
 

What Matters Most 
 

Talking with people who are 

nearing the end of their lives  

 
 
 

Making Waves / OPEN FUTURES in 
collaboration with the Association of 

Palliative Care Social Workers  
 
 
 

December 2015 – JANUARY 2016 
 
 
 
 

Julie Gosling and Caroline Fox 
 
 



A man in his eighties attending a hospice day centre 
 
L 
Important to me are my wife and children and grandchildren 
and my two sisters. We are a close family and always have been. 
I have 5 grandchildren one teaching in China, but she’s coming 
back because the smog’s so bad over there. 
 
I love my home and it’s where I have chosen to be.  I have a 
hospital bed downstairs and they’ve made everything just right 
for me to be at home. A lot of things that I used to enjoy I just 
cannot do physically anymore – my greenhouse for example, 
where I grew cucumbers, tomatoes and peppers. I had to give a 
lot of things up, things that I used to enjoy and yes I’ve had my 
unwise habits, in the past, I used to smoke for example, but not 
anymore.  
 
There’s not much of importance coming up in the future, not 
really. Well there’s my wife's birthday in September. But, here’s 
a thing! We received a card on our last wedding anniversary but 
my wife and I hadn't remembered the day when it came. Well, 
we are 53 years married! 
 
I am talking openly about what lies ahead with those who are 
the right age to hear it. The older grandchildren know, they’re 
the right age, but my grandson who is 8 only knows I am poorly.  
I don't talk to him about the future. But I’m not doing too bad, 
six years ago when I had my last operation, one doctor only gave 
me till February 2014!! 
 
The health people are great. We talk about everything, I have a 
palliative care nurse, a nurse for my breathing and the other, 
what do they call them, district nurses, they come fortnightly. 
They call me and ask if I am alright and if I am ok.  And I can tell 
them to come or not to come.  



I know all the drugs. I like where possible to stay at home rather 
than hospital and the drugs I would get in hospital are in a safe 
place at home. It is important to me to be at home. My palliative 
care nurse, she a right card, and now she‘s gone and left me! 
She was only about five foot and I towered over her. I used to 
pull her leg, have a real laugh and a joke and she was very, very 
helpful. I hope the next one’s as good! Some of the nurses go 
out of their way to pick the prescription up from the GPs and 
even take it into the chemist. That’s really going the extra mile. 
 
I’ve had a faith minister visit me and a vicar and another lady. I 
can talk with them if they want to but I don’t know if it’s helpful. 
Well, I do have faith, I am not an atheist, but its personal. 
 
Any decisions that need to be made are discussed between my 
wife and myself and then with the professionals. That’s how we 
want it. And it will be my wife who makes decisions for me, 
when I’m no longer able. But I have it all written down, things of 
importance to me. It’s all written down. For instance, I don't 
want resuscitation. My wife and I made that decision. And I 
know I can change my mind at anytime.  
 
I had trouble with my back, worst pain in my life and I saw a 
consultant and when she saw how I was she brought me here 
for a scan and it showed up I had a fracture in my spine.  So I 
choose to come here, it’s where I like to be. 
 
It’s not like being in hospital here, the television is free, that’s a 
big saving in a week, compared with hospital television; and you 
got the restroom, there’s alcohol, soft drinks, free tea, coffee. 
Some people still go out for a smoke – it’s too late for them to 
worry, too late for them anyway!! You suit yourself at this point.  
 



I got rid of my car. I wasn’t happy to drive in my condition, it 
didn’t feel right, didn’t want to have an accident, so I use taxis 
now. We had a caravan down the coast at Winthorpe. But I 
knew I couldn’t do it anymore so I sold it. 
 
I want other people to just be normal with me, UI don't want 
sympathy off anyoneU. It drives me mad when they look at you 
with pity in their eyes, or don’t know what to say next.  
 
Some people find it awkward to talk to me, friends, people I’ve 
known for donkeys years. I used to run this club - I’m president 
now. I rung one of them up about something. And they said ‘Oh! 
Oh! Oh! It’s YOU ....’  and then nothing.  They seemed frightened 
and not knowing what to say next.  
 
Last week I was told my niece who is 59 has aggravated lung 
cancer. How do I talk to her? I don’t know what to say! 
But yes, as you suggest, I can give her my experience, help her 
with making decisions, getting money from the State, tell her 
she Umust Uget a McMillan nurse.  
 
Do you know I get money from government, the government 
are paying me to die!! 
 
I rung the mobility allowance and told them why I can't drive 
and they are going to get me extra money for that. I need it to 
sort out my bathroom so I can use it. My wife’s disabled too so it 
will help us both. And do you know, I have somebody helps me 
with my bathing? He is smashing. He does everything for me, all 
that needs to be done, everything. 
 
My bedroom is like a hospital room with a hospital bed and 
trolley for eating, I have everything I need. It makes me feel a lot 
better. I have to pay care of course, it’s a means tested service.  
 



 Support from nurses and carer is wonderful. Do everything for 
me. Some days I have like a bed bath, other days it’s a shower. 
He is responsive to my wishes. I have a chair lift, another £2000.  
 
Since six years ago I cannot fault any of the care I have had, 
doctors, hospital, care workers, nurses. My chemist gives me 
what I want each month. He’ll phone me up, even drops it to 
the house for me. Everyone has been wonderful. 
 
Sometimes when people don't know what to say, I do find that 
difficult, but these days I don't get out much, so I see less of folk. 
I come here too and family visit, my son is living with us at the 
moment. I’ve got to know people here, there’s always someone 
to talk to. I used to love pool, but can't do that now. So I watch.  
Sometimes one of the helpers or volunteers will ask me ‘are you 
alright on your own?’ And I nod my head and say ‘yes I’m fine.’  
If I am sat here all on my own, I’m happy sat here watching the 
world go by.  
 
There are activities, pot painting and the like, it’s not for me and 
so I don’t do it. I really loved playing pool but I have to be so 
careful with my back. I can think of a lot of things I still want to 
do, like my greenhouse, but I physically can't do it anymore, my 
son looks after it now, tomatoes, cucumbers and pepper. 
 
I liked the fish pie we had last week – I’d pay good money for 
that outside. What’s today? Rump steak? Ha Ha! Fish pie’s best! 
(the food server orders it next week for him.) 
 
I can’t think of anything more they could do for me at this point. 
Nothing else at all! It is there, all there, 110percent! 
 
Now I’ll make you sit up! I picked my own music for funeral. 
What do you think about that!  



I picked 633 Squadron going in and the Dambusters for going 
out (not that I’ll be going out of course but the rest of them 
will!)  I know you recognised Eric Coates’ music, but do you 
know who wrote 633? Ron Goodwin! I worked on Eric Coates 
house and I put a plaque outside. I like those old films. I don't 
want these modern films they are absolutely crap. I like a story.  
 
And I watch Yesterday, a channel on free view, I watch all the 
programmes about the war. I think it's sad how some poor 
buggers suffered.  World War II was a bad war. I won't have 
anything to do with Germany. I don't know how I can forgive. I 
think we owe a lot to the Japanese, they brought Americans into 
the war. That’s what saved us. We were going to lose that war. 
 
The Story Of My Life?  
 
I love talking to people. 
I can talk forever more! 
 
 
 
Feedback on the interview: 
 
Terrible! 
Ha Hah!!  
It was alright Me Duck.  
I’ve enjoyed it! 
 



A woman in her sixties/seventies in a hospice day centre setting 
 
B 
My family matter to me, family followed by friends, community 
is less relevant to me 
 
I love smoking as you can see! 
 
My independence is highly important to me. My husband died 
and I am fighting to keep my independence. My family help. My 
daughter did her downstairs disabled bathroom, it is fantastic, 
it's called ‘Nana’s Bathroom!’ My granddaughter shouts to me 
‘Nana I’m using your bathroom!’ My daughter has told me that 
if I feel lonely or fed up I can go and stay there for a weekend. 
My son in Darlington says ‘just come when you want, we’ll get 
you from the station.’  
 
I love my garden but I can't do it all myself which is frustrating. 
My nephew does the labour now and we work well together, so 
I can still do a bit and he helps with all the stuff I’m not strong 
enough to do. I say ‘dig that plant up and move it over there!’ 
He's a good man. I can still feel I’m part of the work.  
 
I like animals but I can't look after them now.   
 
Family customs are important, birthdays, celebrations. I have 
two adopted grandchildren. It’s very important for us all to get 
together for occasions. 
 
Privacy has had to be let go. I just arranged for my son and 
daughter to go on my bank account in case I become too unwell. 
We had a round table about it. My son helped me with my car 
insurance, to find a cheaper deal. I find all this hard because I 
was always the one in charge of the finances in my marriage. My 
husband would say ‘Spend It!’  



It has been hard to ask for help, I didn’t want to and I couldn’t 
find the words. But now I am coming round. I know it is terminal 
and I know I need help now.  
 
It has hard been for me to find the words. My friend who is a 
counsellor told me off about that. She said ‘you have got to tell 
your daughter.’  So I started to share it with my daughter.  
 
When I was first told it was terminal I just walked out. I did not 
talk, I just closed down although my daughter wanted to talk. I 
did not tell her how I felt.  I was stoney faced and holding my 
feelings in.  
 
But then I talked honestly on the phone with her. She asked me 
how I was feeling on one day.  I hesitated and then I said to her 
that I felt really sick and was having a terrible day. And that is 
the first time I have ever said I could not cope in my whole life. 
 
My daughter was so relieved to be able to talk. It freed things up 
between us. 
 
In my family, growing up, we kept things private, you didn’t 
want to upset the other person. My mother never told me 
anything about her life. She said to me ‘the past is over, I don't 
want to think about it.’  
 
I find it easier here, talking to the nurses and I do raise things, I 
am much more open with them. They are not my family. It is not 
personal with them. It is their job. I don’t have to carry their 
feelings like you do in a family. 
 
All major decisions have been agreed with those people closest 
to me as a family, my son and daughter and their partners. I see 
them, as my family too, they are good, very kind people. We 
then talk to and involve health workers where we need to.  



 
I do not really talk to friends, ‘It is like getting blood out of a 
stone with you’ a friend told me. ‘We care about you and we 
want you to tell us how you are.’ I was a primary school teacher, 
then after that I worked in a secondary school for young people 
with special needs. I have friends from those times. 
 
I trust family close to me. 
 
I decided on my own that I do not want to be resuscitated and I 
copied it to my daughter. I listened to my health workers. I got 
my living will.  But when I can no longer make decisions for 
myself, my son or daughter will act in my interests. 
 
I do not like it, when people who have not been ill say to you 
‘Oh you are so brave!’ UI hate thatU. I just want to be treated as 
me. I still want to go to the theatre, enjoy myself on a day trip. 
Just see me as I was and forget the cancer. It’s not all that I am. 
 
Two different neighbours have said to me they heard about me 
being unwell and they told me ‘if you need any help just give us 
a shout.’ I could not believe their kindness! 
 
This has been a really steep learning curve for me, having to ask 
for help with something, having to accept support from others. 
But the support here has been brilliant. 
 
I don’t want to be ignored just because I’m ill, I’d like people to 
keep in touch. I’ve found that people do not know how to cope. 
It was so with my husband who was very intelligent but then he 
could not speak and people wouldn’t come to see him or just 
talk to him. I really like it when someone calls me. 
 
A disabled parking pass would be good. And make life easier. 
 



I’m trying to write about my life, for those I leave behind me.  
 I haven’t finished my life story. I keep getting stuck. It is still not 
in good form. But my mother never told me about the previous 
generations even though I wanted to know. So I want to leave a 
story for others. 
 
I don’t want to be lonely as my end of life draws near. 
 
I do want to receive caring care, the kind care that my husband 
didn’t always get. Some carers are lovely, but there are two I 
would never have in my home again. They ignored my husband, 
as they carried on talking between each other over his head. 
 
My end of life planning is all in place. 
 
‘I won’t know what to say about you when you go’ my son told 
me. I have some humorous interviews from my working days 
although I never had chance to use them in my end-of-work 
speech as the person before me went on and on and on. So I 
kept mine short! 
 
The Story Of My Life? 
 

 Somebody knows something about me. 
 I existed. 
 
UFeedback to interview U 
Not at all threatening, able to speak freely, no fear. 
(I don’t know what people were frightened about!) 



A woman from Maggies Drop-In (age?)  - phone interview 
 

J 
The people who matter most, are my daughter and my family, 
and Sharon, my sister, she is lovely. My friends yes, but no 
particular faith contacts. I have not been to church for years. 
Health workers are not important at this point. 
 
It is important for me to be stronger, independent, to be able to 
try and carry on as normal and make decisions. 
 
I have a wedding in March, in Wales and I hope I will be strong 
enough to go. Who knows if I’ll be strong enough. The chemo 
has made me very sick and I’ve had lots of after effects. Who 
knows if I’ll get to this wedding. I just take things as they go, day 
by day. 
 
I want to protect my daughter, my family. But I’m able to talk 
with my sister. I want health workers to be positive and express 
what is going on in the right way without being negative. I am 
very positive about my life. I can talk to friends and it is helpful. 
 
I discuss the future with those close to me but I also take advice 
from the professionals. Ultimately it is down to me. I take advice 
from my sister, we read up about things and look at alternatives 
and get second opinions. My sister would make decisions for me 
if I were unable to do it for myself; she’s a nurse, she knows me. 
 
I don't want sympathy, just support. I don't like people feeling 
sorry for me. It’s just some support, I suppose, practical support. 
I have a ‘labradoodle’, he's a fairly big dog. My husband, he’s no 
longer with us, had allergies but labradoodles don't shed hair.  

It’s that sort of practical support that’s useful. When people 
offer practical help, like walking my dog. 



 
I get good support from doctors at the City Hospital, I see them 
every other week and they give me advice. My GP is helpful, 
they don’t contact me but I contact them when I need to. Then I 
have my district nurse and a McMillan nurse. The district nurse 
rings me up and I visit the McMillan nurse in Keyworth. I don’t 
need any further support just now, it’s all sufficient and helpful. 
 
But I’d like to get my blood from the GP and not have to go to 
the hospital. I’ve got a PIC line in.  My GP is opposite, but the 
nurses at the GPs are not trained. It is a long way to the hospital.  

I think when I came out of hospital I could have done with a 
physio. I’d had a major op. My muscles had wasted after being 
in bed for two weeks. I had a wound and needed advice on what 
I could do and could not do and physio would have been helpful 
just to get me going again. 
 
The district nurse only came once, they just did dressings once 
and they didn’t come back to check. We had no support with 
the after care. I had to instigate all support for myself.  My sister 
thought that I was discharged from hospital too soon.  I had to 
go to the GP to get more support for my self. 
 
In the time ahead, I would like to travel. I’m planning to go to 
Australia - I have relatives. I want to go back to Turkey.  Last year 
I didn’t have a holiday but we used to go every year to Turkey. 
And I want to go on a cruise. I’ve been on two World cruises. 
I don’t want to think about approaching the end of my life. I’m 
determined to stay positive. But if you ask me to sum up the 
story of my life so far, I can tell you in one word – Variety – it’s 
all been very varied. 
 
UInterview FeedbackU: 
Yes, Absolutely Fine! 
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J 
Peter, I’ll go by whatever is your definition of palliative care 
because that’s what’s important. 
P 
There is an issue to be addressed and this is one of the things 
that Maggies does so well that there is a whole cycle of support 
that people need throughout the life time of a cancer diagnosis 
but palliative care to my mind is that final last support needed, 
I’m thinking really of those last few weeks when the patient is 
no longer capable of dealing with things for themselves and 
needs you know physical intervention as well as the support 
J 
Enabling people to live their lives exactly as they want – it’s 
more than the medication, it is something aside from treatment, 
comfort? Peace of mind? 
P 
Medication is not the issue because that’s a given to a certain 
extent – my wife wasn’t on any medication other than pain 
killers; the reason her life ended the way it did was because she 
took the decision not to have a further round of chemotherapy, 
she basically looked at the odds and said its not worth the after 
effects of therapy or the illness’s side effects, if there’s no firm 
guarantee of any benefit or greater quality of life. 
J 
For me it’s that freedom to say yes or no to treatment  
P 
Absolutely 
J 
The freedom to say yes or no to medication, the freedom to say 
yes or no to resuscitate 
P 
Absolutely, until they get to the point where they genuinely 
cannot do things or decide things for themselves 
J 
So we’re going totally on your definition of palliative care, Peter! 



Bereaved man in his sixties 
 
P 
We were fully involved in Cathy’s end of life care but I think 
that’s more an indication of the inherent strength of the family, 
which my wife particularly had put together, our children are all 
grown up and able to be very adult about all of this and at the 
point where Cathy felt she was going down - pretty well decided 
she was not going to have any more treatment, we actually sat 
in the hospice and had an end of life conference, with my two 
children who live in Nottingham, my eldest daughter in London 
who was on SKYPE, the district nurse service and hospice staff 
discussing what the options were. 
 
And Cathy was really leading that conversation, and I think 
because she was able to lead the conversation at that stage, 
what it meant was that later on when she couldn’t make 
decisions for herself, we already knew what her preferred 
options were and once that was done and in place then the 
system was very supportive. 
 
We too as caregivers were very well supported during this time. 
Cathy was attending the Maggies day centre and that’s why I’m 
putting so much effort particularly into helping the Maggies in 
Cathy’s name and with the family backing me because the 
support they were giving us was so, so important. I get very 
emotional. I’m quite evangelical about it! But indeed, I would 
not want to suggest that the Nottinghamshire Hospice or the 
district nurse service or indeed our own consultant were in any 
way deficient. They were all wonderful! It was the combination 
of what we received and I would want to say to anyone starting 
out with all of this – ‘you take every bit of help and support and 
stuff that’s going, because you cannot do this on your own’ –  



I’m sorry but giving palliative care, trying at that stage to take 
care of someone on your own is a thankless task - its physically 
and mentally exhausting! So the one message I’m trying to get 
out there is - take every ounce of care that’s going. I would say 
ruthlessly exploit everybody! – we were so, so well looked after! 

And yes I agree it’s a steep learning curve – and you learn it very 
quickly 

Cathy was able to partake in everything she could manage - all 
of those things - because we’d had the discussions about what 
was important to her and what it was she wanted – the whole 
point was ‘I’m going to keep on doing these things until I can’t 
do them for myself and I want to be at home up till the point 
where I can’t manage.’  

And Cathy was home here until physically I couldn’t help her, 
because she was starting to lose control of her bodily functions 
and the last thing she would have wanted was for me to see her 
in that state – that was a task for the professionals – So when it 
got to the stage where she couldn’t nip down to the loo and I 
couldn’t get her in or out of bed or physically lift her onto a 
commode then it was self evident that those last weeks she was 
going to have to be in a place where she could be professionally 
looked after. And so we started to look for a nursing home. 

But she knew that’s what was going to happen and she was 
prepared for it, although I’m not certain whether she was aware 
when that time came. However, we were confident that’s what 
had been agreed with Cathy and we were honouring her wishes. 

You didn’t not listen to Cathy! Oh you didn’t not!! She was very 
very quiet but she was clear about things.  She approached the 
whole thing with such clarity, and so level headed about it all.  
 
It was me who was emotional. 
 



I found, particularly with things like the district nurse service, 
that I just wish we’d plugged into them perhaps a bit sooner 
than we did. Because by the time she’d been assessed and 
they’d got that equipment or service, she’d already moved on so 
fast that she needed something more. So in terms of getting the 
resources we needed, like a bath lift, a little more expediency 
was required. What was available was ok if we could access it 
practically. 
 
The big decision, about where she would go when she left 
home, was obviously one that Cathy could not be part of, except 
that she had been certain that she did not want to die at home 
or in hospital. I took advice from a woman, within Social Care. I 
can’t recall her name. She obviously couldn’t recommend any 
one place but she steered us towards those homes that would 
be able to provide the sort of end-of-life care Cathy needed.  My 
children and I visited them all, with a sort of mental check list, 
but here’s an interesting thing, all of that goes out through the 
window and it comes down to quite a subjective choice.  
 
Without any hesitation we knew when we had found the right 
place. There was just something about the atmosphere, the way 
we were welcomed, we knew that this was right for her. 
 
We’re very fortunate to have a strong set of friends and family. 
We did have to prepare people for what was going to happen, 
because once she had decided to forego treatment, she 
deteriorated rapidly. Only eight weeks before she died she was 
in London at a slap up tea. Five weeks in the nursing home and 
she was dead. And you not only had to prepare people to see 
Cathy in that situation, but she was in a home, not a hospice, 
and while she was comparatively young she was surrounded by 
elderly and chair-bound people with the equipment and the 
procedures that herald the end of life. You need to prepare 
people to walk into that. It’s distressing. It takes a lot of doing. 



By and large having friends and extended family visiting actually 
did Cathy good and really raised her spirits. I was in there twice 
every day, but it was when she saw someone that she hadn’t 
seen for a while, then that did her a lot of good and you could 
see it in her. The nursing home was a way out of the city and 
travelling was difficult and it sometimes meant that someone 
whom I’d hauled up from London might only see her for 10 
minutes. As long as they could stand the pressure of a visit and 
could understand that It was really important and frankly to my 
mind, it wasn’t so much about the visitors, the visitors didn’t 
count, it was all for Cathy. That 10 minutes of time was for her 
and it was so important. She would make a real effort and her 
spirits would rise. 
 
Those visits were all for the patient’s benefit, they had to be. 
People would come and pay their respects and I think there was 
an unspoken recognition of this amongst our friends and family 
– that if that’s what it took - then that’s what it took. There was 
only one family member who needed to ask questions and she 
was a nurse and knew perhaps better than any of us what Cathy 
was going through. She was so distressed to see her in a home. 
So we came back here and we talked in this room. She wanted 
to know how decisions had been reached and I was then able to 
reassure her that this wasn’t us packing Cathy off and that it was 
a collective decision agreed and based on Cathy’s own wishes. 
 
I think the most important support is time, the giving of time, 
people finding time for you, and the freedom to ask questions. 
Don’t be afraid to ask questions, there’s no such thing as a 
stupid question in this situation. If there’s something you don’t 
understand, don’t assume it will be all right, keep on asking. Go 
along prepared to ask but be prepared to listen to the answers!  
 
By and large if I said ‘I don’t know what to do next– where are 
my options?’ – with Maggies, I’d get all the information needed. 



Whereas I was never certain within the system whether they 
were telling me this was the best thing for us or telling us this is 
the best thing for the system. However good they are, there’s 
always that.  
 
Having someone independent to go to just to talk through and 
to say ‘I’m upset, I’m confused’ and just to gain reassurance, 
because it’s an awful thing to do, to have to take your loved one 
and leave them behind - a dreadful thing … 
 
And even afterwards – in fact its even worse afterwards – the 
times I’ve gone back afterwards - asking the same question – 
‘was there anything else I could have done?’ to be reassured 
that I had done everything possible under the circumstances. 
But you won’t ever stop asking yourself those questions. 
 
And with Maggies, because my wife and I went there so often, 
well they knew my wife and they were supportive to us both 
beyond measure. So when I talked to them and still talk with 
them, they know us from within a very strong relationship and 
that is very important; personal relationships with people there 
to support and reassure, established strong relationships. 
 
Obviously there were times where the system frustrates – why 
do we have to go through so many bureaucratic delays? – but I 
suppose the one thing that was missing was really nitty gritty 
practical advice. Yes we got the medical advice, how to deal with 
the illness, but the rest, nothing, and yet again it was Maggie’s 
where Thank Heavens for help with benefits and entitlements! 
 
Finding out that as a cancer patient you could get a Blue Badge 
and personal allowances The Blue Badge saved me thousands in 
parking, not that finance was an issue, but just feeling that 
security. The system isn’t forthcoming with anything not directly 
medical. There is an assumption that you know these things. 



I think that’s one area that is probably missing, the NHS / social 
care bureaucracy is not good at coming forward with advice – 
they will answer questions but they don’t anticipate or offer 
practical advice outside of their own area.  
 
I think bureaucracy is and was the one area of real frustration, 
even after her death the paperwork took so long to sort out. 
 
But coming back to care at the end of life, I didn’t find anybody 
evasive or unhelpful about what does this mean for the ultimate 
diagnosis – is this going to accelerate or slow down end of life? 
There was of course sometime a tendency to talk in medicalese 
but they would explain 
 
In an ideal world, Cathy would have ended her life here at home 
but she knew, she knew that there would come a point where 
she would lose control of her bodily functions and she did not 
want to be here with me when that happened, there was no 
way she wanted me wiping her bum to put it bluntly, she would 
have been mortified. She needed as dignified an exit as possible. 
 
There is a difference when you get to that point, where care has 
to be quite intrusive, quite a major difference when it’s done by 
professionals.  Cathy was sufficiently rational and self-motivated 
to have decided that she wanted professionals to take over for 
her own dignity and also because she wanted to take the stress 
off the rest of the family. She was aware of how we were 
affected as a family. 
 
I wish she’d died twenty years later – that would have made her 
end of life more bearable.  But with what we had, I think the one 
single thing that would have made the experience better for all 
of us would have been a nursing home nearer to the family. We 
had to travel a long distance to get Cathy the care she required 
and there seems a lack of specialist homes generally.  



I’d like to see more local stuff. Organising visits was difficult at 
times but we were a well-organised family and we managed to 
do everything we needed. 
 
My advice is don’t start asking for advice and assistance when 
you need it, plan earlier and anticipate in advance because you 
need to be organised when the time comes. People need to be 
given the space to think about these things in advance and also 
be realistic about what you’re going to get, accept you won’t get 
everything you need or want. Plan ahead. You shouldn’t be 
responding to these things under the pressure of time. 
 
When I think about the palliative journey with a loved person, 
one thing which I never saw anywhere in any guidance was just 
how physically and mentally shattering that experience is – be 
prepared to be physically and emotionally exhausted for months 
afterwards. I was ok at the time, working three days a week and 
seeing Cathy twice a day - I just kept going and going – it was all 
for Cathy – and when it was over it took me months and months 
to recover. People need to know how bloody tough this is going 
to be. We shouldn’t protect people. This isn’t going to be easy. 
It’s going to be bloody tough. Get your needs met as a carer. 
 
Looking back over our life together, we married young and at 
the time, we thought perhaps we had married far too young, 
but we saw towards the end of her life that we hadn’t married 
too young after all. We were married for 41 years.  
 
If you’re asking me to sum up the story of Cathy’s life and death 
- she was somebody who had approached life as if it was full of 
hazards – yet when the hazard came, it somehow liberated her. 
I think on reflection that she probably did more in that last year 
than in any previous year of her life and it almost seems in some 
peculiar way that dying gave Cathy true freedom and capacity. 
She discovered within her, the strength to live right to the end. 



 
The interview has been fine. I like that you are not working to a 
script. I’d like a copy of what you produce. I’d like Maggies to 
have a copy. Thank you and I hope it’s of benefit to your work. 
I’m going to see my young grandson shortly. He’s just 16 weeks 
old and he’s lovely.  (P) 



Bereaved daughter in her fifties – on line questionnaire 
 
L 
I2Tmportant people were able to give or to receive support, 
especially family. Important activities / choices were totally 
accommodated and without dispute0T2T.  D0T2Tifficult things were 
appropriately discussed – we talked openly and questions asked 
openly 

2TDecisions were made with my dad.  Decisions were 
made and discussed sometime prior to the admission 
so that as key care-givers and family we knew and 
could share the wishes of my dad. 

0T Other decisions were made i0T2Tn passing - checking 
how comfy dad seemed with district nurses who 
knew him and initially with his consultant who was in 
charge of his care. She was extremely supportive to 
my dad and his needs and wishes. 

2TAs my dad became less able to make his own 
decisions, it was myself, as daughter and then to a 
lesser degree other family members in consultation 
with my mum who knew we had always acted in my 
dad’s best interest. 

2TOthers saw and behaved towards my dad and his 
family as we all did - with love, kindness and 
compassion.  

2TOnly one professional acted otherwise, deciding to 
physically move my dad near to the time of his 
death. It then made us feel she had brought on the 
inevitable sooner albeit maybe an hour or so.  But at  
that time it was extremely distressing. 



2THelpful support included listening and patient 
understanding from where we had been and where 
we were going. 

2TOne quite junior GP was not as supportive of what 
was my dads end of life care need when we refused 
to not give fluids, meds etc, that we had agreed 
would ensure his comfort. (to stop the risk of a 
fit.etc)2T 2TThis was NOT helpful, as was not listening – 
or discussing things in my dads ear shot0T2T  

2TPreferred support was family centred. When he 
needed to be in hospital I lived in the chair at his 
bedside. We as a family thought that dad needed us 
most of all, not the professional intervention.  

2TMy dad’s passing was as he wanted.0T2T 0T2TWe made sure 
it was as dad wanted 

0TT0T2Time and assistance were important at the end of 
life when we required help to lift and turn my dad to 
wash and dress him. We needed kindnesses, respect, 
recognition that he was our loved one. Not someone 
to pass the time of day over as I had seen so many 
times in hospital.0T2T  

2TOur caring was totally achieved. We had promised to 
do as we knew dad wanted and nothing was going to 
change that.0T2T  0T2TSo it was as perfect a passing as I could 
have wished for him and also what he wanted. 

2TThe end of life experience could have been better for 
us had there possibly been a nurse there we knew - 
although the second specialist nurse whom we didn’t 
know was just great. We could not fault her. 



2TWhat mattered most at the end was family being 
there – my dad listening to his family talk to him and 
telling him it was ok to go now. It was jovial and 
loving but still extremely sad. He was so at peace 
that he just looked as though he had dozed off.  No 
angst.  No fear. 0T2T  

UQuestionnaire Feedback 

Thank you. A copy would be great. I did cry a lot but 
it was good tears. Much love. My sister wants to 
write something too. xx 

 

 

UFollow-up Discussion – Free-Flow Reflections from L 

2TI spent the last six months of my father’s life, sitting and 
sleeping in a chair at the side of his bed during the times he was 
in hospital. There was no possibility I would leave him there 
alone. That wasn’t ever a possibility. 

2TMy dad told me he was dying as he sat in his hospital bed. I said 
‘Ok dad! But hopefully not now’ as I knew it could not happen in 
the side room we had occupied for the past few weeks. 15 
minutes later the consultant came in held my dad’s hands and 
confirmed that he was dying.0T2T  

2TMy dad was from St Kitts and as a Caribbean family we are very 
close and loving. During those months in the ward, I came to 
know many patients and their families. I saw many things. A 
nurse said to me that I probably understood more about death 
and dying than most of the health care team because of the 
closeness I had with people nearing the end. 



2TA man in the bed opposite came into hospital to die. He was a 
farmer and had spent all his life on a farm. They did not draw his 
curtains but just left him and his daughter waiting.  She said 
they would have put an animal out of its misery if it had been so 
distressed on the farm. No water, no food, limited pain relief. 

2TI encouraged his daughter to ask for the things she said made 
her dad her dad; a shave, combing his hair and freshing him up. 
The man in the bed no longer looked like him. There were no 
shavers, they said, on the ward. So the daughter left her dad’s 
side to go to other wards to ask for a shaver. She returned to 
skipping with glee at being able to make her dad look the way 
he would have wanted to be. 

2THe passed away a short while after. Looking like he should. His 
daughter took comfort in the fact he had a shave. After she had 
gone, one staff nurse and a health care assistant went to wash 
and prepare her dad’s body. They laughed and passed the time 
of day as they washed his body. He was still warm and they 
talked as though they were shopping in Sainsbury's. 

2TOnce the man in the next bed to dad had a turn for the worse. 
‘Does he have a Do Not Resuscitate?’ was all that they talked 
about,0T2T 0T2Tbefore it occurred to them that calling his family was 
necessary. When the man passed away I heard his last breaths 
and his grieving family. I heard the staff nurse say ‘he is in the 
second cubicle, not the first one or you will give that man’s 
daughter a fright!’  Low and behold they came to the wrong 
cubicle …0T2T. 
2T



L 

2TA close work colleague took ill suddenly and died within a year. I 
spent time with him as he neared the end of his life. It was a 
week before my friend passed away when I saw him last.  

2THe had always talked as though he was dying, so when they told 
him he had 2/3 years then he felt great after his surgery, a new 
lease of life. ‘It feels so good, I love life and don't want it to end.’ 
This was a wonderful time a chance to live. Then it became just 
1 year to live with no warning. Then he said he that could go at 
any time. He was trying to prepare us for the end.0T2T  

2TA week before he passed he said ‘I know I'm dying and it’s 
soon.’ But he deeply felt frustration of no one having had an 
honest conversation, making it out like he had time when he did 
not. The frustration and annoyance of avoiding that 
conversation was worse for him than if he had known. 

2TIt was the last time I saw him. I said good bye each time as 
though it could be the last. 

2TIt's amazing how much better it felt when they stop trying to 
treat you - and the cancer - and support you in making the 
preparations and choices for the time you have left.0T2T  

2TWe plan so much for birth and yet we are not tuned in to 
planning for death, which is always inevitable. 

 

I once had a dear colleague who committed suicide. 
In the preceding week, he spent time with each and 
every one of us at work, very special precious hours 
when lovely things were said. It felt at the time like a 
final conversation and I realised later that it was his 
way of saying goodbye. 



(B) I was eight years old when my father died and it then 
became my duty to take the chamber family pot to the local 
midden. The stench from that steaming pile rose up the street 
to meet me each day and to make accquaintance with the foul 
load I added to it. As a small child I hated that task, but my 
father was gone and the job fell to me. 

 
But one day as I approached the midden, came there something 
beyond words …. the air suffused with a most redolent scent of 
roses, flooding my senses, beauty beyond belief …. and I heard 
the sweetest voice speak to me …. ‘it is your task now Theresa 
to take care of your mother …. take good care of her for as long 
as she needs you …. ‘ 
 
On that day at the age of eight, I became my bed-ridden 
mother’s carer and I cared for her until the day she died. 
 
We were a large Catholic family in Northern Ireland in the 60’s 
and life was hard. Care was a thankless task. Of the 8 of us I was 
the one and the only one to look after my mother and to care 
for the younger children. I was never thanked. My mother had 
breakfast in bed until the day she died but she never once gave 
love or gratitude towards me. It was all just taken for granted 
and that became the story of my life. I cared for a sister with 
cancer who demeaned me in every possible way. And the man 
who gave me children continued the bullying and the contempt. 
 
Trauma has left many marks. In my fifties I see and own the 
deepest depression since childhood and I am determined that 
my life will be different. I have forgiven my mother and the rest 
of them and I have let go of the bitterness that has weighed me 
down throughout my life. Counselling is helping. I am learning 
that I am capable, lovable, worth more. In peace, in faith, I feel 
no regrets for the care I gave to my mother up to and during her 
dying. It was my calling and I answered with all my heart.  (B) 



(J) During my mother’s last months she told me she had never 
wanted children. I had known that I was unwanted all my life. I 
remember peering through my cot rails watching the brother 
and sister get attention that never found its way to me. I was 
neither held nor kissed so love was a word that held nothing. 
 
I studied and worked. I lived in Crete and had a child. I returned 
to my home city and as my mother grew less able to cope, I 
began the task of care and I began the journey into psychosis. I 
had my first manic episode when my son was 14 and I have had 
received 6 Mental Health Sections since. The last occurred some 
months after my mother’s death and it has been the hardest to 
come back from. 
 
I visited my mother daily. I cleaned and shopped and I provided 
personal care. I showed her that I loved her and one day she 
asked why was I so good to her when she had been so unkind to 
me? I did not have an answer. My mother did not want to live 
past the death of her husband and I think that she gave up at 
that point. She just didn’t care about living. In the end she just 
starved herself to death. I tried my best to keep her with me but 
she wanted out. It was terrible, terrible to see her go like that. 
 
I was deeply depressed and then I became psychotic again. I feel 
I can’t forgive her for making her dying one final act of neglect 
and indifference towards me, and this makes me unforgiving in 
turn to myself. It is coming up on 3 years since she died and 10 
months since I was discharged after a 4 month stay in hospital. I 
want to let her go but it is difficult.  (J) 
 
 
 
 
 
 



I come from a line of strong women and hard lives. My great 
grandmother survived emigration from Ireland and the death of 
a husband who didn’t. She self medicated with alcohol and 
when visiting as a small girl I remember she wore dark glasses 
because she was blind. My grandmother and her sister were 
farmed out to another family where they were used as cheap 
labour and where unspeakable acts took place. Mama protected 
her sister with fierce love and a hatred towards the abusers. My 
own mother was abandoned by our father. We went to live with 
Mama where battle then ensued for care of my brother and I. 
I grew up thus with two mothers often at war with one another. 
 
As a child I witnessed the violence of women on women and I 
was subject to it too. I learned that sadness is borne in silence 
and that rage suppressed, spills out mindlessly, harmfully. And 
in spite of all this, I learned as child that I was deeply loved. 
 
Mother love, a strong anchor, held me through my own abusive 
marriage, chaos, self harm, self medicating self hate and more. 
My mother was my hero, self made, flamboyant, successful - I 
followed in her wake to achieve academically, professionally and 
in a less positive way I inherited her emotional blue print. And 
for my mother and I both, where feelings were held down, the 
bodies screamed out in protest. I became asthmatic, arthritic 
and heart-sore (literally) while my mother grew the secret 
cancer that killed her.  But my grandmother passed first. 
 
Mama died at home in the care of my mother and I. She was 
happy to go. I was the person who told her she was dying and 
she was peaceful in the knowledge that life was ending. I used 
to carry her on my back to the toilet and we had lots of laughs 
about it. Her suffering was brief and in the final hours she saw 
people that we could not see and she spoke with them. As her 
lungs filled with fluid she requested the doctor for final relief 
and he honoured her wishes. I was happy to witness her leave. 



My mother died in hospital.  
 
We’d travelled uneasily for the 20 years since Mama left us, 
sometimes speaking, sometimes not, never knowing what 
would ignite flare-ups. As we both aged, there came a time for 
deeper talk. My mother asked of me why I was distant and not 
the dutiful daughter that she herself had been. I answered from 
some untapped source … ‘because you were never there for me’ 
…. I felt a stab of acute abandonment of the child whose mother 
had put a career first …. then with equal pain my mother replied 
…. ‘I had to run away because Mama wanted you all for herself 
and I needed to make a life for us …. ’ 
 
My mother’s death was not easy 
 
Talking brought us closer together during the last two years and 
I was happy throughout my fifties to place money each month in 
her account and return the support of a lifetime.  
 
Illness came quickly and lasted three months. A private pension 
covered consultations and was eaten up by keyhole surgery to 
remove an inflamed gall bladder in a private nursing home. But 
after brief respite, the pain returned, increasing during the final 
week until she could bear it no longer. An ambulance was called 
and my mother admitted at midday. By 4am she was dead, from 
the spiteful cancer that had hidden out of sight behind her gall 
bladder. 
 
I would have happily died to spare my mother’s fear. 
 
In a ward full of older people, she was examined perfunctorily 
by a registrar, who, despite her protests forced a feeding tube  
into her. The terrified animal in her eyes lives within me still. We 
were then left alone and no-one came near us.  ‘We’re too busy 
and we’re short staffed’ was the response to my calls for aid. 



I swabbed my mother’s mouth with cool water to wash away 
the faecal fluid fouling up from inside of her and I prayed that 
for her dignity she could neither smell nor guess its source.  
 
Yet here rests the beautiful memory of a face bathed in pure 
and transcendent light as the priest told her she was dying and 
blessed her and she answered him calmly that she was ready. 
 
I combed her hair and I told her how pretty she was – indeed my 
mother was and had always been a beauty. We spent her last 
conscious hours together before she was taken down to the 
operating theatre where I was told there might be a small 
chance of life.  I cannot lose the worry in her eyes as she asked 
the anaesthetist how much the operation would cost …. 
 
On the phone to my brother in Spain, trying to convince him 
that I was not ‘over-reacting’ and that if he didn’t catch a plane 
now he would not be there to say goodbye. 
 
Dear Uncle Ken in his 80’s, my mothers brother at my side, 
strong for me - and myself strong for him. 
 
My mother wheeled unconscious into ICU and the consultant 
telling me it was just a matter of time.  
 
I sat at my mother’s side and I talked, I talked and I sang and I 
did not leave her in the darkness without the sound of my voice 
for one moment.  Uncle Ken and our lovely Father Sean there 
too. In a brief silence as we gathered our feelings, my mother’s 
eyelids straining to open as she looked for our voices. I told her 
that I had always loved her and she was the most beautiful 
person in the world and that Mama was waiting in Heaven. I sat 
holding her hand for 7 hours, even though the nurses tried and 
failed physically to move me. 
 



Brother John, just in time to say goodbye, denying our mother 
of his own child’s goodbye, because he felt her too young. 
 
The nurse spoke gently to me when my mother’s breath had 
stopped and then she put her arms around me and hugged me. 
 
I went to my bed at 5 in the morning - which seemed very 
strange and I felt a sense of freedom and loss all at the same 
time. 
 
My mother had organised her death as her life – everything 
dated filed, last wishes, shared with me some years previously 
and now ready to be acted on.  My brother and I fought bitterly 
over the arrangements, he wanting a private family affair, me 
knowing that there would be many people needing to honour 
her passing. Uncle Ken agreed with me but the row bit deep. 
 
10 years on and I think increasingly of my mother’s life and 
death, far more than in the early days. In order to finish the 
deep talks we had begun I have needed to hold both my 
mothers imperfections and my own and not feel treachery 
where I have decided to tell and hear a story less than kind, 
some details of which need never be shared here or any place 
else. I owe the story to us both. (J) 
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