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Background
2016 was a special year for The Irish Hospice Foundation, since is marked the
organisation’s 30th Anniversary.

It was also a special year for Ireland as we

remembered those who fought and died for our country in 1916. Anniversaries like
this allow us to pause, remember and reflect on the progress we have made – as a
country, a society, an organisation and as citizens of Ireland.

100 years since our fight for independence, we exist in an age where health
advances, together with improvements in the social determinants of health, mean
that we are living longer. However, one fact remains unchanged over the last 100
years - at some point each and everyone of will die and each of us will experience a
significant bereavement. Over the last 30 years, the Irish Hospice Foundation has
campaigned to ensure that for the 80-100 people who die every day in Ireland, their
death will be as good as it can possibly be.

We believe that achieving excellence in end-of-life care is about supporting each
person to live as well as possible to the end of their lives – so that they can die with
dignity and humanity and those left behind can grieve well. We believe good dying,
good death and good bereavement requires a compassionate society, supportive
state and community services, a public willingness to talk more about dying and
death and what matters to the people we love as well as excellence in health and
palliative care services. There will come a time in our life when we will all need care
through illness, at end of life and in bereavement.

In 2016, we launched ‘Have Your Say’, funded by The Irish Hospice Foundation with
grant assistance from Dublin City Council, Fingal County Council and South Dublin
County Council. It was delivered by The Irish Hospice Foundation in association with
Milford Care Centre’s Compassionate Communities Project. This campaign aimed to
hear the voice of the people of Ireland. We wanted to find out what is most
important to our citizens as they think about living with illness, death and
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bereavement in 2016.

From this information, we seek to reimagine a vision,

captured in a new Irish Charter for Dying, Death & Bereavement in Ireland.
Informed by these views and voices, the charter will belong to the Irish people.

Aim and Objectives
The aim of the project is to develop a charter for dying, death and bereavement in
Ireland. In order to achieve this aim, a number of objectives were agreed:


To develop an online survey tool to capture the views of the Irish people
regarding what they consider to be important about living with advanced
illness, death and bereavement.



To develop a marketing campaign and publicity strategy to maximize
completion of the survey.



To host four Death Café Conversations and pilot the methodology as a
mechanism for the IHF to engage with the public.



To determine the long-term feasibility for the Irish Hospice Foundation to
work in partnership with Milford Care Centre’s Compassionate Communities
Project in order to achieve their respective goals with regard to public
engagement.



To develop a draft charter on dying, death and bereavement in Ireland and to
establish a mechanism to consult with stakeholders regarding the final
charter.

The purpose of this report is to provide an initial overview of the key findings from
the online survey to determine the key themes for inclusion in a charter.

Further, more detailed and thematic analysis of the data will follow in coming
months.
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Methodology
An online survey tool was developed by a small working group and uploaded onto
SurveyMonkey. This tool was piloted with key stakeholders sourced via The Irish
Hospice Foundation and this led to some refinement of the original survey. The final
survey tool comprised of six open-ended questions and some basic demographic
items to capture the respondent’s gender, county of residence and age. The survey
was launched week commencing September 19th 2016 and was promoted via: (1)
ongoing social media campaign via Facebook, Twitter and LinkedIn; (2) promotion of
the survey during palliative care week with a particular focus on 8th October 2016
when #Haveyoursay trended on Twitter following takeover of the @Ireland handle;
(3) a poster and leaflet campaign; (4) distribution of hard copy questionnaires to key
stakeholders1 including 24 NGOs, Dublin Libraries, Members of the Oireachtas,
University of Dublin Students, health conferences in the Midlands and RCSI, Death
Café Conversations in Cork, Mullingar, Tallaght and Dublin city centre ; (5) media
radio interviews and publications and (6) promotion at IHF Death Café Conversations
in Tallaght and Dublin City Centre, Cork, Mullingar and Milford Care Centre’s
Compassionate Communities events. The survey remained open for an active eleven
weeks until initial data collection, but was kept open afterwards to allow others to
input.

Data was collated through SurveyMonkey. Hard copy questionnaires received were
inputted directly into the online system. All data was subsequently imported into
NVIVO for a basic thematic analysis mainly based on word frequencies to provide key
areas to inform the development of the wording for the Charter.

This is an initial report on the data gathered to inform the development of the
charter on dying, death and bereavement in Ireland. Further, in-depth analysis will
be published in coming months.

Profile of Respondents
1

Please see Appendix 1 for full list of survey distribution.
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Response to Survey and media promotion of Have Your Say
A total of 2563 responses were received from a total Irish population of 4,757,976
(Census, 2016). Figure 1 highlights the distribution of responses over time.
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Figure 1: Distribution of Have Your Say responses over time, September 2016 to
January 2017.
During the week of 10th October 2016, the highest number of surveys were
completed (n=1243) demonstrating the positive effect of the ownership of the
@Ireland twitter handle during palliative care week. Death Café Conversations in
both Tallaght and Wood Quay also took place in week commencing 10th October
which may have contributed. A further peak was observed 15th – 16th October 2016
when an article published by The Journal was shared on social media.

The slight peak observed (n=22) during the week immediately before Christmas
reflects postal surveys entered online prior to the Christmas break.
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Table 1 shows is a timeline of media coverage secured for #haveyoursayirl from
when the campaign commenced in mid-September until it came to a close at end of
December. Print, radio and online coverage played a vital role in prompting survey
responses alongside an intensive social media campaign. There was extensive media
coverage throughout the campaign with at least 17 pieces from 26th September
until 24th October when the survey response line graph reaches its peak.

Table 1: Media Timeline: September – December 2016
Date

Publication

Headline

29th

Cork Independent

Death Cafes start to spread like the

September
29th

plaque
Evening Echo

September
29th

Cork people to offer views on death and
dying

Westmeath Topic

Discussion on death

Meath Topic

Discussion on death

Vale Star

Have Your Say

Midlands Radio FM

Mullingar Death Cafe

Westmeath Examiner

Hospice Death Café aims to feed in to

September
29th
September
29th
September
30th
September
1st October

charter
3rd October

Evening Echo

Conversation about death

4th October

Daily Mail

Health/fitness news and events section

4th October

Shannonside Radio

Interview with North Westmeath Hospice

6th October

Westmeath Topic

Coffee morning brings life to the subject
of death

7th October

Intallaght.ie

Have your say at Dublin Death Café
Conversations

15th October

Journal.ie

I regret not talking to my mother about
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her death…
16th October

Westmeath Examiner

Mullingar offers views on end of life at
Death Cafe

18th October

Irish Times

We need to talk about dying

Health+Family
19th October

KFM

Interview with Angela Edghill

20th October

Clondalkin Gazette

Seeking insights on bereavement with IHF

10th November

Radio Youghal

Interview with CEO Sharon Foley

18th November

Age Action

Blog piece

8th December

Clondalkin News

John Curran TD supports IHF death
conversation

8th December

Lucan News

John Curran TD supports IHF death
conversation

8th December
8th December

Rathcoole/Saggart

John Curran TD supports IHF death

News

conversation

Tallaght News

John Curran TD supports IHF death
conversation

10th December

Nenagh Guardian

TD supports hospice

27th December

Irish Examiner

Dying of the light

31st December

Ageing Matters

People of Ireland have their say on dying
& Bereavement...

The majority of respondents (84%) were female. As shown in figure 2, 41% were
aged between 45 and 59 years (Figure 2).
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Figure 2: Bar Chart to Show the Age Profile of Survey Respondents
60% of respondents lived in Leinster (Figure 3). The breakdown per province largely
mirrors the geographical distribution of population in Ireland where 6% live in Ulster,
12% in Connacht, 55% in Leinster and the remainder in Munster (Census, 2011).
Figure 3: Pie Chart to show the province in which respondents reside
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Survey response to Question 1: When I think about living with
advanced illness or approaching end of life, what matters to
me is…
“Being with my family in my own home. Being pain free. Being treated with dignity
and respect. That the person who is dying has all the facilities available to ensure a
comfortable, dignified passing with access given to family and friends to make the
experience as 'normal' and fear-free as possible. That there be as little worry as
possible about access to medications and help. For both the patient and their loved
ones. When the time does come their environment should be as free as possible from
mechanical medical devices, 'hospital' type smells and noises. Not everyone gets to
die in a hospice or at home. Hospitals can be cold impersonal places at such times (I
speak from experience). Loved ones should be able to be as close as possible for as
long as possible. When death does occur and the person has passed family and
friends must be shown that they are not 'in the way'. The need to slow things down a
little is, I think, and again speaking from experience, sometimes not recognised by
those working in the field who are under pressure perhaps, or just professionally
inured to the personal feelings of others.”

2517 people responded to the first question posed in the survey.

The most

commonly discussed topic, cited 511 times, was ‘pain’ followed by ‘dignity’. Figure
4, a wordle, visually summarises the 40 most cited words in response to this
question. Figure 5 graphically shows the top twelve emerging themes, the top five
of which are described in detail in this chapter.
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Figure 4: Wordle to show the most important things that matter to Irish people as
they think about living with advanced illness or approaching the end of life.
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When I think about living with advanced illness or approaching end of life,
what matters to me is…

Figure 5: Bar chart to show the frequency of the 12 most popular themes discussed

Theme 1: Pain
What matters most to people in this survey, as they consider living with an advanced
illness and approaching the end of life, is access to adequate pain relief, ensuring
that pain is well controlled and ideally that they live and die pain free, where
possible.
“To be free from pain.”
“To have adequate pain relief.”

Many described their fear of pain and the perceived impact it may have on both
themselves and their families at the end of life.
“That I am not in dreadful pain.”
“Terrifying to imagine the pain…”
“I often think about how awful it would be to be in a lot of pain, especially if there are
no people around who care”
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Medical support to ensure pain is controlled is considered important by
respondents
“Just enough medical intervention to kill any pain”
‘To have a pain management plan”

However, medical intervention needs to be balanced with the person’s wishes to
maintain their awareness and dignity.
“I want to leave with dignity, preferably pain free”
“To be pain free yet lucid”

The assessment of pain was also discussed:
“asking me how I am, rather than do I have pain...there can be many types of pain
other than physical when approaching the end of life. These small mercies are as
important as pain relief and symptom control”.

Theme 2: Dignity
Being treated with and maintaining dignity, matters to people as they consider living
with an advanced illness and facing the end of life. The word dignity was often
discussed in the context of choice, control or respect.
“Remaining in control of my life, making decisions about what happens to me and
being allowed to keep my dignity”
“Dignity and choice”.
“To have dignity and grace”
“I would want comfort and dignity at all times.”
“To be treated as an intelligent adult, to have a say in my care, to talk about it and
make decisions about it and to be allowed to die with dignity”.

To concept of “dying with dignity” was referred to 52 times within Question 1 and
was sometimes referred to as part of a discussion regarding euthanasia and choice.
“Dying with dignity and respect. If I have a long term illness and was at a stage
where I no longer had any quality of life I would like there to be an opportunity for
12

me to have made a decision to end the suffering again for my own dignity and
respect and for my family”.
“Dying with dignity, being pain free & choosing when, where & how I die, if possible”.

For others dignity reflected a need to have access to adequate services and
supports:
“Dying with dignity in my own home and not having to fight for services.”

Dying with dignity was also associated with not wanting to undergo futile medical
intervention:
“Dying with dignity, and not being kept alive with machines when there's no hope”
“To die with dignity and not prolong life without serious consideration given to
quality of life. With advances in medicine it appears that the focus is on prolonging
life regardless of the consequences or the quality of life that person will have. If I
don't have the capacity to make a decision to withdraw care I would like my family to
be protected in making that decision in my interest. I would like to be at home
surrounded by family and friends.”

Related to the concept of dying with dignity is euthanasia, a term referred to
specifically just 8 times in the 2517 responses in this section.
“I would like to have the choice of euthanasia”
“How it will impact those I love, what a burden of love it would be! The loss of dignity
and what steps I could take to counteract these issues, I think about Euthanasia a
lot.”
“With a history of Alzheimers in my family I am hoping that Euthanasia will be
available in Ireland if I am unlucky with my genes”
“I have MS and so I have thought about this a lot and what matters is having access
to euthanasia.”
“Having control over my own mortality. I want to leave this life when I choose; I want
the option of euthanasia”.
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Theme 3: Comfort
Comfort matters to people when they think about living with advanced illness or
approaching end of life. For this question in the survey, the word ‘comfort’ and
stemming words such as ‘comfortable’ were cited 314 times. Respondents
described how they want to be comforted at the end of life and to also feel
comfortable:
“Being surrounded by those I love - and being as comfortable - and comforted and
reassured as possible.”
“Being comforted and not scared.”
“Whether there is an afterlife, not being a burden to my family, being safe,
comfortable and warm my comfort and that of my family and close friends. My
family will be affected by this event as well”.

Feeling comfortable was associated with being pain free, being with family, being at
home or in an environment considered to be calm and peaceful, as well as being
around people who accept the person’s illness and eventual death.

Theme 4: Care
The theme of care was discussed 267 times by respondents to this question. There
was a considerable emphasis on ‘proper care’ that was adequate, professional and
compassionate. Many people spoke about their reluctance to involve their children
and families in direct personal care.
“Adequate medical care provided with practical compassion.”
“Having proper care so my family doesn’t have to do it.”
“Clear information, expert care, home comfort and close companionship.”
Some respondents discussed the importance of care for their families, particularly
children, and sometimes pets.
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“Making sure my children will be cared for and provided for when I am gone”. “That
my children will be taken care of emotionally, physically, and their home remains
their home! That none of my loved ones are left out in any way! My animals are kept
safe and treated as well as I've always treated them!”

Theme 5: Being at Home
The importance of home as the person’s preferred place of care was referred to 258
times.
“Quality of life and being at home with necessary supports to do so. Being with my
loved ones in a non-hospital environment”
“Being at home surrounded by my family. As I had the privilege for caring for my
mother at home where she did my insight is informed by real life experience”.

Being at home was associated with comfort, being with loved ones, warmth, safety,
familiarity, autonomy and control.

Dying at home was discussed explicitly fifteen times within the 2517 responses and
this may suggest that people value being at home, whilst facing the end of life, of
most importance (as opposed to necessarily dying there). However, for some both
living and dying at home is clearly very important.
“To be able to live at home. Die at home”.
“Being at home as much as the illness allows. Being able to die at home”.
“Being able to stay at home for as long as possible and preferably being able to die at
home with my family with me”.

For a minority of people, there was a concern that whilst they wanted to die at
home, that it may not be a realistic option for them and they worried about who
would provide care and support:
“Who will care for me? Can I stay at home? How will my family manage?”
“Where I will be? On my own in a nursing home, a trolley, a hospice?”
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Others mentioned that whilst being at home was their preference, it may not be
possible, but that they were ‘ok’ with this and recognised that being cared for at
home could present a challenge for their families.
“Being in the familiar and comfortable surrounds of my own home but mindful of the
impact this would have on my family. My granny, mother and aunt all remained at
home so I know how much, after a loved one's death, it means to those left behind to
be able to accommodate this, while being aware of the physical, mental and
emotional strain it also brings before the event.”
“That I am free from pain, at home (if possible) but as a single person I don't think
that would be feasible as only have one sibling in Dublin and she would not be able to
care for me, due to her family”.
“While remaining at home (with appropriate home care support) is the ideal, I would
want to go to hospital/hospice if things become too onerous or impossible for my
family to manage”.

Ensuring that access to medical support and care services was considered important
both for the person who is sick and also for their family.
“Having family close, being at home if possible but with access to medical care.
Having support got for my loved ones. Being in control”.
“It matters to me that I am comfortable and am as free as possible to live my life
without pain. I would like to be able to talk to someone about my impending death
to relieve any anxiety that I may have. I would like that my family would be helped to
talk about my death also so that we can move on to living what is left of my life and
not have that elephant in the room which is always the case when things have not
been discussed openly. I would like to be in nice surroundings preferably at home
with appropriate care. It would be a really good thing if there was a dedicated
pharmacy phone number available in case at end of life drugs are not available when
doctor calls at times outside pharmacy hours. This would give me the confidence to
continue living right up to when I die”.
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Other Themes of Importance
Hospice and Palliative Care
Hospice was specifically mentioned 28 times in total within this question, and
palliative care 9 times:
“Having a palliative care team that are all communicating effectively to ensure
continuity of care and that a hospice bed would be available if required”.
“Would like to think that I will have comfort, peace and support for my family with
the help of local palliative care team”

For those discussing hospice and palliative care it was described positively and was
associated with compassion and expertise.
“My husband died in a hospice where he had his own room for privacy but with
access to a garden and nice, bright common areas to meet visitors or just watch TV. I
could bring him out during the day for some fresh air and a coffee in a nearby coffee
shop so he could watch the world go by. The staff and volunteers were clearly
comfortable with illness, dying and death and that made the whole process so much
easier to deal with and made him so happy and relaxed in his final days. That is what
I would like for me...”
However, concern was expressed that beds may not be available or that care would
not be provided locally and this was a source of questioning for some respondents.
“[What matters to me] is the availability of local hospice care”
“Are the facilities available locally for support?”
“Will I have an option to die where I wish or will it be the case no space (hospice)?”
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Points of relevance to the Peoples Charter on Dying, Death and Bereavement
I want to live and die in an Ireland where:
 I can get relief from pain, no matter where I am being cared for or what
condition I have.
 I am treated as an individual, and my wishes, choices, and beliefs are
respected.
 I and the people who care for me can get the practical services and support
that we need.
 I can die, surrounded by people I love, in a calm, comfortable place – in my
home, if at all possible.
 I am supported to stay in control of my own decisions.
 My dignity is respected and maintained to the end of my life, and after my
death.

18

Question 2: To have a ‘Good Death’, each person deserves…
“Dignity, time and space for family and friends to visit and good palliative care. Some
spiritual assistance too if the person so wishes. Would be good if there was honesty
about the dying process (if the person wants that) - support and guidance for close
family would help that. As the end approaches all that matters is love.”

2452 people responded to this question. The emerging themes were very similar to
those in Question 1; however dignity was discussed more frequently than pain when
considering a good death specifically (Figure 6 and Figure 7).

Figure 6: Wordle to show the things that matter to Irish people as they think about
a good death.

As before, care remains in the top five themes however respect has emerged as
something of significance to respondents, along with family. These two new themes
are now discussed.
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Figure 7: Bar chart to show the frequency of occurrence of the 10 most popular
themes discussed.

Theme 6: Respect
The word ‘respect’ was used in several different contexts. Most frequently, it was
discussed in relation to having the person’s wishes respected, or coupled with the
word dignity, or being treated respectfully by caregivers.
“To have their previous decisions respected even when they can no longer make
decisions themselves.”
“Choices, access to best end of life care. Treated with dignity and respect.”
“To be treated like it matters. To be treated not just as a number but as a special
person and is loved by family and respected by the health carers”.
For some, the focus on respect, centred on a desire for others to respect their
religious or spiritual beliefs.
“to understand their medical condition, treatment, prognosis etc. To have a clean
quiet space with access to nature through light, flowers, plants. To have their belief
system respected - especially when not traditional catholic - and provided for in ritual
spaces. To have had access to good legal advice about inheritance”.
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Others focused on respect in the context of communication and disclosure.
“Respect, be given the truth (to the extent that I ask for it- if I don't want to know I
am dying, I won't as). If I do want to know- then I will ask). Cover-ups or
downplaying realities, while understandable, are not in my view respectful. Also
being surrounded by one's nearest and dearest, as well as being as alert but pain
free.”

Theme 7: Family
Being surrounded with and supported by family at the time of death was considered
to be very important for respondents in the context of thinking about a good death:
“Pain relief, care and their friends and family around them to help them through their
journey.”
“Respect, comfort, family near, peace”.
The environment within which a person spends time with their family at end of life
was also considered important:
“Their own room with family and friends available to come and go as they please and
to have no pain”.

Some also emphasized the importance of the family feeling supported and having
adequate access to support after the person’s death and being free from financial
strain:
“Dignity. Love. Compassion. Someone objective who has been through the process
beforehand to help the family cope with the loss.”
“To be pain free and free from worry about their family's financial situation after
they have gone.”

Points of relevance to the Peoples Charter on Dying, Death and Bereavement
 Family and friends are supported during my illness and after my death
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Question 3: When I think about grief, bereavement and loss
what matters to me is…
“People listening..remembering the person at birthdays, anniversaries and at many
other times over many years. People and support disappear very quickly...think many
don't know what to say, therefore they say nothing and avoid the bereaved. I lost
most of my friends when my son died.. and even family members forget his
anniversary and birthday..and never mention his name at family gatherings etc...very
hurtful..........I often wonder will the same thing happened when I die...who will
support my other children? When my husband and I separated it was a major loss
and again family don't ask how I am, same as before”

“That I did all in power to give my mam a good death. The support my mam and
family got from the hospice nurses and the Irish Cancer Society night nurse to give us
the support and confidence to care from my mother at home in her final days gives
me huge strength and in a funny way, pride. A neighbour said to me about my family
'you were all attentive it was wonderful to see' that phase stuck with me and helped
me so much during the dark times. For my family being able to keep my mam at
home in her finals weeks was lovely and we couldn't have done it out with St Francis
hospice nurses or the Irish Cancer Society”.

“That we have a public awareness campaign so that people know what is actually
normal. That people allow time and space for people to grieve. Workplaces need
better policies. That children and families with children have the support they need.
The funeral grant should be restored”.

2324 people responded to Question 3. As highlighted on Figures 8 and 9, what
matters most to a person when they think about bereavement and loss is support.
Interestingly many people who responded to this question included reflections on
the positive and negative elements of their own bereavement experience.
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Figure 8: A Wordle highlighting the 40 most frequently words used to illustrate
what matters most to Irish people when they consider bereavement
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Figure 9: Bar Chart to show the 10 most frequently occurring themes regarding
what matters most to Irish people when they consider bereavement.
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Theme 8: Support & Family
Support is of paramount importance to respondents considering bereavement and
loss, including the support of children. They acknowledged that support may come
from multiple sources including family, friends, employers and colleagues and
professionals.
“Employers and colleagues need to support those grieving. I was summoned back to
work the day after my mother’s funeral and nobody asked me how I was. Nobody
mentioned what had happened. I was in turmoil and desperately sad and shocked
and nobody even spoke to me. There was no humanity. After being through
bereavement I have a better understanding and try to support those touched by loss
by listening to their story and their needs. Greater awareness is needed about dying,
loss and grieving”.
“There are people around to help you through these things. From personal
experience a professional stranger is a good support. I went to them twice and found
that the service - where you can unload all of your thoughts and concerns - was just
what I needed”.
“Care and support for my family, friends .... being able to talk openly about their
feelings and for those quiet ones who internalise giving them opportunities to talk,
feel and grief. Everyone needs someone/thing/way to cope. Importance of showing
up, shutting up and being there for those who grieve”.

Whilst professional support was discussed as being important and valuable, it is clear
that most people wanted the support of family and friends or someone who had
been through a similar experience. Often just to know that other types of support
are available is enough.
“That it is a natural process of living and the support of compassionate friends is a
great bonus”.
“Making it a more acceptable and talked about subject. Support in the days and
months after from friends and other family members. Being allowed to grieve openly
and not just in the few days after the funeral. Contact details for support groups”.
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The type of support required is often simply being present, listening and allowing the
person to express their feelings and emotions or simply saying the deceased
person’s name.
“That the support of the community and family extends beyond the first few weeks
and months and people realise the importance of hearing our loved ones name and
having their birthday and anniversary remembered... And be told about it!”
“Having someone to listen to me, being able to talk & cry & be angry if needed & not
to be judged for having these emotions.”
“Openness, crying, talking about that person in the present. People acknowledging
the life of the person not pretending they never existed.”

Theme 9: Time to Grieve and Talk
The importance of giving people adequate time to grieve and talk about the person
who has died and their feelings was considered to be very important. Practical
support was also appreciated.
“Bereaved people who are open about their feelings of loss seem to experience many
feelings in common, but grief can hit people who do not expect to feel it in unexpected
times/ways. People in families and friendship circles who are bereaved should look out
for each other for a long time and not assume people who seem to be handling
bereavement well are fully and will remain fully OK.”
“That I am allowed and supported in grief, given ample time to 'come to terms' with
the new reality and that I did everything I could to make the death of the person as
best as it could be for them”.
“The sharing of memories of the deceased and remembering the good stuff. As well as
a real understanding from friends and co-workers in terms of grief in the months and
weeks after death”.
“As a bereaved person, for my beliefs in an afterlife (or not) or reincarnation (or not) or
dissolving into the universe (or not) to be respected. For the body of my loved one to be
handled with care and dignity. For 'someone' to be there for those awful decisions, like
burial or cremation, etc. And a cup of tea and a lift home so I'm not a danger on the
roads, driving through tears”.

Of particular importance is the need for improved awareness in the employment
context with regard to coping with loss.
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“Being allowed to grieve and still try and put your life back together again, so if you
do go back to work after a loss you are supported. Supports are so important. So I
suppose to sum up, space and support”.
“Spending time with family and friends. Being able to take the time to heal, whether
that's at home or in a care facility immediately after the event or later in relation to
work and life in general. We need a bereavement friendly culture in work and
society”.
“Knowing that it takes time and energy to wade through it all and you must make
allowances for yourself and other family members on the way. Work bosses and
colleagues need to understand that their support may be more required after 6
months more so than at the initial stages”.

It was recognised that people often do not find offering support, and talking about
loss to be easy
“I hated being the only one to say his or her name.”
“Being able to talk. The discomfort of others when my dad died and the assumption
that I was strong and would be ok meant that I felt alone and had no one who really
wanted to listen”.
“Being allowed to talk about it as an Irish person who lives abroad I would say we
still do it well here. My friends in the UK were almost afraid to talk to me after my
dad died. They thought they were being polite, I thought they were being rude.”

Theme 10 Notably difficult circumstances
Some respondents took the time to draw attention to situations where they found
living with loss particularly difficult. This included where a person has experienced
multiple loss:
“I'm scared it's not something people like to talk about. I'm in my thirties and I've lost
my baby, experienced suicide of someone very close to me ….. my dad died just after
my baby was born……. and yet 8 years on from my last bereavement no one ever
mentions what happened and do I need to talk? And yes I get scared about dealing
with this type of silence and I'm worried for my children. Also grief is very hard.”
A perceived lack of supports for widows:
“The appalling lack of support for widows. There are support groups for addicts,
bereaved parents, those bereaved by suicide, mental health but absolutely nothing
for widows”.
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The need for support for people living with Alzheimer’s Disease:
“That there is appropriate support for the person who is at the end of life but also for
family members and carers. Particularly in long term illnesses such as dementia,
there is practically no support for family members except for the efforts of the
Alzheimers society, who have stretched resources. Dementia is a living death and is
devastating for all involved, the family go through the stages of grief for years on end
and there appears to be no end to the grief. I would like to think this could be
identified as an area that needs to be addressed”.
And finally respondents noted a need for bereavement information and support for
those who die suddenly e.g. by suicide or in a road traffic accident.

Points of relevance to the Peoples Charter on Dying, Death and Bereavement
I want to live and die in an Ireland where:
 I can prepare for what lies ahead.
 I can get information to understand what is happening to me.
 There’s support to help me cope with worries or distress.
I want to grieve in an Ireland where
 People understand grief and do not avoid thinks or talking about it
 People get space and time to grieve, to talk and to remember.
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Question 4: In my community we could support the dying and
bereaved better by…
2224 people answered this question. Figure 10 shows visually the most frequently
occurring words with regards to respondents considering how their community
could better support the dying and bereaved.

Figure 10: Wordle to show the most frequently words by respondents considering
how their community course support the dying and bereaved better.
Again, the most important theme emerging is the need for support from people, for
people in their community whilst a person is dying, at the time of and shortly after
death and through bereavement.

Many concrete suggestions were offered regarding what people in communities
could do to support people who are dying or who have been bereaved. These
included:


Raising awareness of supports and information available.
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Access to low cost non-denominational bereavement support and
counselling.



Media campaign to enable people to understand more about bereavement,
supports available and how to support others.



Community gatherings to facilitate open conversation and remembrance
rituals.



Planting of memorial gardens.



Offering 24-hour high quality access to healthcare services including hospice
and homecare.



Advance planning resources and supports.



Volunteer networks offering practical support.



Neighbourliness.



Helpline.
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Question 5: When I think about serious illness, death and
bereavement I worry most about...
“Dying. The fear of being alone. The fear of the unknown. Leaving my family. Panic
attacks. What I leave behind. A guilt. Missing life. Never living again. Dying too
young. Worrying too much. Not enjoying life as much as I should. Can I afford to die?
Will my family be ok?. Have I done enough for them and did I make them proud?”.

Figure 11: What worries Irish people most about serious illness, dying and
bereavement
2231 people responded to this question. Figure 11 shows that the biggest worry
centres around the person’s family both from the perspective of concern for those
who are left behind and how they will cope with the loss, and who will care for the
person’s children, as well as concern regarding how the person who is dying will feel
as they leave their family.
“Not having my opinions and wishes adhered to. Worried how my family will cope.
Extremely worried about what will happen to my disabled adult child. Concerned
that I would be lost to a diagnosis. Concerned that there are not enough supports to
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help in times of bereavement, one time people wore black for a certain amount of
time, others could see and respect that a person was bereaved”.

“Leaving my young family behind and how they will be. Also that death might be very
painful. I don't worry about being bereaved as it always has to be faced. You just
have to cope with that”.

“Family and leaving them. I would talk about things with them and let them know
my wishes (have always told my godsons as have no kids of my own, that I want to
be cremated and my ashes turned into jewellery for them to wear so they could keep
me close) they are disgusted and know I am joking.”

This is followed by worries about dying in pain (n=456), similar to the concerns
expressed in Theme 1 and dying alone (145).

“Dying alone. Like my mother did.”
“Pain. Poverty. Homelessness. Being utterly alone. Being helpless. I want to know
what to do ...”

Points of relevance to the Peoples Charter on Dying, Death and Bereavement:
I want to live and die in an Ireland where:
 Death is talked about and not hidden away
 Family and friends are supported during my illness and after my death
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Discussion
The aim of the #Haveyoursay survey was to inform the development of a Charter for
Death, Dying and Bereavement, reflecting the voice of the people of Ireland. The
large volume of responses (n=2563) from across the country was very pleasing, and
the survey is the largest known such study of Irish opinion on this topic, at this point
in time. Furthermore, such a response was achieved within a mere 11 weeks.

The response rate peaks coincide with planned social media activity, demonstrating
both the power and impact of social media to engage citizens positively around the
topic of end of life. Whilst the geographical representation of responses broadly
reflected CSO population data, we recognise that the male voice, and the voice of
older people are somewhat under-represented in the data.

The level of

completeness of the survey with 2231 of respondents engaged until to the very last
question, suggests that the survey design was appropriate and the questions were
relevant to the public.

It is clear the people of Ireland want their say on dying death and bereavement. The
data was used initially to compile the first ever Irish Charter on Dying Death and
Bereavement – the first draft of which is included at the end of the report. It is likely
to be adapted over time. A Charter is generally used as a rallying call – to alert
people of the standard to be expected from a state or a service and secondly as a
discussion point – to engage people of the subject of dying death and bereavement.
The Irish Hospice Foundation will use this charter to further engage individual,
communities, organisation and the health services on the topic of dying death and
bereavement.

This report is but a first initial draft – there is so much data within the survey
responses that warrants further analysis. The IHF will complete that analysis in the
coming year.
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The initial analysis of the feedback indicates that most people want to be pain free,
to be treated with and to die with dignity, to feel comfortable and cared for, ideally
at home. This echoes those findings from previous studies conducted by The Irish
Hospice Foundation2. Furthermore, the right for people to be treated with dignity
and respect as a marker of a Good Death is something that the Irish Hospice
Foundation has advocated for in a number of its programmes over the years,
including the Hospice Friendly Hospitals Programme, Changing Minds and the Design
and Dignity programme. A literature review of this theme will be published in the
coming months.

Findings from the survey specific to bereavement offer an in-depth insight into what
is considered to be most important for those who have experienced bereavement,
and when considered in the context of the feedback to the question specific to
community, there is a clear call from the Irish people that they want to live in a
‘Compassionate Ireland’ where they have access to information and support from
within their community.

Surprisingly, the issue of euthanasia was discussed by only a handful of participants
- despite a commonly held perception that it is a topic of high public concern. There
was very little feedback with regard to hospice and palliative care services
specifically, but a lot of responses inherently referred to the services provided by
palliative care - pain and symptom relief, dignity in care, and care for family .

There were themes running through the responses to the questionnaire which were
not question-specific. These include:


dementia and end of life



health service waiting lists and A&E overcrowding as they impact on people who
are dying or bereaved



financial pressures at end of life and in bereavement

2

Weafer, J. (2014) Irish attitudes to death, dying and bereavement 2004-2014. Dublin: Irish Hospice
Foundation
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pressures on home care and on carers



long-stay residential care and nursing homes



childhood bereavement



loneliness



the need for compassionate communities

These, and all of the other issues arising from the data, will form the basis of further
analysis in coming months.
These findings resonate with the Irish Hospice Foundation’s advocacy agenda and its
recent submissions to Government. 3

The IHF continues to challenge the Irish State to;


Ensure everyone has access to the best care at end of life and in
bereavement through a political and public policy commitment to a strategic,
responsive, population-wide approach to end of life issues;



Ensure the health care system delivers best palliative, end of life and
bereavement care in all care settings.

Finally, the results give further evidence and credence to the IHF’s assertion that
dying is everyone’s business, that everyone deserves the best care at end of life
and in bereavement and that this requires a population-wide, whole society
response to dying death and bereavement.

Irish Hospice Foundation
October 2017.

3

Dying is Everyone’s Business: Pre-Budget Submission 2018: The Irish Hospice Foundation
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A People’s Charter on Dying, Death and Bereavement in Ireland
The key themes emerging have been reviewed by The Irish Hospice Foundation and
a Charter for Death, Dying and Bereavement in Ireland has been developed.
In 2016 the Irish Hospice Foundation asked people living in Ireland what they think is
needed for a good death, and for healthy grieving. We collated their views into this
Charter.

A People’s Charter on Dying, Death and Bereavement in Ireland
I want to have a good death.
I want to live and die in an Ireland where:
 Death is talked about, and not hidden away.
 I can prepare for what lies ahead.
 I can get relief from pain, no matter where I am being cared for or what
condition I have.
 I am treated as an individual, and my wishes, choices and beliefs are
respected.
 I, and the people who care for me, can get the practical services and
support that we need.
 I can get information to understand what is happening to me.
 There’s support to help me cope with worries or distress.
 I can die, surrounded by people I love, in a calm, comfortable place – in my
home, if at all possible.
 I am supported to stay in control of my own decisions.
 My dignity is respected and maintained to the end of my life, and after my
death.

For the people who matter to me, I want Ireland to be a country where:
 People understand grief, and do not avoid thinking or talking about it.
 Family and friends are supported during a loved one’s illness, and after
their death.
 People get space and time to grieve, talk and remember.

Inspired and motivated by the nearly 2600 people living in Ireland whose views are
distilled in this Charter, the Irish Hospice Foundation will continue to strive for the
best care at end of life, for all, so that everyone in Ireland can live as well as possible
to the end of their life, in a compassionate society and a supportive State.
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Appendix 1
Survey -Hard copy distribution
Approx. 20 samples given to civic and NGO groups
 Age Action
 Sage
 Active Retirement Ireland
 Age and Opportunity
 Irish Countrywomen's Association
 The Wheel
 Care Alliance
 The Alzheimer Society
 Alone
 Age Friendly Ireland
 Nursing Homes Ireland
 Active Ageing Partnership
 Third Age Ireland
 Senior Citizen's Information
 Home Community Care Ireland
 Family Carers Ireland
 Volunteer Ireland
 Irish Cancer Society
 The Irish Men's Sheds Association
 MS Ireland
 Disability Federation of Ireland
 Distributed through Compassionate Communities
 Dublin libraries
 Distributed at 4 death cafes
 Senior Citizen’s Group
 Trinity (Student’s Union)
 Various staff conferences/workshops (Midlands Hospital, CSI- Royal College of
Surgeons etc)
 Members of the Oireachtas
 Letterkenny Active Retirement Club
 Crosscare
 DIT (distributed at Death Café)
Soft copy distribution
 IHF staff
 Link displayed on IHF website
 HFH network
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Add placed on Activelink
Age Action, Sage, Active Retirement Ireland, Age and Opportunity, Irish
Countrywomen's Association, The Wheel, Care Alliance, The Alzheimer Society,
Alone, Age Friendly Ireland, Nursing Homes Ireland, Active Ageing Partnership,
Third Age Ireland, Senior Citizen's Information, Home Community Care Ireland,
Family Carers Ireland, Volunteer Ireland, Irish Cancer Society, The Irish Men's
Sheds Association, MS Ireland, Disability Federation of Ireland, St Vincent de
Paul,
Various social inclusion officers nationwide (Dublin City, Leitrim, Donegal,
Galway, Cavan, Monaghan, Roscommon, Sligo, Mayo County Council Community
Office)
Age Friendly Coordinators (Fingal, Galway)
Libraries, Bishopstown, Sligo, WIT,Donegal, various Dublin libraries (11)
Citizens Information Centres (Tallaght, Liberties, Carmelite, Dublin City North
west)
Universities/Colleges etc (DIT, Trinity, UCC students Union, CIT); Dún Laoghaire
Institute of Art,-Design + Technology, Ballyfermot College of Further Education,
Kylemore College, Liberties College, Institute of Technology Tallaght, Griffith
College Dublin, Law Society of Ireland, Mater Hospital, St Vincent’s Hospital,
Cappagh National Orthopaedic Hospital, NCAD, UCD, TCD, DCU
Community groups,
An Cosan, The Quakers
Age Friendly Sligo (through PPN)
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