answering on someone else’s behalf, please do so 

from their point of view as best you can. 

Confidentiality  

As this survey does not require your name, the information 

you provide will be anonymous and not traceable back to you.  Please do not record the names of 

family members, carers, professionals, institutions or organisations in your story. By completing the 

survey you are consenting for your anonymous information to be used with that of others in the 

development of a report. 

Serious or progressive medical 

condition such as an advanced 

respiratory disease, cancer, chronic 

kidney disease, heart failure, a disease 

such as dementia, or another illness 

which is unlikely to be cured 
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We really appreciate the time and effort in telling these stories. You may find that it helps to have 

someone to talk to about your responses to the questions – a friend or family member, or someone 

who provides you with support. 

This survey uses a new way to collect a large volume of information on a nation-wide basis. We are 

sorry we are unable to deal with any specific or individual issues raised. If you have a concern we 

would urge you to raise it directly with the care provider involved.    

Each story is valuable. Hundreds of stories will be powerful. 

Firstly, please tick which of the following best describes you   

I live with a serious or progressive medical condition that is unlikely to 
be cured.  

 

I am caring for, or know someone who has a serious or progressive 
medical condition that is unlikely to be cured. I am answering from their 
point of view as best I can. 

 

I knew or cared for someone who had a serious or progressive medical 
condition within the past two years. I am answering from their point of 
view as best I can. 
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Please describe an experience that made an impact and happened within the last two years which 

shows what it is like to live with a serious or progressive medical condition that is unlikely to be 

cured.  

Write as little or as much as you wish. Do not worry about spelling or grammar. We just want to know 

about an experience. Please do not provide the names of family members, caregivers, professionals, 

institutions or organisations. 

 

 

 

 

 

 

 

 

 

What title would you give this experience?  

Title:  
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Understanding the Experience 

This next section will ask you eight questions about this experience as well as asking you to tick some background 

information. 

The eight questions are in the form of triangles. The eight questions are in the form of triangles. Please mark each 

triangle question to show what best fits your experience. You may mark the spot anywhere on the triangle. 

Examples of triangle questions about the weather 

 

               

Drag the ball within each triangle to where you feel it best describes your story. The closer the ball to any one statement, the stronger that 

statement is in the context of the story. If none of the triangle statements relate to your story, please tick the N/A box. 

 

What is the weather like today? 

It’s a mixture of sunny, rainy, dull & cloudy 

SUNNY 

DULL AND 
CLOUDY 

RAINY 

 

 
 

What is the weather like today? 

It’s a mixture of sunny and rainy. 

SUNNY 

DULL AND 
CLOUDY 

RAINY 

 
 

 

What is the weather like today? 

It’s sunny. 

SUNNY 

DULL AND 
CLOUDY 

RAINY 
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1) In this experience, what was the biggest practical worry? 

Finance or cost of living 

Planning for the future Travel or transport 

 N/A 

 

 

2) What describes how you or the person felt by the care provided 
in this experience? 

Supported 

Frustrated Helpless 
 

N/A 
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3) In this experience, how were any issues talked about by those 
who provided the care? 

Clearly or sensitively 

Avoided completely Used jargon N/A 

 

 

4) In this experience, how timely was the information that was 
given? 

Timely or appropriately 

Too much, too soon Too little, too late 
 N/A  
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6) Which needs were least well met in this experience? 

Emotional or Psychological 

Cultural or Spiritual 
Physical symptoms  

N/A 

 

 

5) In this experience, how in control were you or the person? 

Able to make the choices 
wanted 

Choices were limited Control was in someone 
else's hands  

N/A 
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7) What would you have liked more of in this experience? 

Better information or 
involvement 

Better co-ordination of 
care or treatment 

Better emotional support 

 N/A 

 

 

8) How were the family or close friends treated in this experience? 

Involved or respected 

Forgotten about or excluded Put under too much pressure 
 N/A 
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If you would like to, list up to 3 words or phrases that describe the key themes in this 

experience: 

 

 

1_____________________________________ 

 

2_____________________________________ 

 

3_____________________________________ 
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Background Questions about the Person with the Medical 

Condition 

 

Antrim  (NI)   Monaghan (ROI)  

Armagh (NI)   Offaly (ROI)  

Carlow (ROI)   Roscommon(ROI)  

Cavan (ROI)   Sligo (ROI)  

Clare (ROI)   Tipperary (ROI)  

Cork (ROI)   Tyrone (NI)  

Donegal (ROI)   Waterford (ROI)  

Down (NI)   Westmeath (ROI)  

Dublin (ROI)   Wexford (ROI)  

Fermanagh (NI)   Wicklow (ROI)  

Galway (ROI)     

Kerry (ROI)     

Kildare (ROI)     

Kilkenny (ROI)     

Laois (ROI)     

Leitrim (ROI)     

Limerick (ROI)     

Longford (ROI)     

Londonderry 

(NI) 

    

Louth (ROI)     

Mayo (ROI)     

Meath (ROI)     

Location: County in 

Republic of Ireland (ROI) or 

Northern Ireland (NI) where 

the person with the condition 

lives or lived: 
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Age:                                   Gender:                                               

 

 Ethnic or Cultural  

Background:                                                    

18 – 29 years    Male   White  

30 - 39  years   Female    White   

40 – 49 years    Transgender    Traveller   

50 – 59  years   Prefer not to comment    Any other White  

background 

 

60 - 69  years      Black  

70 – 79  years       Black  

80 – 89 years        African   

90 +       Any other Black 

background 

 

      Asian  

       Asian  

       Chinese   

       Any other Asian 

background 

 

       Any other 

Background 

 

Where was the person living at the time of this experience  

                                                                            

In their own or family members Home   

In Hospital  

In Nursing home  

In Residential home  

In Hospice  

Any other    
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To the best of your knowledge, please tick the box or boxes below which best describes the illness/condition that relates to the experience of 

the person involved  (you can tick more than one box, if applicable)                                                                                                                                                                             

ILLNESS/CONDITION 

                                                                                                                                                                                                                                                                         

 

Respiratory disease which is advanced  (such as COPD, Emphysema, pulmonary fibrosis and cystic fibrosis )  

Cancer  

Haematological Malignancy   

Chronic Kidney Disease  

Dementia  

Frail Elderly  

Heart Failure  

Parkinson’s Disease  

Progressive Neurological Disorders (such as Motor Neurone Disease, Multiple Sclerosis, Huntington’s Disease, Neurological Palsy)  

Other (please specify): 

 

People who were involved in providing care (please tick all that apply)    
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PEOPLE PROVIDING CARE 

 
   

Chaplain  Psychologist  

Counsellor  Radiographer  

Dietitian  Social Worker  

General Practitioner (GP)  Specialist hospital based service  

Health Care Assistant  Specialist palliative care service  

Home help/Domiciliary Care Provider  Specialist community based service  

Medical Consultant  Speech and Language Therapist  

Nurse  Volunteer (Hospice)  

Occupational Therapist   Other (please specify) : 

Pharmacist   

Physiotherapist   

 

 

Thank you for sharing your experience. Your experience along with others will be used to help improve services. 
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Each story is valuable. Hundreds of stories will be powerful 

Write about as many experiences as you wish, but please use a new survey for each experience. You can complete the survey from 

February to the end of May. If you need paper copies of this survey, please email or phone us at the contact details below and provide 

your name and address.  These details will be used for mailing purposes only.  

 

 

 

The role of All Ireland Institute of Hospice and Palliative Care (AIIHPC) is to improve the experience of 

care. The let’s talk about survey will provide evidence of what matters to individuals living with a 

serious or progressive medical condition that is unlikely to be cured, please visit our website for more 

details  www.aiiihpc.org  

  

If you have a query please contact us at +353 1 491 2948or email us at info@aiihpc.org  
 

We comply with all relevant legislation in accordance with the Data Protection (Amendment) Act 2003 (Ireland) and the Data Protection Act 1998 

(U.K.)

http://www.aiiihpc.org/
mailto:info@aiihpc.org
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Appendix 2: Attendees at the Voices4Care Survey Design Workshop 

11/10/13 

 
Arthur Newell  

Marion MacNeela 

Elizabeth Fitzgerald 

Missie Collins  (with Fran Keyes)  

Jean Berry 

Maire Walsh 

Eileen Wright 

Ursula McSweeney 

Anne Molloy 

Carmel Geoghegan 

Mary A Burke 

Carolyn Arnold 

Elizabeth Fuller 

Eithne Frost 

Sally Herbert 

Ciara Burns 

 
 

Appendix 3: Attendees at the Professional Survey Design Workshop 

22/10/13 

 
Ainé Abbott,RCGP NI End of Life Care Clinical Lead and Macmillan GP facilitator, Western 
Health and Social Care Trust 

Geraldine Browne Home Manager, Silverdale Care Home, Castlederg 

Claire Cartin, Primary Care Coordinator, Fermanagh,  Western Health and Social Care Trust 

Mags Clifford Chairperson Irish Association for Palliative Care; Specialist Registrar in Palliative 
Medicine, St Vincent's University Hospital, Dublin 

Catriona Corcoran Clinical Nurse Specialist, Palliative Care,  St James's Hospital, Dublin 

Catherine Dunleavy Director of Nursing , Tara Winthrop Private Clinic, Swords, Dublin 

Kathryn Flood Acting Clinical Nurse Manager 3, Wexford Palliative Care,  Home Care Team 
Community Wexford 

Corrina Grimes,  AHP Consultant,  Nursing and AHP Directorate Public Health Agency 
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Anne Harris Programme Manager, National Advocacy Unit, Quality and Patient Safety 
Directorate, Health Service Executive 

Noreen Holland Assistant Director of Nursing Palliative Care Our Lady's Hospice and Care 
Service/Blackrock 

Derek Johnston Lead Chaplain Belfast HSC Trust,  Northern Ireland Healthcare Chaplains 
Association 

Sheila Kelly , Board Member of Patient and Client Council 

Helen MacMahon Assistant Director of Nursing,  Donegal Hospice 

Anne Marie Marley Respiratory Nurse Consultant, Belfast Health and Social Care Trust 

Caroline McAfee, Senior Chaplain,  Northern Ireland Hospice 

Wini McCausland Ward Manager, Macmillan Unit,  Northern Health and Social Care Trust 

Kevin McColgan Oncology Social Worker,  Western Health and Social Care Trust 

Janis McCulla Delivering Choice Programme, Marie Curie Centre, Belfast 

Briege McLaughin MND Nurse,  Belfast Health and Social Care Trust 

Patricia McLaughlin Respiratory Nurse Specialist,  Letterkenny General Hospital 

Kathy McLoughlin National Audit and Review Co-ordinator (End of Life), Hospice Friendly 
Hospitals Programme,  The Irish Hospice Foundation 

Aileen Mulligan Palliative Care Service Improvement Lead,  Southern Health and Social Care 
Trust 

Maria Mulligan Social Worker , North West Hospice, Sligo 

Carmel O'Donnell Palliative Care Clinical Nurse Specialist, Letterkenny General Hospital 

Joan Regan Palliative Care Consultant , Marie Curie Centre, Belfast 

Daragh Rodger, Advanced Nurse Practitioner - Care of the Older Adult Community/ 
Committee member of All Ireland Gerontological Nurses Association,  St Mary’s Hospital, 
Phoenix Park, Dublin 

Paul Schofield, Research Manager,  Patient and Client Council 

Deirdre Shanagher, Development Officer,  The Irish Hospice Foundation 

Brona Shaw, Regional Lead (NI) 10,000 Voices Project,  Public Health Agency 

Ger Tracey, Palliative Care Advanced Nurse Practitioner,  Our Lady's Hospice and Care 
Services, Dublin 

Margaret Winters, Hospice Daycare Manager, St Francis Hospice, Dublin 
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Appendix 4: Attendees at the Results Interpretation Work Shop 

(19/6/14) 
 
 

Aileen Mulligan PCSNN 

Anne Harris HSE 

Arthur Newell Voices4Care 

Briege McLaughlin MND Nurse, Belfast Trust 

Caroline McAfee Chaplain, NI Hospice 

Daragh Rodger Care of the Older Adult Community, St Marys Hospital 

Deirdre Shanagher Irish Hospice Foundation 

Elizabeth Fitzgerald Voices4Care 

Elizabeth Fuller Voices4Care 

Geraldine Treacy Palliative Care ANP, Our Lady’s Hospice & Care Services 

Joan Regan AIIHPC Management Committee 

Margaret Winters Hospice Day Care Manager, St Francis Hospice, Raheny, Dublin 

Noreen Holland Palliative Care ANP, Our Lady’s Hospice & Care Services 

Paul Schofield Research Manager, Patient & Client Council, NI 

Wini McCausland Macmillan Unit, Antrim Area Hospital, NI 

Corrina Grimes Nursing and AHP Directorate, PHA, NI 

Sharon Foley CEO Irish Hospice Foundation 

Anne Molloy Voices4Care 

Eithne Frost Voices4Care 
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All Ireland Institute of Hospice and 

Palliative Care are indebted to the many 

people across Ireland and Northern Ireland 

who made the considerable effort to take 

part in the Let’s Talk About survey. 

 

All Ireland Institute of Hospice and Palliative Care 

Second Floor, Education & Research Centre 

Our Lady’s Hospice and Care Services  

Harold’s Cross  

Dublin 6W 

Tel: +353 (1) 4912948 

www.aiihpc.org 

 


