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People with a mental health 
condition

People with serious mental illnesses (excluding 
dementia) die on average 20 years earlier than 
the rest of the population.1 In part, this is because 
the physical health needs of people with a mental 
health condition are often overlooked, and physical 
symptoms may be wrongly attributed to their 
mental health condition, as well as other factors 
related to having a severe and enduring mental 
health condition. As a consequence, people may 
be identified as approaching the end of life late, 
which can affect the ability to plan care that meets 
people’s individual needs.  

In our local area visits, we found limited information 
about end of life care for people with a mental 
health condition. Although mental health 
professionals were part of the multidisciplinary team 
in some areas, there was not enough awareness of 
the needs of people with a mental health condition 
at the end of life. This may be because there 
is a focus on reducing premature death among 
people with a mental health condition rather than 
considering end of life care needs. However, it also 
suggests that the end of life care needs for this 
group are not being prioritised.

Unequal access to care

Some people told us about a lack of awareness of 
physical health needs among professionals caring 
for a person with a mental health condition, which 

1 Rethink Mental Illness, Lethal Discrimination, 2013 

led to delayed diagnosis of the person’s terminal 
condition. One person said:

“I have no doubt he would be alive today if they 
had only listened to him and taken him seriously. 
They essentially sent him home to die instead of 
sending him to hospital.”

As well as having an impact on treatment options 
and potentially prognosis, this meant that people 
did not have time to plan their end of life care.

In some cases, where a person’s mental health 
condition was severe, there was no access to an 
appropriate service to care for them at the end 
of life, so they ended up dying in hospital. In 
contrast, with the right support from services in the 
community at the end of life, people were able to 
stay in their home.

CQC ENCOURAGES:

 z Commissioners and providers to support early 
identification of people with a mental health 
condition who may be approaching the end 
of life, as part of improved physical health 
care.
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FAILING TO RECOGNISE PHYSICAL HEALTH NEEDS

“My brother had serious mental health problems. He ended up in a psychiatric hospital and after that it 
was a cycle of prison, hospital and homelessness for over 20 years.

Then, when he was in his mid-fifties, he lost a lot of weight because he was finding it impossible to eat. 
It was obvious to me that something was wrong physically – when it’s someone you love, you just know. 
He was living in a small residential home for people with mental health problems, but the staff at the 
home hadn’t done anything to address it. 

I demanded that they took him for medical tests. The doctors called us in to the hospital and told me he 
had terminal oesophageal cancer, and had just six months to live. He died within a few weeks.  

I feel as though he was badly let down. If they’d done something earlier, they could have caught his 
cancer at a much earlier stage. He could have come to live with me, and I could have looked after him, 
given him the stability and family life he never had. 

It frustrates me so much that doctors and psychiatrists don’t seem to work together. Psychiatrists often 
just dismiss physical health problems as a part of someone’s mental illness. This means people like my 
brother are dying.” 

National Council for Palliative Care story
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PEOPLE’S EXPERIENCE 
BRIEFINGS: 

 z People with conditions other than 
cancer

 z Older people

 z People with dementia

 z People from Black and minority 
ethnic (BME) groups

 z Lesbian, gay, bisexual or 
transgender people

 z People with a learning disability

 z People who are homeless

 z People who are in secure or 
detained settings

 z Gypsies and Travellers
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People with a learning disability

Life expectancy for people with a learning disability is significantly lower than the UK average, and there 
is also a high incidence of premature and avoidable death.1, 2 In addition, people with a learning disability 
are more likely to have unidentified health needs, which can make recognising the end of life phase difficult. This means that people are likely to be identified as approaching the end of life late, which affects their ability to plan and make choices. It can also lead to problems in coordinating end of life care 

and providing support to the person and their family.We asked a group of people with a learning disability about what was important to them for good end of life care. They told us that it was important to have family and friends nearby, to have 
privacy, peace and quiet, preferably not to be in hospital, to be able to go outside, and to have the support of a care coordinator when needed. They thought that services should talk more to people who have a learning disability to get their views and 

check that they are improving and inclusive.
Lack of knowledge
The health and care staff we spoke to felt that a lack of knowledge around learning disabilities could result in late diagnosis of illness, which could 

1 Heslop P, Blair P, Fleming P, Hoghton M, Marriott A and 
Russ L, Confidential Inquiry into premature deaths 
of people with learning disabilities (CIPOLD), Final 
report, 2013 

2 Mencap, Death by indifference, 2007 

have an impact on the likely success of treatment. In addition, symptoms may not be investigated because they are thought to be related to the person’s learning disability.
Staff also said they sometimes had to fight to get the right care for a person with a learning disability, and that it could be difficult to organise best interests decision meetings because other professionals did not understand the Mental Capacity Act 2005.

Communication
Communication was identified as a significant barrier to good care, with health and care staff sometimes making assumptions about an individual, 

for example, that they may not be able to ‘cope’ with discussions about end of life. In addition, not being able to communicate verbally or needing specific support to communicate, presented challenges for some people. For example, health and care professionals told us that it was difficult to assess the person’s pain when they have limited 
verbal communication. This was also a concern for people with a learning disability, who said that being 
able to explain or use picture cards with a nurse when they were in pain was important. Knowing the 
person well helped staff to understand non-verbal communication, as did using assessment tools for pain or distress, for example DisDAT, the Disability Distress Assessment Tool.3  

3 St Oswald’s Hospice, Disability Distress Assessment Tool 
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Lesbian, gay, bisexual or 

transgender people

Although lesbian, gay, bisexual and transgender 

(LGBT) people experience a higher incidence of 

life-limiting illness, the experience of LGBT people 

at the end of life has often been overlooked.1,2 

Evidence shows that discrimination continues to 

have an adverse impact on people’s access, needs 

and experience of services.

Lack of awareness

We found limited evidence of services proactively 

engaging with LGBT people or specifically 

considering their needs, although LGBT people 

were represented in forums or consultations in 

some areas. Services and commissioners often told 

us there were low numbers of LGBT people in their 

area, but as there was little formal monitoring of 

sexual orientation or gender identity it was not clear 

how this was known. This suggests that services and 

commissioners are not prioritising this group and 

may not understand how to meet the diverse needs 

of LGBT people.   

1 Harding R, Epiphanious R, Chidgey-Clark J, Needs, 

experiences and preferences of sexual minorities for end-

of-life care and palliative care: a systematic review. Journal 

of Palliative Medicine, 2012, 15:602-611

2 Almack K, Moss B and Smith T, Research and policy about 

end of life care for LGBT people: identifying implications 

for social work services, in Fish J and Karban K, eds, 

Social Work and Lesbian, Gay, Bisexual and Trans Health 

Inequalities: International Perspectives. Bristol: Policy 

Press, 2015, p173-186.

Commissioners and providers also said that sexual 

orientation was not a barrier to identifying people 

who were approaching the end of life, or to people 

accessing end of life care. However, this was not 

always supported by the experiences of people 

we spoke to, which again suggests a limited 

understanding and awareness of the factors that 

may prevent LGBT people from receiving good 

quality, personalised end of life care.

Attitudes of staff

The attitude of providers and health and care staff 

has a significant impact on the experience of LGBT 

people. People we spoke to told us about their fear 

of discrimination, which led to some older people 

hiding their sexual orientation or gender identity, 

while some same sex couples could feel inhibited 

and unable to comfort their partner physically in a 

hospital environment. LGBT people sometimes felt 

that staff made assumptions about their preferences 

so they were less able to make choices.  

In settings such as nursing or care homes or 

communal areas of supported living, LGBT people 

may feel even more excluded. This may be because 

other residents have negative attitudes towards 

them as they grew up in times when there were 

significant prejudicial attitudes towards LGBT 

people. There may be more subtle forms of 

exclusion, such as feeling they do not have common 

experiences to talk about with their peer group.
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People with conditions other than cancer

People with a non-cancer diagnosis tend to have less 
access to supportive and palliative care and may have 
a poorer experience of care in the last phase of their 
life.1 An analysis of data from the National Survey of Bereaved People (VOICES), revealed that people with cardiovascular disease, respiratory or other non-cancer diagnoses were less likely to experience ‘outstanding’ and ‘excellent’ care in their last three months of life, and less likely to experience ‘excellent’ 

care from their GP, compared with people who had non-haematological cancer.2 This document outlines 
the barriers that we found in our end of life care review that prevented people with conditions other than cancer from receiving good care.

Unequal access to care
People told us that they felt that appropriate end of 
life care was not always available, and that the care 
they received was not as good as the care for people 
with cancer. This was seen as discrimination, with access to care based on diagnosis rather than need. “[People with] cancer… seem to have better end of life care... better discussions, support, choices, information; other conditions such as [chronic obstructive pulmonary disease (COPD)] seem 

1 Boland J and Johnson M J, End-of-life care for non-cancer 
patients, BMJ Supportive and Palliative Care, (3):2-3, 2013    2 Dixon J, King D, Matosevic T, Clark M and Knapp M, 

Equity in Palliative Care in the UK, PSSRU, London: 
London School of Economics/Marie Curie, 2015 

left out in the cold even though they have clear prognosis of terminal illness and palliative care.”  Although cancer was the cause of only 29% of deaths in England and Wales in 2014, just 7.7% of 
all deaths in hospice inpatient units between 2008 
and 2012 were from conditions other than cancer.3 
Our review found that people from some groups are 
not always able to access specialist palliative care services when needed, and that generalist care is not always good enough.

Not receiving the right care and support could mean 
that people died in hospital when they would have 
wanted to be cared for elsewhere. It also had a significant impact on carers, family and friends, who 
sometimes said they pulled together to look after the person themselves. Some carers told us they felt 
overwhelmed by caring for their loved one 24 hours 
a day, but felt there was no alternative:“End of life care was not discussed, because it wasn’t cancer. I have cared for people with end stages of COPD and renal failure – neither got any end of life care and their lives and mine as carer was adversely affected, even though it was known they would shortly die. Only cancer sufferers appear to be included in end of life care.”

3 Sleeman KE et al, The changing demographics of inpatient 
hospice death: Population-based cross-sectional study in 
England, 1993–2012 Palliative Medicine 1-9, 2015
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