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The World and Dame Cicely 

• “ States are under the obligation to respect the right to 

health, by refraining from denying or limiting equal access for 

all persons….to preventative, curative and palliative health 

services”. WHO (2002)

• “Access to palliative care is a basic human right” WHO (2012).

• “When they need it, wherever they need it and whoever they 

are” (Dame Cicely Saunders 1976, page 1003)
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Inequitable access

• Effective palliative care is not available to all

• Inequitable access

- socioeconomic (Sleeman et al 2016)

- ethnic minorities  (Dixon et al 2015)

- non-malignant conditions (Beernaert et al 2013)

• Marginalised populations e.g. prisoners and the 
homeless have inequitable access (Krakowsky et 
al 2013).
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Why is this important?

• Rise in prisoners and forensic service users globally

• Rise in ageing population with co-morbidities and life-
limiting illnesses

• In general inmates suffer from health conditions 
comparable with their “free peers” who are ten years 
or older (Linder & Meyers 2007).

• Individuals with mental illness have higher morbidity 
and mortality rates (Terpstra & Terpstra 2012)
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What does this mean?

• More people are dying within the confines of 
institutions where historically the main focus has 
been security and public safety

• Strict regimented routines, meal time, medication 
times, lock up times.

• “The provision of skilled MDT palliative care 
within the constraints of a corrections system is a 
major challenge” (Turner & Peacock 2017)
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New Zealand 

• “It should be regarded as a basic human right for 
dying people to be treated respectfully and with 
expertise” (Ministry of Health 2017)

• Māori and Pacific People are not accessing 
palliative care services (Ministry of Health 2017)

• In relation to prisoners and forensic service users: 
Māori are over-represented in both populations 
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New Zealand perspective

• New Zealand in 2000: 5000 prisoners

2017: 10,000 prisoners (Department of

Corrections 2017)

• Number of prisoners dying of natural deaths steadily 
increasing each year (Department of Corrections 2017)

• In 2005 there were two hundred and thirty six 
contracted forensic mental health  in-patient beds 
compared with two hundred and sixty six beds in 2015 
(Ministry of Health 2016).
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What do others say?
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The USA and the UK researching prisons

Louisiana State Peneteniary – hospice, volunteer 

prisoners, training staff. (Cloyes et al 2017)

UK – Palliative care services visit prisons as 

“outreach” (Papodopoulos & Lay 2016)

1 article related to forensic patients (Canada)

This study

• 58 year old long term inpatient forensic service user, 

diagnosed with metastatic bladder cancer

• 9 staff interviewed, 5 RN, 2 PCA, 1 psychologist and 1 

recreation officer

• Semi- structured interviews – what went well, what 

did not go well?

• Thematic analysis (Braun & Clarke 2006)

• 5 themes with associated subthemes
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Theme 1: Intrinsic Dignity 

“For everything that man had done in his life and he

had done some heinous things, but he deserved to be

treated with dignity and he was. He was treated with

care and respect by the people that knew him.”

Interview 6, Sue 
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“We were it for him”

“This case is individual because he had no family and

he saw us as family. They may benefit from being out

of this place if possible. But he didn’t have that. He

was a little bit different from that, simply because he

had nobody and we were it for him.”

Interview 8, Alan
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Surrogate Family

“We were basically his alternate family, we were the 

people and the friends that he knew and his wish was 

to die in a familiar environment with familiar faces. So 

that for me was the number one thing that was 

achieved.” 

Interview 4, Richard
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Family

“This was a guy who had a history of being abused by 

others and not having good relationships with people. I 

know that we were his hospital team but we were also 

people and he had some quality relationships and he 

had never had it to that extent in his life. In his death, 

he got to experience something that he hadn’t 

experienced before perhaps.”

Interview 6, Sue
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Station in Life

“They had a wonderful relationship. He would come

every day, religiously and would get him out of bed. So

instead of feeling sorry for himself he would do minor

ground maintenance because it would make him feel

special, like still wanted. It was important to him.”

Interview 1,Mary
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Bucket List

“The staff were absolutely wonderful, they took him

out for breakfast once a month, he went to a rock and

roll show, it was amazing and they pulled out all the

stops. He had a really good time in his last six months.

He had had a crappy life and he would often just sit

with me and talk about how kind people were.”

Interview 9, Jane
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Dying wish

“ I went to the service and it was so good. He would 

have been really chuffed at the service.”

Interview 1, Mary

“The funeral and taking patients to visit him that 

worked really well and the funeral was absolutely 

amazing for patients.” 

Interview 9, Jane
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Theme 2: “It was out of our depth”

“The staff didn’t want to get involved, they felt it was out 

of their depth.” 

Interview 1, Mary

“A lot of psych nurses steer away from the dying because it 
is an area that we don’t deal with. We deal with psychotic 

symptoms but when someone is given the label of dying, a 
lot of nurses shy away from that, because they lack the 
experience and don’t have the knowledge.” 

Interview 4, Richard
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Safety

“ Yes, sometimes we provide physical cares but safety 

and security are the main purposes.” 

Interview 3, John

“He was in a criminal system.” 

Interview 5, Jim
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“We need more training”

“ We have a lot of older people in the unit so it is going 

to happen again. We need more training, an 

understanding of what palliative care is and a sort of 

understanding on how to care for these people. What 

does the person need now and understand what they 

are going through and adjust to these needs. We need 

resources to set up for people like this.” 

Interview 5, Jim
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“A burden”

“ We were not really comfortable with what we were 

doing. I think him being here was more like a burden 
for us. I don’t mean to be bad when I say burden, I 

think he needed 24 hour care..” 

Interview 5, Jim

“ I would always be given him. People would disappear 

every time you came on, the existence of avoidance.” 

Interview 4, Richard
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Final days of life

“We had done a good job of looking after him up to a 

point, but we were not able to look after him, someone 

who was in the final days of their life.” Interview 3, John

“Basically he couldn’t breathe and part of the tumour 

was growing up his neck so when he was taken to 

hospital, I was relieved.” Interview 6, Sue
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Theme 3: “It’s just the way these 

places are”

“There was some frustrations around stuff, like trying t 

get him a decent mattress. I really don’t know to be 
honest, why it was so difficult to get a mattress, it’s just 

the way these places are.” 

Interview 8, Alan

“We get told you can’t have this and you cant have that 

so you have to make do with what you can find, it is 
never ideal…” 

Interview 4, Richard
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The future

“ These situations are few and far between but there 

are 2 or 3 elderly patients in the hospital now. One 

already had cancer and one may have dementia. We 

are questioning that at the moment as to how we 

would manage that. It would be very difficult to 

manage.” Interview 1, Mary
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Theme 4: Hospital was the practical 

place

“I think he was happy to be in the hospital 

situation, he had familiar people with him all of 

the time, and he had  the physical care taken 

care of.” 

Interview 4, Richard 
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Theme 5: Specialist Services

“They would send a message to say they were coming 

to see him and then they would come and see the 

team and they wouldn’t see him. He would go “Well, 

nobody spoke to me, I don’t know what is going on” 

and that kind of thing bugged him. They never saw him 

and never spoke to him about it and that was the 

unfortunate part.” 

Interview 9, Jane
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Specialist Services

“Because he was a psychiatric patient he was treated a 

bit like an idiot but he wasn’t and some people would 

treat him like he had an intellectual disability but he 

didn’t. He came from an impoverished background and 

he obviously didn’t have the vocabulary but all it took 

was someone to tell him in plain language.” 

Interview 9, Jane

7/11/2019 27

Positive

“You matter because you are you and you matter to the 

end of your life. We will do all we can not only to help 

you die peacefully but also to live until you die. 

Suffering is only tolerable when nobody cares”. (Dame 

Cicely Saunders 1978, page 6)

Patient centred and dignified care was achieved
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Negative
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• Staff felt ill equipped to be able to manage the 

physical aspect of care

• Facilities were not adequate 

• Equipment difficult to resource

• Specialist palliative care services inadequate

Recommendations

• Community Hospice “In reach” – (Turner & Peacock 

2017)

• Training for both disciplines – (Taylor et al 2012)

• Improvement and use of facilities already there

• Compassion to all patients regardless of background
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Questions??
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