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Foreword 
 
I wanted to write this account because of my personal experiences as a care giver for my 
mother. My mother lived with us and was eventually diagnosed with vascular dementia. I 
emphasise eventually, because getting the diagnosis was not as straight forward as it 
should have been or as we expected. There were many barriers and obstacles that we as a 
family had to encounter throughout the journey and the delay in getting the diagnosis had 
many consequences.  
 
I suppose the first time I publicly talked about my experience as care giver was in 2013. It 
was during my volunteering work with the Alzheimer’s Society I was asked by the local 
Carer’s Resource Service to speak at a full Adult Social Care team’s training day. After I had 
spoken one of the participants approached me and said that it must have been really hard 
for me to talk about my mum. It was, because it was so personal and it wasn’t anybody 
else’s story – it was simply our life that we were living on a day to day basis. I also wanted 
to leave our experience as a lasting legacy for my mum. 
 
I believe some people from the south Asian community may not be able to talk about 
dementia and their loved one who is living with it, but I think it is really important for me to 
share my experiences because mental health conditions and dementia are still sadly a 
taboo subject with stigma attached, particularly in my own local community.  
 
Until 2012 I had worked in the public sector for over 23 years, and in 2012 my mother’s 
mental and physical health began to deteriorate which led me to take early retirement and I 
gave up employment to become a full-time care giver. After a period of time and whilst I was 
still sharing my caring responsibilities with my wife – who was my rock throughout -  I felt it 
important to set about on a campaign to engage with the south Asian community and 
healthcare professionals to start a process of raising awareness of dementia, carer givers 
and End of Life Care. This was to ensure that other families would be better informed and 
aware of the challenges they faced and the support available.  
 
I also wanted to ensure that the Dementia Support Services, the Police, Health 
Commissioners and health care professionals were aware of the nuances that affect the 
south Asian and BME communities – i.e. one size does not fit all and the south Asian, BME 
community shouldn’t be treated as a homogeneous group and they are definitely not ‘hard 
to reach’, perhaps just easier to ignore. 
 
Shahid Mohammed, April 2017 
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Background and Context 
 
Dementia is a growing, global challenge. As the population ages, it has become one of the 
most important health and care issues facing the world. The number of people living with 
dementia worldwide today is estimated at 44 million people, set to almost double by 20301. 
With an ageing population, dementia is soon to become the biggest burden on healthcare 
systems around the world. In 2010, the global cost of dementia was around £400 billion and 
this figure will continue to rise as more people are diagnosed each year. It is estimated the 
costs of dementia are higher than cancer, stroke or heart disease2. According to The Race 
Equality Foundation (2013), around 35.6m people are currently living with dementia 
worldwide; a figure that is expected to double by 2030 and triple by 2050.  
 
In England, it is estimated that around 676,000 people have dementia3. Dementia has, and 
will continue to have, a huge impact on people living with the condition, their carer givers, 
families and society more generally because:  
 

• Dementia is now one of the top five underlying causes of death and one in three 
people who die after the age of 65 have dementia4  
 

• In November 2016, BBC News reported that Dementia, including Alzheimer's disease, 
had overtaken heart disease as the leading cause of death in England and Wales 
(BBC Health, 2016). 

 
• As the population grows and ages, the economic burden of dementia is expected to 

rise significantly (Department of Health, 2013).  
 

• According to The King's Fund5, the total annual spending on dementia is projected to 
reach £35 billion in 2026 

In 2013, the UK used its presidency of the G8 Dementia Summit6 to spearhead a global effort 
to tackle dementia through research7.  

Again in 2015, UK Prime Minister David Cameron in his ‘Challenge on Dementia 2020’ 
February 2015) stated in the foreword of the report that ‘dementia takes a huge toll on our 
health and care services…with the numbers of people with dementia expected to double in 
the next 30 years and predicted costs likely to treble to over £50 billion’.8  
 
 
 
 
 

                                                 
1 World Alzheimer’s report 2014 
2 Dementia in Black and Minority Ethnic Communities: Meeting the Challenge - Nov 2013 
3 Alzheimer’s Society, 2013 
4 Dementia UK, 2014 
5 Brayne, Gao, Dewey, Matthews, 2006 
6 Department of Health, 2013 - Dementia: State of the Nation, p 11 
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/262139/Dementia.pdf    
7 G8 Dementia Summit: Global Action Against Dementia, report published 10th April 2014 
7 Alzheimer’s Society, 2013 
8 ‘Challenge on Dementia 2020’ February 2015, p 3 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/262139/Dementia.pdf
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Defining dementia  
 
The term ‘dementia’ describes a set of symptoms that include loss of concentration and 
memory problems, mood and behaviour changes and problems with communicating and 
reasoning. These symptoms occur when the brain is damaged by certain diseases, such as 
Alzheimer’s disease, a series of small strokes or other neurological conditions. Around 60 per 
cent of people with dementia have Alzheimer’s disease and around 20 per cent have 
vascular dementia, which results from problems with blood supply to the brain. There are 
other less common forms of dementia for example dementia with Lewy Bodies and 
Frontotemporal Dementia. Currently, dementia is not curable. However, medicines and other 
interventions can lessen symptoms for a period of time and people may live with the 
condition for many years after diagnosis. There is also evidence that more can be done to 
delay the onset of dementia by reducing risk factors and living a healthier lifestyle9. 
 
The most common types of dementia stated above are all progressive. This means that the 
structure and chemistry of the brain become increasingly damaged over time. The person's 
ability to remember, understand, reason and communicate will gradually decline. As 
dementia worsens, the person will need more and more support with daily living. Their 
behaviour and mood will also change. Eventually, the changes in the brain will begin to 
cause mild symptoms, but which are initially not bad enough to count as dementia. Subtle 
problems in areas such as memory, reasoning, planning or judgement may cause difficulties 
with more demanding tasks. 
 
Looking at dementia as a series of three stages - early, middle and late - can be a helpful 
way of understanding the changes that occur over time. Alzheimer's disease usually begins 
with very minor changes in the person's abilities or behaviour. Such signs can often be 
mistakenly attributed to the normal process of ageing. As Alzheimer's disease progresses, 
the changes become more marked. The person will need more support to help manage their 
day-to-day life. They may need frequent reminders or help to eat, wash, dress and use the 
toilet. They are likely to become increasingly forgetful - particularly of names - and may 
sometimes repeat the same question or sentence over and over. At the most late or severe 
stage, the person with Alzheimer's will need even more help and will gradually become totally 
dependent on others for nursing care. 
 
The use of terms 
 
The terms ‘Black and Minority Ethnic’ (BME) and ‘Black, Asian and Minority Ethnic’ (BAME) 
are both terms commonly found in research and general literature. I use the term ‘Black, 
Asian and Minority Ethnic’ abbreviated as BAME because the focus here is on the South 
Asian community. I also use the term ‘minority ethnic’ in preference to ‘ethnic minority’ 
because it stresses the fact that everyone belongs to an ethnic group, rather than an ethnic 
group’s minority status. The blanket term ‘South Asian’ may be used to refer to studies of 
Pakistani, Sikh, Gujarati or other ‘South Asian’ ‘sub’-groups. 
 
An ageing diverse population in the UK 
 
According to the 2011 Census, 14 per cent of the UK’s population is BAME10. This total is 
nearly 8 million people, which is roughly the same as Scotland and Wales combined. 

                                                 
9 Prime Minister’s ‘Challenge on Dementia 2020’ - February 2015 
10 ONS 2012 
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The BAME population is not only growing, but it is more diverse than in the past. Until the 
1990s migration was predominately from the ‘Old’ or ‘New’ Commonwealth, in the latter case 
primarily the Caribbean and South Asia. The rise in the number of minority groups in the UK 
has been driven by population growth and immigration. In the 2001 Census there were 
230,000 BAME people over the age of 65, but this is expected to increase significantly in the 
coming decades, to around 2.7 million by 2051 (Botsford et al; 2015). The majority of these 
older people who migrated in the 1950s, 60s and 70s may have come with short-term plans 
and with the intention of returning to their country of birth. However, with a better quality of 
life, better income and more opportunities, the majority chose to stay within the UK 
permanently. 
 
The 2011 census has demonstrated that a growing proportion of the black and minority 
ethnic population in the UK is now aged over 65, with particular growth taking place in the 
75+ age group (NOMIS, 2011). This presents challenges for providers of dementia services if 
they have not worked with these groups previously or if their commissioning processes do 
not take into account the major shifts in demographics currently taking place. Such diversity 
of race, language, religion and culture within and between people of different ethnic groups 
can produce inequalities in health and uptake of health services. It is important to try to 
understand these differences and to reduce inequalities if health services are to be improved 
across the whole population. 
 

 
 
 
 
 

The Myth of Returning home  
 
People from the Indian sub-continent have been travelling to Britain from as early as the 
17th century. Pakistanis are now the third largest minority ethnic group in Britain, 
however, very few details are known about their socio-economic position.  
 
It is relevant to point out that migration of Pakistanis into Britain was to fill unskilled textile 
jobs in Yorkshire and Lancashire textile mills - post World War 2. 
 
At the time of the partition in 1947, a large-scale movement of population took place 
between India and Pakistan. Various surveys have shown that many of these displaced 
people came to Britain, thus becoming migrants twice.  
 
It was estimated in 1951 that there were 5000 Pakistanis (including Bangladeshis) in 
Britain. In 1961, the estimated number of Pakistanis reached 24,900 and by 1966 it had 
grown to 119,700. However, there was a drastic decline in the number of immigrants 
coming as workers.  
 
In the 1960s and 1970s the myth of returning home was quite common. However, more 
recently this myth among Pakistanis has diminished because of economic circumstances 
and the future of their children, which most of them see as being in Britain. 

BBC Website ‘Our untold stories’ 2014 
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BME communities and dementia   
 

‘If you are 65 today you were born in 1948. Obviously Windrush, which is the first period of 
post-war large-scale migration to the UK from minority ethnic populations, happened in 
1948… So, most of the people who are presently over 65 are overseas-born, and I think 
that raises a distinctive set of issues for the current older minority ethnic population.’ 
 
Omar Khan (APPG during oral evidence 2013) 
 

My family’s migration story 
 
Like many first generation Pakistanis, my father arrived in the UK in the early 1960s; 
having experienced the 1947 partition, which came about after India and Pakistan gained 
independence from Britain, resulting in over fourteen million people being displaced. 
Many of our forefathers, including my parents actually experienced two migrations – the 
first one was in 1947 when the Punjab was spilt into two to allow for independence to 
take place, and the second after the second world war when people from the 
commonwealth were invited to come and fill the labour shortages in the UK.  
 
My father was in his twenties when he arrived to the UK, he was the first of my family to 
arrive, leaving my mother and sisters in Pakistan who arrived much later.  
His journey to the UK wasn’t without its challenges, he travelled through many countries 
by road with a group of other men – his passport is witness to all the border crossings 
and visas he needed to progress onwards to the next border. My father first worked in 
Edinburgh, Scotland and eventually moving to Northwest England working in foundries, 
and finally settling to work as a ‘spinner’ in several textile mills. 
 
After many years, my mother and elder sisters joined my father in the UK. My mother 
would tell me that she had to give up her role as a housewife raising the family in order to 
seek employment because my father had a very bad accident at work where he was 
crushed behind a truck and was bed-ridden for a long time. As there was no other source 
of income coming into the family, no benefits, and my older siblings were still at school 
and babysitting me in between mum’s shifts. I recall my mother telling me that she would 
walk in the snow for miles going from one textile mill to another looking and asking for 
work. Despite all the adversities i.e. language barrier and racism was rife; she eventually 
found work, and spent a considerable amount of time working shifts and returning home 
to look after the family. When my father’s health improved, he resumed his role in the 
textile mills; and as he was a skilled tradesman in Pakistan and India he re-trained as a 
Plumber, Joiner and Builder. As a result of his technical knowledge and natural ability to 
fix things, he was quickly promoted as a technician in the mill. He also became a very 
well established and respected member of the local community. Interestingly my parents 
actually spent more years living in the UK than they did in Pakistan; because Pakistan as 
a sovereign nation was only created in 1947.  
 
As a family, we established roots in Rochdale, where I was born and have spent all my 
life in the area in which I grew up in. Our family’s story and many others reinforced the 
‘myth of returning home’ was in fact true – just a myth! 
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For many communities, life expectancy in the UK may now significantly exceed life 
expectancy in their country of origin. This may mean a greater likelihood of them developing 
dementia than would be the case in the country they originate from. For example, the current 
life expectancy for Pakistani women living in Pakistan is 67.5 whereas for Pakistani women 
living in the UK it is 77.3 (Civitas, 2011). The All-Party Parliamentary Group (APPG) report on 
Dementia ‘Dementia Does Not Discriminate’ July 2013, reported that the number of people 
with Dementia from Black, Asian and Minority Ethnic (BAME) groups is expected to rise 
significantly as the BAME population ages. The Centre for Policy on Ageing and the 
Runnymede Trust applied well established Dementia prevalence rates to census data, giving 
a current estimate of nearly 25,000 people with Dementia from BAME communities in 
England and Wales. This number is expected to grow to nearly 50,000 by 2026 and over 
172,000 people by 2051.  
 
The report further states that currently, people from BAME communities are under-
represented in services and they are often diagnosed at a later stage of the illness, or not at 
all. Indeed, there are no reliable figures available it is likely that dementia is more common 
among BAME communities as the risk factors, high blood pressure, diabetes, hypertension 
and high cholesterol are more common (APPG 2013). Vascular dementia is also believed to 
be more prevalent among BAME groups as they are more prone to such risk factors 
(Moriarty et al; 2011).  
 
The prevalence of dementia in South Asians is set to increase (Department of Health, 2002), 
and the rise in cases of dementia in South Asian communities (Lawrence et al., 2011) will 
greatly impact on the lives of older people and their families in this minority population, 
however little is known about how South Asians understand dementia in the UK.  
 
Emerging research suggests that the prevalence of dementia is higher in the Black African 
Caribbean and South Asian UK populations, and also that the age of onset is lower for Black 
African-Caribbean groups (Truswell, 2013).  
 

 

This may be a factor why BAME communities have a low diagnostic/referral rate (APPG 
report 2013); as the assessment could be considered to be too euro-centric to enable an 
effective, culturally appropriate diagnosis and I revisit this later. In some communities’ 
dementia is assumed as part of the natural aging process resulting often in acceptance and 
non-action; this is exacerbated by the fact there is no word for ‘Dementia’ in many Asian 
languages.  
 
So, there is a particular need in the South Asian Community for accessible information on 
Dementia both to raise awareness, so encouraging diagnosis and to enable people with 
Dementia to live successfully at home.  
  

‘The treatment of dementia in South Asian communities poses particular challenges, one 
the one hand we know that dementia is no respecter of race or ethnicity; in fact, we have 
reason to think that people from south Asian communities may suffer from dementia even 
more than people from other communities. That is probably because people in south Asian 
communities have very high rates of high blood pressure, heart disease and diabetes.’ 
 
Dr Shanu Datta, Consultant Psychiatrist for Older People, Birch Hill Hospital, Rochdale. 
Purani Yaadein (Old Memories film 2014) Interview  
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The significance of religion 
 
The religious expectation of duty to care cut across Islam, Hinduism and Sikhism. Care-
givers from all three religions say that their faith placed a responsibility on them to care for 
the person with dementia. Islam, for instance, emphasises respect for all older people, with 
children having a special responsibility towards their parents; and it is considered a 
communal obligation and a virtue to care for the elderly, even for extended family members. 
 

 
Stigma and mental illness in BME communities  
 

 

‘Stigma is an attribute, behaviour or reputation which is socially discrediting in a 
particular way: it causes an individual to be mentally classified by others in an 
undesirable, rejected stereotype rather than in an accepted, normal one.’ 
 
World Alzheimer’s Report 2012 (p12) – Overcoming the stigma of dementia  

Our family’s experience  
 
I experienced problems in seeking a diagnosis from our GP for my mum, who was 
eventually diagnosed with vascular dementia, and also having to deal with the 
challenges of becoming a carer. Over a period of two years’ mum’s condition 
deteriorated, both mentally and physically and it became extremely difficult for us to 
continue to care for her needs and maintain a normal family life as I was working full-
time. The strain of caring became untenable, so we consulted the local Mufti (senior 
Muslim scholar) to seek an Islamic ruling on whether we could consider respite or even 
consider placing mum into a specialist dementia nursing home. As the main carer for 
mum it was a decision I had tormented over for a long time; and whilst caring for mum 
was a rewarding but hugely challenging experience, we found that as her health 
worsened it was taking its toll on me and family’s health and wellbeing. Even 
considering a dementia nursing home for mum was not easy given religious and cultural 
norms, and ultimately placing mum in one was a decision I did not take easily. The 
Imam advised that if it was in mum’s best interest then it was permitted. 
 
We felt compelled to seek guidance from the Mufti because of the pressure and 
expectations from our extended family to continue to care for mum – irrespective of her 
needs or the stress being placed on me and my family. The perception was, that by not 
continuing to care for mum, meant perhaps I was not fulfilling my duty as a son; and it 
was only after getting the ‘authority’ from the Mufti I was able to arrange a best interest 
meeting with the extended family, mum’s Consultant Psychiatrist and her community 
nurse at the memory clinic where it was decided that the best interest for mum was to be 
admitted into a specialist high dependency nursing home.  
 
It is also worth noting that, from my experience, there is confusion within some BAME 
communities on the difference between residential/sheltered accommodation and high 
dependency nursing homes – and that’s where I believe some of the issues around 
stigma and abandonment may arise. I often found myself explaining to people in my 
community that mum was in a high dependency dementia nursing home where she 
had 24/7 nursing/clinical presence and NOT in sheltered accommodation. 
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Stigma exists in all cultures, but the way in which it is expressed in different cultures varies. 
The phenomena of stigma can be a factor in delaying seeking support because families want  
to conceal or ignore the early signs. 
 
In the Muslim community in particular11, there is social and cultural stigma associated with 
accessing services that provided care outside the family. This stigma tended to be fuelled by 
negative stereotypes that usually emerged from extended family members rather than the 
immediate family who were in need of those services. This is exacerbated further when and if 
a need arises to tackle any kind of mental health problem, including dementia.  
 
There are other influencing factors such as discrimination, higher rates of poverty and 
employment or poorer health, so developing a stigmatising illness could be amplifying those 
disadvantages. The shame associated with a stigmatised condition could also deter people 
from the south Asian community in accessing help – which often leads to family’s further 
experiencing isolation. Furthermore, in communities where the culture of arranged marriages 
is still prevalent, families may not wish to disclose that a relative in the household has 
dementia because it could be perceived that mental health ‘runs in the family’ thereby 
reducing the chance of marriage or it could lead to a breakdown in the marriage – especially 
if there is an unmarried daughter in the family. 
 
It was reported by dementia care workers at the ‘Dementia in black and minority ethnic 
communities: Meeting the challenge’ learning event that some Black and Minority Ethnic 
communities are very close knit and most people are related or know each other. This may 
lead to fear or embarrassment about being the subject of gossip or damaged pride at having 
to ask for help with caring for a family member with dementia. 
 
There is often misunderstanding about the causes of mental health problems including 
dementia, these include: 
 
• Black Magic  
• The will of God  
• Genetic 
 
Family relationships have a strong and integral role. Yet in seeking to protect relatives with 
mental health problems from gossip and stigma – and also to protect the wider family’s 
reputation; there is a tendency for the close family to reduce the amount of contact the 
person might have with the extended family or wider community. Party and wedding 
invitations, for instance, may be declined. In some BAME communities it is common for the 
families of the bride and groom to look into each other’s backgrounds to ensure their child is 
marrying into a ‘good’ family. Along with other genetic illnesses, evidence of mental health 
would impact on the status of the family and its desirability. Any marriage prospects may also 
be damaged because of the perception that perhaps dementia or other mental health 
condition is incurable and can be passed on through the generations via genes. This can be 
seen as a serious threat to marriage proposals where arranged marriages are common.  
Amongst the south Asian community, the Izzat (Honour) and Sharam (Shame) reflects on the 
actions of family, affecting their social standing in their community but also within family in 
their native country. For instance, the family ‘izzat’ could be lost through attracting ‘sharam’ 
for example disclosing that a family member has mental health issues.  
 

                                                 
11 Bradford, 2008; Oldham, 2008 
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Black Magic 
 
The reason why some south Asian communities believe in demonic possessions and spirits 
stems from a number of factors. Firstly, in south Asian communities and associated 
languages there is no terminology for mental health conditions such as dementia, 
schizophrenia, bipolar disorder, and the symptoms and behaviour is seen as similar to 
demonic possession. Secondly BAME elders from the Indian sub-continent may have 
witnessed exorcisms of heard of such incidents within circles of friends and extended family 
members or heard village folklore which has been passed down from generation to 
generation, which over time becomes embedded in cultural beliefs. 
 
During a ‘Culture and Dementia’ awareness training session to Greater Manchester Police 
officers, I was approached by a senior Police Officer who wanted to share an experience of 
‘black magic’. The officer recalled an incident when he was responding to a domestic 
disturbance; when he arrived at the house he found that an elderly Asian (Muslim) lady was 
acting oddly and was very agitated. The officer further explained that the elderly husband 
was constantly repeating the word ‘Jinn’ in Punjabi; the officer thought the husband meant 
that the lady had been drinking gin (the drink), hence her agitated behaviour. However, it was 
only when the son spoke to the officer and explained (in English) that his mother had actually 
been diagnosed with dementia but sadly his father was still in denial and was insisting that 
his wife was possessed by a Jinn.  
 
In Islam, Jinn (or djinn), are supernatural creatures made of smokeless fire. They are 
frequently found in Islamic folklore and are mentioned in the Qur’an. Historically, they are 
portrayed as menacing creatures that can harm humans, or drive them mad. People in 
Muslim societies have traditionally seen jinn as the cause of mental illness and neurological 
diseases. Since western health professionals tend to be unfamiliar with this belief premise, 
diagnosis may prove quite challenging; especially when any patient-doctor interaction is 
already impeded by language problems and cultural differences12. 
 
The Dementia Pathway and the BAME population 
 
The National Institute for Health and Care Excellence13 (NICE) has established a ‘Dementia 
Care Pathway’, which outlines how a Person with Dementia (PwD) should experience 
services and how different services should connect. The Dementia Care Pathway can be 
summarised as having broadly six stages:  
 

Prevention Identification Assessment 
and 
Diagnosis 

Early 
Intervention 
and 
Treatment 

Living well 
with 
dementia 

End of life 
care 

 

                                                 
12 Lim et al; 2014 
13 An executive non-departmental public body of the Department of Health in the United Kingdom 

 

‘The quality of dementia care across providers is variable, and transitions between services 
need to be improved. People with dementia are likely to experience poor care at some 
point along their care pathway, but they have the right to expect good care and it is 
unacceptable that they should receive a variable quality of care.’ 
 

Care Quality Commission ‘Cracks in The Pathway’ p.9 (Oct 2014)  
 

https://en.wikipedia.org/wiki/Non-departmental_public_body
https://en.wikipedia.org/wiki/Department_of_Health_(United_Kingdom)
https://en.wikipedia.org/wiki/United_Kingdom
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GP access and referrals  

 
General Practitioners essentially act as gatekeepers to accessing other primary care services 
and secondary care services. Older people from several different BAME groups are well 
aware of services provided by GPs (Barker 1984; Bhalia and Blakemore 1981; McCallum 
1990), and have high general practice consultation rates (Adamson et all. 2003; Balarajan, 
Yuen and Raleigh 1989; Donaldson 1986; Gillam et al. 1989; Lindesay et all. 1997a; 
Livingston et al. 2002).  
 
However, despite the prevalence of dementia in different BAME groups being comparable to 
or higher than in the indigenous white British group, the prevalence of BAME older people in 
contact with Old Age Psychiatry Dementia Services (OAPDS) is generally low (Beattie et al. 
2005; Blakemore and Boneham 2994; Bowes and Wilkinson 2003; Daker-White et al. 2002; 
Jagger 1998; Lindesay et al. 1997a; Rait and Bains 1997; Seabrooke and Milne 2003; Shah 
and Dighe Deo 1998). Moreover, BAME people with dementia present to services at a more 
severe stage of dementia that their white British counterparts (Mukadam et al. 2011a, 
2011b).  
 

 
 
 

‘Often when you go to A&E they refer us back to our GP; but the reason people go to A&E 
is because they cannot get an appointment when they need it. So, if you’re ill today what 
would be the point of a GP appointment in a week or two weeks’ time...?’ 
 
Comment from participant 
(BME Health & Wellbeing focus group for HMR CCG - Jan 2015) 
 
In December 2014 BME Health & Wellbeing were commissioned by the Heywood, Middleton and Rochdale 
Clinical Commissioning Group to facilitate focus groups amongst the south Asian community in Rochdale; 
the theme of these sessions was ‘NHS Winter Pressures’. Throughout the focus groups we heard many 
stories and instances where people shared their personal health experiences. We were provided with 
graphs by the CCG, one of the tables which showed the top four wards that were accessing/self-referring to 
A&E the most were wards with high numbers of BAME groups residing there. We wanted to establish why 
BAME people were attending A&E rather than self-medicating, utilising the Minor Ailments Service or visiting 
their GP. Difficulties in getting through to and making GP Appointments was a common factor  
 

Dementia: GPs say patchy services fail patients 
 
Doctors have raised fresh concerns about the level of support people with dementia and 
their carers get from the NHS and social services in the UK. The Royal College of GPs 
says until the situation improves, doctors will have to weigh up whether there is any 
advantage in early diagnosis.  
 
GPs have a key role in co-ordinating care for people with dementia, but the Royal College 
of GPs says in some places services are collapsing under the pressure of more 
diagnoses.  
 
A quarter of doctors warned they would be less likely to refer a person with suspected 
dementia to specialists to make a firm diagnosis.  
 
BBC (July 2015)  
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Our experience of accessing GP services 
 
As my mother had a long history of mental health issues she always had the support of 
the local MERIT team (community mental health); and the support we had from the 
Mental Health Care Coordinator/Nurse was fantastic. When we started to notice a 
change in mum’s health and cognitive abilities, it was also noticed by my mum’s mental 
health nurse. Under ‘normal’ circumstances you would expect that the first port of call for 
us would be to contact our GP (which we did) to seek some understanding and hopefully 
to get a diagnosis, advice or referral to a specialist – sadly this didn’t happen. I was well 
aware of the known difficulties with getting doctors’ appointments, however given mums 
frailty, comorbidities and age we expected she would be on a health priority pathway and 
response list. However, we often struggled to get beyond the health centre telephonist, 
let alone convince our GP to visit mum at home because of her limited mobility and the 
difficulty in travelling to the clinic. This was the first real barrier to seeking help and 
accessing any support – this was actually a cry for help, which wasn’t heard until much 
later.  
 
A home visit was eventually made after much persistence; however, upon a quick 
assessment the GP simply dismissed mum’s deterioration in cognitive abilities, agitation, 
forgetfulness and change in ‘normal’ behaviour as simply old age; and ‘nothing to worry 
about’ rather than suggesting carrying out further tests or referring accordingly. 
 
Knowing my mum when she was well and also when she would have relapses in her 
mental health. I knew something wasn’t right. We sought a second opinion for another 
GP; he was the first person who mentioned the word ‘dementia’ to us – we genuinely 
had no concept of what this word meant. I discussed it further with the mental health 
community nurse and she also concurred that given mum’s change in behaviour and 
other signs, it was likely that mum had the onset of dementia. The nurse attempted to 
carry out the Mini Mental State Assessment but she was unable to continue beyond the 
first few questions. 
 
Essentially the diagnosis was made via the Community Mental Health Team rather than 
by our GP; furthermore, there were never any referrals to the memory clinic at any point. 
In fact, we encountered a ‘revolving door’ of services where mum would be admitted to 
various mental health wards because of her associated mental health issues – usually 
triggered by a call to an out of hours GP who would only assess mum’s symptoms on 
how she would present at that time. 
 
During the course of one to two years after diagnosis we had relatively good 
experiences of dealing with very competent, sympathetic clinicians and health care 
professionals including doctors, consultants and community mental health teams; but 
sadly, there was a huge level of inconsistency in quality of care. 
 
We had to circumvent the system just to get mum referred to a specialist and had it not 
been for the MERIT team I honestly don’t think we would have got all the help and 
support. We feel that they were our one stop shop; not our GP! 
 
In my view the diagnosis of my mum’s vascular dementia was made by default; it really 
seemed like a fragmented process to us! 
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The pathway to reach secondary Old Age Psychiatry Dementia Services (OAPDS) 
encompasses several sequential stages. First, recognition of a problem by the patient and/or 
the family; consultation with the GP; recognition of the illness by the GP; referral to 
secondary care specialist services by the GP; and recognition of the illness in secondary 
care (Goldberg and Huxley 1991).  
 
Potential difficulties in this pathway may be due to factors related to patients and their 
families, general practice and secondary care (Shah et al. 2005a). When families do 
approach the GP with concerns about the person, the lack of a concept of cognitive 
impairment or dementia can make it difficult to provide a coherent account of symptoms. This 
creates another barrier to diagnosis; further exacerbated by the experiences of many families 
of long waiting times for a GP appointment. This was identified during focus group work by 
BME Health and Wellbeing for Oldham and HMR Clinical Commissioning Group (Jan/Feb 
2015) as by far the biggest issue for participants. They were concerned about not being able 
to get an appointment on the day required and having to wait for days or sometimes weeks 
for an appointment. Interestingly there was an expressed view that most of the issues exist 
with south Asian GP surgeries (i.e. where the GP is south Asian); and that White GP 
surgeries are much better in terms of being able to get an appointment, being referred to a 
specialist promptly (when needed) and the ability to see a doctor in the evening. 
 
Older people and their family members may be unfamiliar with the symptoms of dementia 
and dismiss them as old age (Adamson 2001; Bowes and Wilkinson 2003; Marwaha and 
Livingston 2002; Purandare et al. 2007; Shah et al. 2005a). These reasons may be amplified 
if the older person is unable to communicate potential symptoms to family members and/or 
the GP either due to lack of appropriate vocabulary or fluency of English (Shah 1997a; 
Thomas, Thornton and Shah 2009; Thornton, Shah and Thomas 2009). Family members 
may not be able to communicate their concerns to the GP for the same reasons.  
 
Older people and their families may believe that nothing can be done to help them, there 
could be a lack of awareness of available services, or of how to access them. They may 
believe that available services are inadequate, inaccessible and culturally insensitive. They 
may have had previous poor experience of services and may fear stigma attached to 
dementia (Age Concern and Help the Aged Housing Trust 1984; Barker 1984; Bhalia and 
Blakemore 1981; Bowes and Wilkinson 2003; Hopkins and Bahl 1993; Manthorpe and 
Hettiaratchy 1993; McCullum 1990; Lawrence et al. 2006; Lindesay et al. 1997a; Livingston 
et al. 2002; Mukadam et al. 2011a, 2011b).  
 
In other words, for people to recognise dementia within the community there needs to be an 
understanding of dementia as being a health care problem, a view not always present in 
older South Asians (Mukadam et al, 2011). 
 
In some BAME communities there is also the fear that once the disclosure of mental health 
has been made to the family doctor it may not remain confidential; or they choose to consult 
traditional healers than GPs (Bhatnagar 1997). Some older BAME people may feel that they 
are a burden on their families (Lawrence et al. 2011). Family members may also feel that is 
their duty to continue to look after older people (whether or not it is in best interest of the 
person with dementia); fear that other may criticise them for seeking help, delay seeking help 
until they cannot cope or others comment on the problems, and believe that diagnosis alone 
maybe purposeless (Adamson 1999; Lawrence et al. 2008; Mukadam et al. 2011a, 2011b).  
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Barriers to BAME groups accessing dementia services 
 

 
 
 
 
 
 

 

 
 

 

 
 
 
 
 

 
 
 
 

 
 
 

 
Source: D’Agostino, A. (2012): Improving Dementia Services for BME Communities in Croydon, Croydon BME 
Forum  
 
 
If dementia is identified by the GP, it may or may not be treated, and this is due to several 
factors. The GP may believe that nothing can be done that ethnically sensitive care services 
are not available, and may have had previous poor experience of secondary care referrals 
(Shah et al. 2005a). If the dementia presenting to the GP is less severe or lack troublesome 
behavioural and psychological signs and symptoms of dementia, then onward referral to 
secondary care may be considered unnecessary (Shah et al. 2005a). As discussed above, 
there are many well-known barriers which can inhibit south Asian people from recognising 
dementia and approaching their GP, including: reduced awareness of dementia; stigma; 
considering symptoms as normal ageing; believing that GPs only deal with physical 
symptoms, and believing that nothing can be done for memory problems if they  
are God-given.  
 
Screening instruments have been developed for some BAME groups (Botsford et al; 2015); 
such as the Mini Mental State Examination (MMSE) (Folstein, Folstein and McHugh 1975) 
has been developed in Gujarati, Bengali, Punjabi, Hindi and Urdu (Lindesay et al 1997b); 
Rait et al 2000a), and in English.  
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Memory clinic access and diagnostic tools  
 
As stated earlier, there are some screening tools for dementia for use with BAME groups. 
However, there are no diagnosis instruments for use with older people from BAME groups 
(Botsford et al; 2015). Traditionally, there tends to be the reliance on gathering history from 
family and carers and mental state examination to form diagnostic conclusions (Botsford et 
al; 2015). 
 
For those individuals living with dementia or their carers who already cannot speak English 
fluently enough to interact with health professionals, dementia poses obvious challenges, 
from proper diagnosis and knowing about the services available at the memory clinic to 
adequate and appropriate support (Botsford, J., Dening, K.H. (2015): Dementia, Culture and 
Ethnicity – Issues for All).   
 

 
Additionally, a significant proportion of older people from BAME communities are illiterate in 
their mother tongue (Barker, 1984; Manthorpe & Hettiarachy, 1993; Lindesay et al., 1997b). 
This has important implications not only for any assessments but also for communication of 
information about treatment and available services. Communication difficulties can be 
minimised if the clinician is fluent in the patient’s language (Ong, 1991).  
 
There are several other types of diagnostic instruments; however, the main difficulty with all 
the screening tools for dementia is that only bi-lingual clinicians can use them because the 
questions are in the BAME older person’s language (Botford et al, 2015; Oommen, Bashford 
and Shah, 2009). There are no instruments that can be administered by English-speaking 
clinicians in English, with the interpreter translating the question to the patient and then the 
answer to the clinician, and with the clinician scoring (Oommen et al; 2009). 
 
A number of BAME people articulated that they wanted to see interpreters who are of their 
age and background (Ali et al; NIMHE Oldham Report 2008). Importantly though, good 
interpreting is about more than language proficiency and the literal exchange of words; it is 
about the interpreter putting forward the user’s view of their situation. Guidance from the 
NCPC (2013) suggests that the use of sensitive and appropriately translated materials and 
interpreters who have the correct language and dialect of the person with dementia is 
essential to avoid relying on family members to act as interpreters, which is not considered to 
be good practice.  
 
 
 
 
 
 

‘Getting a diagnosis can be difficult for people from BAME communities as the Mini Mental 
State Examination isn't culturally appropriate. The majority of the older population who 
originate from India/Pakistan have either not been educated or are illiterate, so asking 
them to write or draw shapes can be very unsettling and intimidating for them. Also, GP's 
in the past have not put much emphasis on encouraging people who are concerned about 
their memory to get a diagnosis.’ 
 
Prior et al, 2013  
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Hospital admissions 
 
Admission to hospital can be stressful and unsettling for people living with dementia; 
especially if they are unable to speak English and from a different cultural and religious 
background. Furthermore, if the staff at Accident and Emergency/Hospital wards are 
unfamiliar with dementia or indeed the language and cultural needs of the patient can often 
make the experience, needlessly, more stressful. 
However, some A&E departments had considered how confusing, noisy and disorientating 
the emergency department could be for patients living with dementia. One department had 
identified quieter, less busy areas away from the main activity of the emergency department 
(Care Quality Commission 2014).  
 
Emergency admissions to general hospitals involving people with dementia have increased 
over recent years. Around 14% more admissions occurred in 2012/13 compared with the 
previous year and around 48% more than in 2008/09. Public Health England (March 2015) 
reported on the ‘Reasons why people with dementia are admitted to a general hospital in an 

emergency’; the report stated that people with dementia, along with the general population, 
are prone to developing physical conditions as part of living and the aging process.  
 
However, people with dementia can have more complex needs than those of the general 
population because of the condition, which can potentially result in difficulty with assessment 
or treatment prolonging the individual’s recovery period. If the complex needs of such 
individuals remain unaddressed, then a likely outcome is that emergency hospital care is 
required.  
 
Data on the impact of ethnicity on risk of emergency admission is fairly limited, but being 
from a minority ethnic group is associated with a higher risk of emergency admission  
(Bottle et al; 2006). 
 
 
 
 
 
 
 

‘Our mother tongue is Gujarati so they should send someone who is Gujarati; it would be 
better and helpful. If they speak Hindi or Urdu then there would be difficulty with some of 
the words. Sometimes they send Punjabi people. If would be better if they sent a Gujarati 
person.’ 
(Raj Mistry, a Gujarati man) 
 
‘I think most people who do interpreting speak Dhaka dialect. This can cause problems for 
a Sylheti-speaking person. I think Sylheti-speaking interpreters should be provided for 
Sylheti people. Another example, say a person is from the Chittagong area. If you have a 
Sylheti-speaking interpreter then this person won’t understand the Sylheti dialect. For 
them, there should be someone from Chittagong doing the interpreting.’ 
(Maroof Khan, a Bangladeshi man)  

 
JRF, Access to Services with Interpreters (2004) 
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Our experience of hospital admissions  
 
As a family, we’ve had a lot of mixed experiences of hospital admissions with mum; some 
good and bad but mostly average. 
 
Prior to mum being diagnosed with vascular dementia, mum had been admitted into several 
psychiatric wards because of her deteriorating mental health. Some wards and staff would 
provide wonderful care and support to mum and to us, ensuring we were fully informed of 
every step of mum’s treatment and recovery – however I also had many issues with some 
staff and wards on how mum would be treated. For instance, on one of our regular visits to 
an out of town (as no beds were available in our home town) psychiatric ward where mum 
was being looked after, we found that the staff had put her in a room on her own, 
dishevelled and without her head scarf on, at the very far end of the ward. Establishing who 
was in charge in this particular hospital ward was a challenge in itself as none of the ward 
staff were in uniform or identifiable in terms of hierarchy; we certainly got the impression that 
we were being ignored.  
  
Once the staff nurse was located and identified, I asked why mum had been isolated and 
left on her own; the response astounded and angered me equally – apparently mum was 
shouting something in ‘her own language' and the staff didn’t know what she was saying. In 
turned out that mum just wanted some company and was looking for her scarf! 
 
When we first experienced that mum’s health was deteriorating was after an incident at 
home, mum was complaining that she couldn’t move her right leg but was insistent that she 
did not want to go to hospital. From past experiences, we could understand why. Anyway, 
mum then tried to climb the stairs but was physically unable to do, my eldest son and I 
ended up carrying mum to her bed – again on her insistence. I called the ambulance much 
to mum’s displeasure, and after some assessment the paramedics suspected a stroke but 
were uncertain so they wisely decided to take mum to hospital. After spending some time in 
the A&E cubicle mum was moved to a ward; during which time several tests were 
attempted, including an MRI but mum would repeatedly sound the panic alarm as she felt 
claustrophobic. Mum was eventually shifted to the Acute Medical Unit and then discharged 
without us ever actually getting an official diagnosis of what caused the problem with the leg 
– we suspected a possible mini stroke i.e. TIA? 
 
We found on one occasion that mum had been left on her own waiting to be discharged, 
with a bag of her belongings beside her wheelchair at AMU waiting to be picked up by 
ambulance crew – there was no chaperone with her and we weren’t informed that she had 
been discharged. 
 
Mum’s health quickly deteriorated after that incident, and her movement in the leg became 
increasingly limited and we saw that it was becoming more and more rigid. Mum eventually 
resorted to having to use a zimmer frame to walk around. This sense of losing ‘control’ led 
to mum having increased episodes of depression, anxiety and agitation. But no clinician 
ever made the connection that mum’s mental health could have been linked to, and as a 
consequence of the mini- stroke. Which is why more work needs to be done to inform and 
educate people that someone living with dementia may also develop mental health issues.  
 
Mum would suffer from regular bouts of UTIs during the course of her ailing health; and 
because she would often refuse to take anti-biotics, or any medication for that matter, she 
would be taken to hospital.  
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On one of these many admissions I received a call from the ward Sister at 2am because 
mum was shouting (in Punjabi), but they couldn’t understand what she was saying, I could 
actually hear mum shouting while I was on the phone. When I arrived in the ward I noticed 
that mum was in a dishevelled state, half naked, left on her own with the curtains fully drawn 
– I was in tears! When I managed to calm mum down, it transpired that the nurses were 
trying to force mum to take pills even though her notes explained she is on covert 
medication because she was deemed ‘non-compliant’. It would seem that mum’s notes were 
either not read properly by the ward staff or discussed at the hand over? All mum was 
asking for was bed sheets to be changed; once I managed to persuade mum to take her 
medication and had her sheets changed she settled. 
 
Mum then started to suffer from sudden ‘blackouts’, and whilst these episodes would 
normally last a few minutes, mum would be taken to A&E and then transferred to a ward – 
this happened on several occasions. However, it was later thought that mum could have 
been having TIA’s, which as know from research can be a contributory factor to developing 
vascular dementia – brought on by co-morbidities. We found that the hospital staff and 
doctors would seem bemused with mum’s health and why she was having the ‘funny turns’; 
so much so she was once even prescribed Epilim, an epilepsy drug!  
 
A positive experience of one of the many occasions mum was admitted to hospital was 
when she was take to the geriatrics ward of A&E; the consultant showed compassion as 
mum was clearly distressed and waited for me to arrive before undertaking any tests. Mum 
would only agree to provide mum samples whilst I was with her otherwise the nurse or 
doctor would know about her displeasure in being treated like a pin-cushion. 
 

 
Living well with dementia: Life Stories and reminiscence  
 
As the symptoms of dementia develop and individuals begin to lose their short-term 
memories, longer-term memories may come more to the fore. This may be distressing for 
people who migrated to the UK during the mid-twentieth century and experienced hostility 
and racism. It will also make reminiscence work, which can be therapeutic for many people 
with dementia, very difficult as it may stir up memories of a difficult period in people’s lives. 
 
A focus on life stories has been a strong theme in developing person-centred care in services 
for people with dementia. Crucial to the life story work of many BAME people is the role and 
meaning of culture, religion, family life, routines, community norms, diet and dress (Botsford 
et al; 2015). 

 
Understanding the histories and life courses of BAME people with dementia helps care staff 
to support them to live well. Being aware, for instance, and having an understanding of the 
origins of people who migrated to the UK from rural Punjab in the 1950’s – what that looked 
like, its smells, sense of community and situation – can help make sense of what the older 

In Bradford, ‘Meri Yaadain’ use activities such as cooking or craft which can cut across 
cultures as there is no need for language. There is also a need to speak to older people 
about the activities that they are interested in. For example, a group of Irish elders said they 
were “fed up of being packed off to bingo” and wanted reminiscence projects focused 
around talking; listening projects; befriending, with particular focus on getting out into the 
community by going to a café or library, for example; or singing activities.  
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people may be saying or experiencing. Having appreciation of migration experiences often 
includes recognition of the role and influence of racism, hostility, marginalisation and 
discrimination (Mackenzie 2007). 
 
However, ‘talking therapies’ are not part of many cultures. Also, the taboos associated with 
Dementia mean people are reluctant to admit publicly that someone in their family has the 
condition. As mentioned earlier, because there is no term for Dementia in south Asian 
languages it is often referred to in terms such as ‘not being able to remember things’, ‘being 
forgetful’, ‘losing memory’, ‘going crazy’ or being possessed by ‘Jinns’ i.e. supernatural 
creatures in Islam (see section on Black Magic). 
 
Care givers and care  
 

Carers UK reported that England’s half a million Black Asian Minority Ethnic (BAME) carers 
save the state £7.9 billion a year amounting to 41% of local authority total spend on social 
care – in stark contrast to the investment that is there to support them. The research further 
shows that BAME carers provide more care proportionately than White British carers, putting 
them at greater risk of ill-health, loss of paid employment and social exclusion. Certain 
groups also experience greater levels of isolation, namely Pakistani and Bangladeshi carers. 
BAME carers face the same challenges as all carers, but also face additional barriers, for 
instance cultural barriers, stereotypes and language which can increase the chances of 
poorer health, poverty and social exclusion (Carers UK, 2011). 
 
It is ingrained in the south Asian community to take care of family members for longer than in 
the general population, which is usually what most people with dementia want – to stay at 
home for as long as possible. But there comes a stage in the disease where behaviour and 
caring responsibilities may put too much of a strain on the family carer(s). It is then that 
people with dementia are usually admitted to a care home. But most south Asian people feel 
that care homes are not suitable for their requirements.  
 
Although some husbands and sons are classed as the registered carer (the carer known to 
services), they frequently defer to their wives, daughters and sisters for practical help. 
Consequently, the majority of hidden carers (carers unknown to services) are often daughter-
in-law whose husbands are officially classed as the registered carer (Dwyer and Coward 
1992: Globerman 1996; Jutlla 2011; Yeo and Gallagher-Thompson 1996). Providing care to 
a person with dementia is a long-term commitment with a potential long term health impact 
on the caregiver. The daughter-in-law, who have never worked in the UK post-migration, 
experience the feeling of being ‘trapped’ and ‘powerless’ in family (Blakemore and Boneham 
1994; Juttla 2011) even more, creating tensions and often finding themselves in powerless 
positions (Bhachu 1988; Lamb 2000). 
 
Our experiences of care giving   
 
While my mum eventually started to receive the care and interventions that she needed 
from healthcare professionals, which in itself was often overbearing for my mum and us, 
there was very little (if any) support for us as family and care givers. The experience of 
24/7 caring often led to high levels of stress, depressive symptoms, poor physical health, 
and disturbance in our family relations and dynamics – we encountered social isolation 
and periods of financial instability. 
 
It is also worth emphasising that as a family we had to deal with balancing mum’s health 
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care needs in the household whilst maintaining a family life, with children. Undoubtedly it 
became a strain for everyone in the family and extremely stressful for my wife and me, 
even though the whole family including my children provided caring duties – our children 
were in fact ‘Young Carers’. 
 
My wife was my absolute rock; she cared for my mum like her own. She provided all 
mum’s personal care, which included changing (incontinence pads etc.), cleaning and 
bathing mum. She also supported me and our children throughout; whilst maintaining our 
caring roles.  
 

Without the right support in place, carers often find their own health and wellbeing suffering 
as a result of the care they provide. By putting their loved one first, carers can put their own 
needs last, struggling to find time to exercise, eat healthy meals, see friends and family, or 
even see the doctor. A survey by Carers UK found that this is having a knock-on impact on 
carers’ physical health, mental health, and relationships with others.  
 
This has consequences for carers’ mental health, with 84% saying they feel more stressed, 
78% saying they feel more anxious, and 55% reporting that they have suffered from 
depression as a result of their caring role – significantly more than in 2014 (State of caring 
report 2015). 
 
The role of gender within the South Asian community amongst older people tends to be 
traditional and remains quite static in correlation with views and traditions from their country 
of origin. Whilst older Muslim households generally allow the men to make their own 
decisions and health and social care, women still rely on their social networks, even though 
this ‘tradition’ is beginning to be challenged by the younger generation (Hamlett et all; 2008). 

 
Against the stereotype of communal responsibility/care, we know of individuals from the 
south Asian communities who have taken on the sole caring responsibility for relatives with 
dementia. A number of reasons were given for this, including a reluctance to seek help due 
to shame surrounding older relative’s behaviour or perceived ‘madness’; community 
traditions or expectations about caring responsibilities, such as religious duties to care, the 
role of women in the family, only allowing close relatives to provide support; or because the 
family themselves are isolated in the community.  
 
The decision to place a person with dementia into a care home is never easy, with a number 
of factors leading up to the decision. Davies et al. (2012). Most south Asian and Muslim 
carers perceive home care as being superior to that provided by care homes, as they could 
provide adequate access to religious and other social factors. Whilst the high costs of nursing 
homes are often prohibitive, cultural factors dictate that care would be provided in the home, 
almost certainly by a female caregiver (Wezel et al., 2014). 
 
Older people with dementia from BAME communities residing in a care home are one of the 
most marginalised and invisible groups of service users in the UK. They experience multiple 
disadvantages arising from a having a stigmatised condition, living in a setting that may not 

‘Never in residential care... Not done in our community... How can you think about doing 
this when their children are still alive…?’ 
 
A Pakistani carer   
(as quoted in APPG Dementia does not discriminate Report 2013) 
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meet their needs effectively, and is away from their family, community and social and cultural 
norms (Botsford et al; 2015). However, the number of older people with dementia from 
minority populations who may need to be admitted to a care home is rapidly growing.  

 
 
In summary then, whilst there is limited evidence on BAME communities with dementia and 
their carers; the following themes appear to recur (Moriarty et al; 2011): 
 
• BAME people living with dementia and their carers face difficulty in accessing services 

and often access services later 
• An inability to exercise choice in care and support services because of lower levels of 

awareness of dementia and higher levels of stigma among some communities 
• Different communities have different expectations about care and service providers have 

stereotyped BAME groups in terms of ‘they look after their own’ 
 
Last years of life care: Palliative Care 
 
The World Health Organisation has defined palliative care as the physical, emotional, social 
and spiritual care provided to people with advanced and progressive illnesses. Although 
palliative care is often associated with care for dying people, it is increasingly being 
recognised that palliative care can be given throughout the course of an illness There has 
been growing concern in recent years about the accessibility and the responsiveness of 

Our experience of nursing care 

I believe we were one of very few (if any) Asian families locally who had decided to place a 
parent in a specialist, high dependency Dementia Nursing home. As the main carer for 
mum it was a decision I had agonised over for a long time; and while caring for my mum 
was a rewarding but hugely challenging experience we found that as her health worsened it 
was taking its toll on me, my wife and children. Even considering a dementia care home for 
mum was not easy given religious and cultural norms, and ultimately placing mum in one 
was a decision I did not take easily or lightly. 

The nursing home staff were great; but I had to worked with them during my mum’s stay on 
issues relating to her diet (i.e. halal) and advising them on mum’s language, cultural and 
religious needs. They were very accommodating and understanding, mum was comfortable 
and content there. But mum’s naive social workers and other professionals would often 
point out during discussions that there aren’t many (if any) Asian/Muslim residents in care 
homes because ‘it isn’t what they do…’ and that ‘you normally look after your own...don’t 
you’ I felt I had to constantly explain my circumstances, and that would depress me. 

I still believe there is much confusion within some communities regarding the difference 
between, residential home and care/nursing homes – that’s where I believe some of the 
issues around stigma arise from. I often explained to people, including relative that mum 
was actually placed in a high dependency dementia nursing home with 24/7 nursing/clinical 
presence and intervention because of her increasing needs. 

We still had to face negative and ignorant comments form extended family members and 
individuals in the community – I would often say to them ‘live in my shoes as a carer’; to 
which there would be no reply. 
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palliative care to the needs of people most commonly referred to in the UK as being 'minority 
ethnic' (Hill and Penso, 1995; Firth, 2001). Hospices and palliative care services have also 
been criticised for not engaging fully with race equality. 
 
Robust evidence of ethnicity related disparities in access to palliative care is patchy and is 
hampered by the poor recording of ethnicity in key data sets and in service provision. 
Evidence from small-scale and qualitative research suggests that there is a lack of 
understanding amongst palliative care providers of the specific and varying needs of minority 
ethnic service users. Wider evidence suggests that specific resources and opportunities need 
to be established to enable the full participation of minority ethnic patients and carers in user 
involvement initiatives (Begum, 2006). 
 
People who do not speak the dominant language can face particular obstacles in accessing 
and using palliative care services (Firth, 2001; Randhawa et al 2003, Gunaratnam 2006b). 
 
The challenge for health and social care in a multicultural society is for practitioners to have a 
greater awareness of faith and cultural practices to enable better care to the dying person 
(Johnson et al, 2005; al-Shahri and al-Khenaizan 2005; Mootoo 2005; Prosser, Korman and 
Feinstein 2012).   
 
Hospices in the UK must meet the challenge of an ageing Muslim population by overcoming 
barriers that deter Britain’s largest faith minority from using their services, ensuring that 
language, cultural and religious needs are met. 
 
My experience of receiving End of Life support and care for mum 

Sadly, my mother became very ill around Christmas time 2015, with her dementia, COPD 
and pneumonia. After spending around a week in hospital the hospital staff explained that 
the prognosis of a recovery was not good. So, I decided to make palliative care 
arrangements at home after having a very frank discussion with the ward manager. He 
explained that from his experience at the hospital, not many south Asian/Muslim families 
either want to talk about end of life or even consider palliative care.  

The ward staff, Occupational Therapist and the Transfer Nurse were absolutely fantastic; 
particularly given that the transfer home arrangements were to take place a few days before 
Christmas, we all managed to have mum home on Christmas eve.  

When mum came home we had amazing support and care for her from district nurses, 
Spring Hill Hospice (Hospice at Home) nurses, carers and doctors – they were all 
exceptional. 

I made it clear to everyone that I wanted mum at home with me and my immediate family; 
the response from the nurse who I spoke to was amazing. She said that now that I had 
decided that we wanted mum home she could start the process of transfer almost 
immediately. 

I informed my family and relatives about the news and said that the staff were happy for 
mum to have as many visitors at the hospital as she wanted. During one of my visits I 
noticed that there was a butterfly symbol attached to the cubicle curtain and the curtains 
were closed. When I entered the cubicle my family members told me that the ward manager 
had said that it was okay to keep the curtain closed if that's what family and mum wanted; 
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on entering the cubicle I noticed another laminated A4 sign (picture attached) on the table, it 
essentially informed people that the person in the cubicle has received significant news 
and/or is very poorly and to be respectful. 

 

I thought that was such a beautiful and delicately explained message. I also think it would 
be useful to have the written sign attached on the outside of the curtain or some text on the 
butterfly sign to make the other patients and visitors aware of the butterfly symbol and its 
significance. 

The ward nurse had passed over the transfer to the NHS Transfer nurse who was very 
supportive and explained everything that would happen; to be honest I was surprised to 
learn that some of the paperwork still has to be faxed to other NHS departments and 
colleagues. At one point, I recall the transfer nurse saying that she was struggling to get 
hold of a person but was persevering! She was extremely professional throughout. 

Whilst everything was going on in the background and the transfer was being arranged, I 
was able to spend some time with mum in her cubicle and I feel blessed that I was the last 
person mum spoke to. I then headed home in order to make the necessary arrangements to 
receive mum and move furniture etc. 

During the course of the day I received calls from many people including the OT who 
wanted to know if we had a carbon monoxide detector - I didn't but we got one, if the room 
was big enough to allow access on all sides - it was, the bed company phoned about 
delivery time, the oxygen delivery man called me to arrange the drop off, the carers 
contacted me as did the transfer nurse - as you can imagine it was all a bit hectic and quite 
overwhelming. I was in Bradford for a meeting in the morning on the day mum was arriving 
home and I was on tenterhooks and wouldn't lose sight of my phone.  

Had my son and I not been able to move/re-arrange the furniture to accommodate the bed 
and equipment I think we would have been stuck? I think there ought to be a service that is 
made available to assist families with the practicalities when someone is being transferred 
home who is end of life. I’d hate to think if an older people or someone with a disability is 
unable to move furniture, or what if the person coming home didn’t have anyone at all? 

The morning of mum arriving home I went to the GP surgery to have mum transferred back 
to mum's old 'family' doctor - the practice manager and the GP were brilliant, very 
supportive. The paperwork was ready for me to sign when I arrived at the surgery. 

The bed and the oxygen arrived in time - although the bed's air mattress what somewhat 
temperamental, as the alarm would go off and we couldn't work out how to turn it off or why 
it was bleeping - even the nurses said they couldn't work out the problem with it. 

Mum was home for around 3pm, and all we had were the notes from the ambulance crew - 
but there was no 'hand-over' and there was no one (nurse/doctor) who either came with 
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mum or was waiting for her with us at home to ensure she was okay and to support us. 

We felt a little isolated at the time and we didn't have any 'intervention' until early evening 
when the Hospice at Home nurses from Springhill Hospice arrived. They were very 
professional and took charge straightaway; and quite by chance our GP also arrived home 
to check on mum while the Hospice nurses were with us. When the hospice nurses checked 
the medical notes, they noticed that mum’s prescriptions had not been signed by the 
hospital discharge doctor; luckily the GP had only just left and I was able to call him back 
and he signed the paperwork. 

At this stage mum was comfortable but was only able to respond with eye movements - 
whenever I introduced my children to her, she acknowledged them. 

When the district nurses arrived they hadn't brought the syringe driver (for the pain relief 
medication) with them, but they did bring it the following day.  

I think the rotation system between the hospice nurses and district nurses does work, but 
I'm still not sure what and how their respective roles differ - other than the hospice nurses 
only work until a certain time and the district nurses are on call 24/7. 

Sadly, mum passed away with the whole family around her on Christmas Day.  

I had to remain calm and composed in order to make all the arrangements, thankfully I was 
previously informed by the hospice nurses that I had to call 101 to report the 'expected 
death'. I had reminded our GP to ensure that he had to upload the 'expected death' status 
for mum on the NHS system otherwise it would have caused unnecessary delays. 

In Islam, we have to try our best to arrange the funeral as soon as possible after death - and 
in order for me to make the necessary arrangements I had to contact the district nurses to 
visit and remove the catheter and syringe driver from mum. This again meant I had to leave 
a voicemail message during a very upsetting time with everyone around me crying and 
distressed - trust me it was very difficult for me to remain composed (I collapsed later!). 

When the district nurses arrived, I assumed they had done everything they had to, however 
the following morning when my wife and other female members of my family were bathing 
mum they found that the nurses had left a needle in mum's leg. Thankfully no one was hurt 
but it was not a nice thing to see. 

Soon after mum passed away, and even before the funeral, we started to receive visitors 
who came to pay their respects. As Muslims, we open our doors to anyone and this 'official' 
period of mourning lasts for 3 days after which we are meant to regain some normality and 
re-instate the furniture etc. Although this rarely happens, as we had people visit us for 
weeks afterwards.  

The other issue (probably because it was Christmas) was that we were stuck with the bed 
and the oxygen tanks in the room in which people were sitting; they were not collected until 
the new year. 

I also think providing some cultural and religious awareness training for EOL staff would be 
extremely beneficial; particularly so that they understand why we have to bury our dead as 
soon as possible, and the reason we have the three-day mourning period. 
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Conclusions  
 
From my own experience, I can conclude that people from BAME communities are still 
encountering difficulties in navigating the dementia care pathway. 
 
In the progress review of the National Dementia Strategy from a race equality perspective, 
Truswell (2013) suggested that the policy guidance relating to BAME communities was 
overlooked and that a more targeted approach was essential. 
 
We know that the current ‘dementia care pathway’ does not address the unique issues faced 
by BAME people with dementia; for instance, the ‘triple discrimination’ covering language, 
ethnicity as well as dementia. 
 
In the APPG Dementia does not Discriminate 2013 report, it was highlighted that local areas 
need to understand properly the needs of their local community in order to get the right 
support in place. There may be assumptions in some areas that there would be no demand 
for culturally sensitive dementia services. However, the growing numbers of people with 
dementia from ethnic minorities and the increasing dispersal of older people from BAME 
groups mean all areas need to be aware of local need. Omar Khan (Runnymede Trust) 
pointed out that:  
 
‘There are now only two local authorities in all of England that have fewer than 800 ethnic 
minority people living in them, whereas before there were many local authorities that had 
fewer than 100 ethnic minority people living in them, as recently as 2001.’ 
 
However, I find that whilst the APPG report did highlighted the good work that is happening in 
certain areas of the country, I feel it did not go far enough in terms of pushing for changes to 
legislation or indeed policy reforms. Sadly, I think that was a missed opportunity to make a 
real difference on influencing national, regional and local dementia strategies.  
 
The reason could be that despite best endeavours to embed equality and diversity in 
services; the policies and cultures of commissioning organisations may not support this.  
 
The ‘protected characteristics’ of the Equality Act 2010 can potentially apply to people with 
dementia, and more so to BAME people with dementia. Essentially, all public sector (e.g. 
Councils, CCGs and NHS trusts) and third sector organisations have to comply with the law. 
Furthermore, from April 2013 the new legal duties set out in the Health and Social Care Act 
requires NHS England and CCGs to reduce inequalities, both in terms of access and around 
health outcomes of patients.  
 
We also know that the care needs and lifestyles of BAME older communities are changing; 
which is why it is important to rethink how we can communicate information and raise 
awareness in communities at grassroots in a more inclusive manner, in other words one size 
does not and should not fill all. Every community is different and commissioners need to 
understand that, and further accept that the ‘micro’ communities that often do not reach out 
for help are the one that most often need a helping, sympathetic hand.  
We need to be mindful that there are differences in how people with dementia want to 
receive and access support; some may prefer to have carers in their own house; whereas 
other BAME people may want better access to day and respite services to give carers a 
deserved break. There is still little known about the prevalence of dementia in amongst 
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BAME groups, but we know enough to accept that some of these communities are at higher 
levels of risk than the indigenous white population.  
 
Notwithstanding the challenges, we need to better understand and tackle the issue of social 
isolation amongst BAME elders; and we need to improve the method of communication and 
links with potential service-users and the ‘silent’ carers.  
 
Truswell suggested that improvements in cultural training in the care pathway are linked to 
the reduction of late diagnosis among BAME communities; therefore, there is still the very 
real need for cultural competency training and awareness among care professionals so that 
health care staff are better supported.  
 
Stigma and taboo within the BAME and wider communities are still major barriers to finding 
solutions for the problems related to Alzheimer’s disease and other dementias such as 
vascular, including low rates of diagnosis and service uptake. Therefore, it is essential to take 
action to dispel lingering myths about dementia to reduce stigma.  
 
 
Key Recommendations (see Appendix 1 for the full list) 
 
1. The Government, Commissioners, the NHS and Local Authorities need to focus more on 

Dementia as part of any wider strategy for older South Asian and BAME people – ‘shine a 
light’ on data. Identify current BAME dementia diagnosis rates and set targets for 
improvement. 
 

2. Strategic organisations (i.e. CCG’s) should pledge longer term funding commitments 
within the voluntary sector in terms of funding and resources to ensure the continuation of 
work ensuring sustainable outcomes can be achieved. Small third sector groups find it 
increasingly difficult to gain funding for their work beyond a ‘pilot’ period - particularly 
those that work on single identity health issues e.g. BAME Dementia. There shouldn’t be 
the need for reliance on year of year funding, rather it should be integrated into 
mainstream commissioning. 
 

3. People from BAME communities still have problems navigating the dementia care 
pathway; commissioners need to identify and support those individuals who deliver 
awareness workshops in the community to raise awareness of dementia and provide 
sign-posting. 

 
4. Health care providers need to have an understanding of, and appreciation for the beliefs 

and religious preferences of their BAME patients and carers in order to provide optimal 
care for them. A lack of cultural understanding or sensitivity amongst health and care 
professionals often leads to a lack of flexibility in their responses to people with dementia.  
Appropriate cultural awareness training should be given, to include experiences of 
migration, to health and social care staff.  
 

5. Health and social care staff should be employed to do outreach work in the community. 
Delivering health talks in community languages and distributing information is an effective 
and well appreciated method of disseminating information. There should be regular visits 
from district nurses or health visitors trained in dementia to assess carers’ need for help. 
The assessment process should be quick and user friendly.  

 
 



 29 

References: 
 
Aaidh ibn Abdullah al-Qarnee. (2002): Don’t be sad. International Islamic Publishing House  
 
Aalten, P., de Vugt, M.E., Jaspers, N., Jolles, J., Verhey, F.R. (2015): The course of neuropsychiatric symptoms in 
dementia. Part I: findings from the two-year longitudinal Maasbed study. 
 
Adamson, J. (2001): Awareness and understanding of dementia in African/Caribbean and south Asian families. Health and 
Social Care in the community. 
 
Age Reference Group on Equality and Human Rights (2005): Age and multiple discrimination and Older people. A 
Discussion Paper  
 
Ahmad, W., and Atkin, K. (1997) 'Race' and Community Care. 'Race', Health and Social Care Series, Open University 
Press, Buckingham.  
 
Ahmed, A., Yates Bolton, N., Collier, E (2014): Diversity and Inclusiveness in Dementia: Listening Event Report. Salford 
Institute for Dementia. Salford University. 
 
Alexander, C., Edwards, R., and Temple, B., with Kanani, U., Zhuang, L., Miah, M., and Sam, A. (2004): Access to services 
with interpreters - User views. Joseph Rowntree Foundation 
 
Ali, M.M. (2008): Community Engagement Project – The NIMHE Mental Health Project. UCLAN, NHS Oldham Community 
Health Services, CSIP. 
 
al-Shahri, M.Z. and al-Khenaizan, A. (2005): Palliative care for Muslim patients. The Journal of Supporting Oncology 3, 432-
436. 
 
Alzheimer’s Society Tower Hamlets & East London NHS Foundation Trust. (2013): Dementia Services in Tower Hamlets.  
 
Astin, F., Atkin, K. (2010): Ethnicity and coronary heart disease: making sense of risk and improving care. Race Equality 
Foundation Briefing Paper.  
 
Badger, F., Pumphrey, R., Clarke, L., Clifford, C. et al (2006): The role of ethnicity in end-of-life care in care homes for older 
people in the UK: a literature review. Diversity in Health and Care 6. 
 
Balarajan, R., Yuen, P., Raleigh, V.S. (1989): Ethnic differences in general practice consultation rates. British Medical 
Journal. 
 
Barker, J. (1984): Research Perspective on Aging: Black and Asian Old People in Britain. London: Age Concern Research 
Unit. 
 
Batsch, NL., Mittelman, MS., Blankman, K., Ellenbogen, M., Graham, N., Hogg, L., Mittler, P., Piot, P., Splaine, M., Vernooij-
Dassen, M., Watt, A. (2012): World Alzheimer’s Report: Overcoming the stigma of dementia. Alzheimer’s disease 
International 
 
BBC website: ‘Our untold stories’ (2014). 
 
Beattie, A., Daker-White, G., Gilliard, J. and Means, R. (2005): They don’t quite fit in the way we organise our services: 
results from a UK field study of marginalised groups and dementia care. 
 
Beckett, D and Beckett, J. (2014): Touchstone Dementia Support Project for South Asian Families - An Evaluation 
 
Beerens, H.C., Sutcliffe, C., Renom-Guiteras, A., Maria E, S., Suhonen, R., Zabalegui, A., Bökberg, C.L.U., Saks, K., and 
Hamers, J. P. H. (2014): Quality of Life and Quality of Care for People with Dementia Receiving Long Term Institutional 
Care or Professional Home Care: The European Right Time Place Care Study. In Journal of the American Medical Directors 
Association 15(1). p.54-61 
 
Bertrand, R. M., Fredman, L. & Saczynski, J. (2006): Are All Caregivers Created Equal? Journal of Aging & Health. 
 
Bhachu, P. (1988): ‘Apni Marzi Kardhi’: Home and Work, Sikh Women in Britain. 
 
Bhalia, A and Blakemore, K. (1981) Elders of the Minority Ethnic Groups. Birmingham: All Faiths for One Race (AFFOR) 
 
Bhatnagar, K.S. (1997): Depression in South Asian Elders. Geriatric Medicine. 
 
Bhatnagar, K.S., and Frank, J. (1997): Psychiatric disorders in elderly from the Indian sub-continent living in Bradford. 
International Journal of Geriatric Psychiatry 



 30 

 
Bhattacharyya, S., and Benbow, S.M. (2012): Mental health services for black and minority ethnic elders in the UK: a 
systematic review of innovative practice with service provision and policy implications. 
 
Bhui, K., King, M., Dein, S. & O'Connor, W. (2006): Ethnicity and religious coping with mental distress. Journal of Mental 
Health. 
 
Blakemore, K. and Boneham, M. (1994): Age, Race and Ethnicity: A comparative Approach. Buckingham: Open University 
Press 
 
Blakemore, K., Boneham, M. (1994): Age, Race and Ethnicity: A Comparative Approach. Buckinghamshire: Open University 
Press 
 
Boneham, M. (1989): Aging and ethnicity in Britain: The case if elderly Sikh women in a Midlands town. New Community 
 
Botsford, J., Dening, K.H. (2015): Dementia, Culture and Ethnicity – Issues for all.  
 
Bottle, A., Aylin, P., Majeed, A. (2006): Identifying patients at high risk of emergency hospital admissions. 
 
Bowes, A., and Wilkinson, H. (2003): We didn’t think it would get so bad: South Asian experiences of dementia and service 
response. Health and Social care in the community. 
 
Bury CCG. (2014): Project to improve dementia support in BME communities 
  
Calanzani, N., Koffman, J., & Higginson, I.J. (2013): Palliative and End of Life Care for Black, Asian and Minority Ethnic 
groups in the UK. King’s College London, Cicely Saunders Institute, Public Health England. 
 
Calanzani, N., Koffman, J., Higginson, I.J. (2013): Palliative and End of Life Care for Black, Asian and Minority Ethnic 
Groups in the UK. London: Marie Curie. 
 
Care Quality Commission (2014): ‘Cracks in The Pathway’ People’s experiences of dementia care as they move between 
care homes and hospitals. 
 
Carers UK. (2011): Half a million voices: Improving support for BAME carers 
 
Carers UK. (2015): State of Caring 2015  
 
CLG (2008): English House Condition Survey. Department for Communities and Local Government. 
 
Civitas. (2011): data 
 
Clayton, K. Butt, J. Islam-Barrett, F. Gardner, Z. (2013): Dementia in black and minority ethnic communities: Meeting the 
challenge. Race Equality Foundation, Age UK. 
 
Cooper, C., Tandy, AR., Balamurali, T.B., Livingston, G. (2010): A systematic review and meta analysis of ethnic differences 
in use of dementia treatment, care, and research. 
 
Cox, C., Cole, E., Reynolds, T., Wandrag, M., Breckenridge, D. and Dingle, M. (2006): Implications of cultural diversity in Do 
Not Attempt Resuscitation (DNAR) decision making. Journal of Multicultural Nursing 12. 
 
Cuijpers, P. (2005): Depressive disorders in caregivers of dementia patients: A systematic review. Aging & Mental Health. 
 
D’Agostino, A. (2012): Improving Dementia Services for BME Communities in Croydon, Croydon BME Forum  
 
Davies, H. D., Sridhar, S. B., Newkirk, L. A., Beaudreau, S. A., & O’Hara, R. (2012): Gender differences in sexual 
behaviours of AD patients and their relationship to spousal caregiver well-being. Aging & Mental Health, 16(1), 89–101. 
 
Department for Communities and Local Government - The Change Institute (2009): The Pakistani Muslim Community in 
England. Understanding Muslim Ethnic Communities 
 
Department of Health (2011): National Dementia Strategy: Equalities Action Plan 
 
Department of Health (2013): Dementia - A state of the nation report on dementia care and support in England 
 
Department of Health (2015): Prime Minister’s challenge on Dementia 2020 
 
Dwyer, J.W. and Coward, R.T. (1992): Gender, Families and Elder Care. London: Sage. 
 



 31 

EFID Workshop in Empowerment and Inclusion (2014): Involving people with dementia from ethnic minority groups and their 
families in the community.  
 
East London NHS Foundation Trust, Tower Hamlets, Alzheimer’s Society Information Guide, Dementia Services in Tower 
Hamlets - 2013 
 
Egset, A. S., & Myklebust, J. O. (2011): Dementia in the family: Two Norwegian case studies. Dementia: The International 
Journal of Social Research and Practice, 10(4), 571–585.  
 
Erol, R., Brooker, D., Peel, E. (2015): Women and Dementia, A global research review. Alzheimer’s Disease International 
 
Evans, C., Cunningham, B (1996): Caring for the ethnic elder: even when language in not a barrier, patients many be 
reluctant to discuss their beliefs and practices for fear of criticism or ridicule. Geriatric Nursing. 
 
Firth, S. (2001): Wider Horizons: Care of the Dying in a Multicultural Society. London: National Council for Hospice and 
Specialist Palliative Care Services. 
 
Flores, Y. G., Hinton, L., Barker, J. C., Franz, C. E., & Velasquez, A. (2009): Beyond Familism: A Case Study of the Ethics 
of Care of a Latina Caregiver of an Elderly Parent With Dementia. Health Care for Women International. 
 
Folstein, M.F., Folstein, S.E., and McHugh, P.R. (1975): Mini Mental State: A practical method for grading the cognitive state 
of patients for the clinician. Journal of Psychiatric Research. 
 
Fox, K., Hinton, W.L., Levkoff, S. (1999): Take up the caregiver's burden: stories of care for urban African American elders 
with dementia. 
 
Fuller, J.H.S. and Toon, P.D. (1988): Medical Practice in a Multicultural Society. Oxford: Heinemann Medical. 
 
Giebel, C., Challis, D., Worden, A., Jolley, D., Singh Bhui, K., Lambat, A., Purandare, N. (2015): Perceptions of self-defined 
memory problems vary in south Asian minority older people who consult a GP and those who do not: a mixed-method pilot 
study. International Journal of Geriatric Psychiatry 2015  
 
Giebel, C., Challis, D., Worden, A., Jolley, D., Worden, A., Singh Bhui, K., Lambat, A., Zubair, M., Kanani, C., Purandare, N. 
(2014): South Asian Voices Enabling Dementia Care (SAVE D). Research and Policy Update April 2014. PSSRU 
 
Ginn, J and Arber, S. (2000): Ethnic inequality in later life: variation in financial circumstances by gender and ethnic group, 
Education and Ageing, 15 (1), 2000. 
 
Globerman, J. (1996): Motivations to care: daughters – and sons-in-law caring for relatives with Alzheimer’s disease. Family 
Relations.  
 
Godfrey, J. R., & Warshaw, G. A. (2009): Toward optimal health: considering the enhanced healthcare needs of women 
caregivers. Journal of Women’s Health 
 
Goldberg, D. and Huxley. P. (1981): Common Mental Disorders. A Biosocial Model. London and New York: Tavistock and 
Routledge. 
 
Hamlett, J (2008) as cited by Ud-Din, A (2010): Black and Ethnic Minority Older People’s changing care needs. Bradford 
MDC. 
 
Hart, M. (2008): Mental health, race and ethnicity 
 
Hennings, J., Froggatt, K., & Payne, S. (2013): Spouse caregivers of people with advanced dementia in nursing homes: a 
longitudinal narrative study. Palliative Medicine. 
 
Heywood, Middleton and Rochdale Clinical Commissioning Group (HMR-CCG) (2013): Joint Carers’ Strategy and Action 
Plan 2013-2016  
 
House of Commons; All-Party Parliamentary Group on Dementia. (2013): Dementia does not discriminate. The experiences 
of black, Asian and minority ethnic communities. 
 
Hoxey, K., Mukherjee, S., and Shah, A.K. (1999): Psychiatric services for ethnic elders. London: Old Age Psychiatrist.   
Hussein, S., & Manthorpe, J. (2012): The dementia social care workforce in England: Secondary analysis of a national 
workforce dataset. Aging & Mental Health, 16(1), 110–118 
 
ISCRI Managing Better Mental Health Care for Black & Minority Ethnic Elders. (2010): PRIAE Policy Research Institute on 
Ageing and Ethnicity and the International School for Communities, Rights and Inclusion ISCRI at University of Central 
Lancashire 
 



 32 

Jackson, M. (2012): Dementia in Minority Communities North East England. Produced for The North East Dementia Alliance 
by Cornsay Research. 
 
Jagger, C. (1998): Asian elders. An under studied and growing population. Old Age Psychiatrist. 
 
Johnson, K.S., Elbert-Avila, K.I. and Tulsky, J.A. (2005): The influence of spiritual beliefs and practices on the treatment 
preferences of African Americans: a review of literature. Journal of the American Geriatric Society 53, 711-719. 
 
Jutlla, K. (2011): Caring for a Person with Dementia: A Qualitative Study of the experiences of the Sikh community in 
Wolverhampton. November. PhD thesis, Keele University. 
 
Jutlla, K. (2013): Ethnicity and cultural diversity in dementia care: a review of the literature. The Journal of Dementia Care. 
 
Karseras, P. and Hopkins, E. (1987): British Asians: Health in the Community (Topics in Community Health)  
 
Katbamna, S., Ahmad, W., Bhakt, P., Baker, R. and Parker, G (2004): Do they look after their own? Informal support for 
South Asian carers. Health & Social Care in the Community.  
 
Katbamna, S., Ahmad, W., Bhakta, P., Baker, R., Parker, G. (2004): Do they look after their own? Informal support for South 
Asian carers 
 
Katbamna, S., Matthews, R. (2007): Ageing & Ethnicity - A demographic profile of black and minority ethnic older people in 
England. Age UK 
 
La Fontain, J., Ahuja, J., Bradley, N.M., Philips, S and Oyebode, J.R. (2007): Understanding dementia amongst people in 
minority ethnic and cultural groups. Journal of Advanced Nursing. 
 
Lamb, S. (2000): White Saris and Sweet Mangoes: Aging, Gender, and Body in North India. London: University of California 
Press. 
 
Lawrence, Samsi, Banerjee, Morgan, Murray (2011): Dying well with dementia: qualitative examination of end-of-life care  
 
Lievesley, N. (2010): The future ageing of the ethnic minority population of England and Wales. Runnymede & Centre for 
Policy on Aging 
 
Lim, A., Hoek, H.W., Blom, J.D. (2014): The attribution of psychotic symptoms to jinn in Islamic patients. 
 
Lindesay, J., Jagger, C., Hibbert, M.J., Peet, S.M., and Moledina, F. (1997a): Knowledge, uptake and availability of health 
and social services among Asian Gujarati and white elders. Ethnicity and Health. 
 
Lindesay, J., Jagger, C., Mlynik-Szmid, A., Sinorwala, A., Peet, S and Moledina, F. (1997b): The mini-mental state 
examination (MMSE) in an elderly immigrant Gujarati population in the United Kingdom. International Journal of Geriatric 
Psychiatry 
 
Mackenzie, J. (2006): Stigma and Dementia: South Asian and Eastern European family carers negotiating stigma in two 
cultures. Dementia. Vol. 5, No. 2, pp. 233-247. 
 
Mackenzie, J. (2007): Ethnic minority communities and the experience of dementia: a review and implications for practice. In 
J. Keady, L.C. Clarke and S. Page (eds) Partnerships in Community Health Nursing and Dementia Care: Practice 
Perspectives. Buckingham: Open University Press. 
 
Mand, K. (2006): Social Capital and Transnational South Asian Families: Rituals, Care and Provision. Families and Social 
Care Capital ESRC Research Group. Working paper No.18. March. London South Back University. 
 
Manthorpe, J., Hettiarachy, P. (1993): Ethnic Minority Elders in Britain. International Review of Psychiatry.  
 
Marwaha, S., and Livingston, G. (2002): Stigma, racism or choice. Why do depressed ethnic elders avoid psychiatrists? 
Journal of Affective Disorders.  
 
McCallum, J.A. (1990): The Forgotten People: Carers in Three Minority Communities in Southwark. London: Kings Fund 
Centre 
 
McDaniel, M.A., Shelton, J.T., Breneiser, J.E., Moynan, S.  and Balota, D.A. (2011): Focal and Non-Focal Prospective 
Memory Performance in Very Mild Dementia: A Signature Decline 
 
Memory and Reminiscence Report (2015): Memory and Reminiscence within BME Communities. Researching the need for 
culturally appropriate reminiscence resources across a range of ethnic groups in Leeds. Memories Reminiscence Activity 
Library. 
 



 33 

Miller, D. (2013): State of Health, Black and Other Minority Groups. BHA – For Equality in Health & Social Care. 
 
Millward, Deborah., Karlsen, S. (2011): Tobacco use among minority ethnic populations and cessation interventions. Better 
Health Briefing Paper 22. Race Equality Foundation 
 
Mohammed, S. (2014): Supporting South Asian & BME Dementia Patients and Carers Project. 
 
Montoro-Rodriguez, J., & Gallagher-Thompson, D. (2009): The role of resources and appraisals in predicting burden among 
Latina and non-Hispanic white female caregivers: A test of an expanded socio-cultural model of stress and coping. Aging & 
Mental Health. 
 
Mootoo, J.S. (2005): A Guide to Cultural and Spiritual Awareness. London: RCN Publications  
 
Moriarty, J., Manthorpe, J. (2012): Diversity in older people and access to services - an evidence review. Age UK 
 
Moriarty, J., Sharif, N. and Robinson, J. (2011): SCIE Research Briefing 35: Black and minority ethnic people with dementia 
and their access to support and services, London, Social Care Institute for Excellence 
 
Mukadam, N., Cooper, C. and Livingston, G. (2010): A systematic review of ethnicity and pathways to care in dementia. 
International Journal of Geriatric Psychiatry. 
 
Mukadam, N., Cooper, C., and Livingston, G. (2011a): A systematic review of ethnicity and pathways to care in dementia. 
International Journal of Geriatric Psychiatry.  
 
Mukadam, N., Cooper, C., Basil, B., and Livingston, G. (2011b): Why do ethnic elders present later to UK dementia 
services. International Psychogeriatrics 
 
Mukadam, N., Gill, L. (2012): Reducing the stigma associated with dementia: approaches and goals 
 
Oldroyd, J., Banerjee, M., Heald, A., Cruickshank, K. (2004): Ethnicity Diabetes and ethnic minorities. Accessed via 
http://pmj.bmj.com/content/81/958/486.full 
 
Ong, (1991) as cited in PRIAE – ISCRI Managing Better Mental Health Care for Black & Minority Ethnic Elders p.39 
 
ONS mid-year population estimates (2007) 
 
Oommen, G., Bashford, J., Shah, A. (2009): Ageing, ethnicity and psychiatric services 
 
Papastavrou, E., Tsangari, H., Kalokerinou, A., Papacostas, S. S., & Sourtzi, P. (2009): Gender issues in caring for 
demented relatives. Health Science Journal, 3(1), 41-53. 
 
Patel, P., Pervez, A. (1999) Ageing Matters Ethnic Concerns. Policy Research Institute on Ageing and Ethnicity University of 
Bradford Management Centre 
 
Patel, N., Mirza, N., Lindblad, P. and Samaoli, O (1998): Dementia and Minority Ethnic Older People Managing Care in the 
UK, Denmark and France. Lyme Regis: Russell House Publishing Ltd. 
  
Patel, N (1999): Black and Minority Ethnic Elderly: Perspectives on Long-Term Care. PRIAE. 
 
Pentzek, M., Abholz, H.H., Ostapczuk, M., Altiner, A., Wollny, A., Fuchs, A. (2009): Dementia knowledge among general 
practitioners: first results and psychometric properties of a new instrument. International Psychogeriatrics 
 
Phelan, M., and Parkman, S (1995): How to work with an interpreter. 
 
Phillips, D (2008): The Changing Geography of South Asians In Bradford. University of Leeds. 
 
Potgieter, J. C., & Heyns, P. M. (2006): Caring for a spouse with Alzheimer’s disease: Stressors and strengths. South 
African Journal of Psychology. 
 
Prosser, R., Korman, D. and Feinstein, A. (2012): An Orthodox perspective of the Jewish end of life experience. Home 
Healthcare.  
 
Public Health England (2015): Reasons why people with dementia are admitted to a general hospital in an emergency. 
 
Purandare, N., Luthra, V., Swarbrick, C. and Burns, A. (2007): Knowledge of dementia amongst South Asian (Indian) older 
people in Manchester, UK. International Journal of Geriatric Psychiatry.  
 
Race Equality Foundation and Age UK (2013): Meeting the challenge 2013 Conference 
 



 34 

Raheja, G. and Gold, A. (1994): Listen to the Heron’s words: Reimagining Gender and Kinship in North India. Berkeley, C.A. 
University of California Press 
 
Rait, G., and Bains, A., (1997): Appreciating background and culture: the south Asian elderly and Mental Health. 
International Journal of Geriatric Psychiatry.  
 
Rait, G., Burns, A., Baldwin, R., Morley, M., Chew-Graham, C., and St Leger, A.S. (2000a): Validating screening instruments 
for cognitive impairment in older south Asians in the United Kingdom. International journal of geriatric Psychiatry 15, 54-62.  
 
Rait, G., Walters, K., Bottomley, C., Petersen, I., Iliffe, S., Nazareth, I. (2010): Survival of people with clinical diagnosis of 
dementia in primary care: cohort study. BMJ 
 
Rauf, A. (2010): Caring for Dementia: Exploring good practice on supporting South Asian carers through access to culturally 
competent service provision. Meri Yaadein team report, Bradford 
 
Redelinghuys, J., and Shah, A.K. (1997): The characteristics of ethnic elders from the Indian subcontinent using a geriatric 
psychiatry service in west London. Ageing and Mental Health 
 
Regan, J.L. (2013): Defining dementia care barriers for ethnic minorities: the religion-culture distinction. Mental Health, 
religion and Culture 16, 1-15 
 
Rehman, H., Howarth, R. (2013): Dementia and Ethnic Minorities: Presentation of Research Findings. ETHNOS, Research 
and Consultancy. 
 
Rochdale Council (2012): Joint Health and Wellbeing Strategy for Rochdale Borough 2012–2015  
 
Sachrajda, A. (2011): Dementia care in London. Institute for Public Policy Research 
 
Sahdia, P. (2015): Developing Dementia Care Pathways for Minority Ethnic Communities. Accessed: https://prezi.com/-
vtujlkkiidq/developing-dementia-care-pathways-for-minority-ethnic-communities/?utm_campaign=share&utm_medium=copy 
 
Say, M. (2014): Cross-Cultural Dementia Diagnosis. East London NHS Foundation Trust   
 
Seabrooke, V., and Milne, A. (2003): Developing dementia services for an Asian community. Nursing and Residential Care. 
 
Seabrooke, V., and Milne, A. (2004): Culture and Care in Dementia: A study of the Asian Community in Northwest Kent. 
January: mental Health Foundation. 
 
SEARO (2012): Promoting ageing and health – the Sri Lankan experience. Ministries of social services and health. WHO 
Regional Health Forum 
 
Shah AK, Ellanchenny N (2002): Dementia services for ethnic minority elders with dementia. In: Dementia Topics for the 
Millennium and beyond  
 
Shah, A.K. (1997a): Interviewing mentally ill ethnic minority elders with interpreters. Australian Journal on Ageing.  
 
Shah, A.K. (1997b): Straight talk. Overcoming language barriers in diagnosis. Geriatric Medicine. 
 
Shah, A.K. (1999): Difficulties experienced by a Gujarati psychiatrist is interviewing elderly Gujaratis in Gujarati. International 
Journal of Geriatric Psychiatry 
 
Shah, A.K., and Dighe-Deo, D. (1998): Elderly Gujaratis and psychogeriatrics in a London psychogeriatric service. Bulletin 
of the International Psychogeriatric Association. 
 
Shah, A.K., Lindesay, J., and Jagger, C. (1998): Is the diagnosis of dementia stable over time among elderly immigrant 
Gujaratis in the United Kingdom?  International Journal of Geriatric Psychiatry 
 
Shah, A.K., Lindesay, J., and Nnatu, I. (2005a): Cross cultural Issues in the Assessment of Cognitive Impairment. In A. 
Burns, J. O’Brien and D. Ames (eds) Dementia. London: Arnold Hodder 
 
Simpson, C., & Carter, P. (2013): Mastery A Comparison of Wife and Daughter Caregivers of a Person with Dementia. 
Journal of Holistic Nursing, 31(2), 113-120 
 
Singh, G., Tatla, D.S. (2006): Sikhs in Britain ‘The Making of a Community. London: Zed Books. 
 
Statistics – Alzheimer’s Society 
 
Takagi, E., Davey, A., & Wagner, D. (2013): A National Profile of Caregivers for the Oldest-Old. Journal of Comparative 
Family Studies, 44(4), 473.  



 35 

‘The Campaign to End Loneliness’ (2015): http://www.campaigntoendloneliness.org/ 
 
The Holy Bible 
 
The Holy Qu’ran 
 
The National Council for Palliative Care (NCPC) (2013): Who Cares? Support for carers of people approaching the end of 
life. Conference 
 
Thomas, P., Thornton, T., and Shah, A.K. (2009): Language, games and interpretation in psychiatric diagnosis: a 
Wittgensteinian thought experiment. Journal of Medical Humanities.   
 
Thomas, P., Thornton, T., and Shah, A.K. (2009): Understanding, testimony and interpretation in psychiatric diagnosis. 
Medicine, Healthcare and Philosophy  
 
Thornicroft, G., Rose, D., Kassam, A., Sartorius, N. (2007): Stigma: ignorance, prejudice or discrimination? The British 
Journal of Psychiatry  
 
Time to Change. (2010): Family Matters - A report into attitudes towards mental health problems in the South Asian 
community in Harrow, North West London. 
 
Toribio-Díaz, M.E., Medrano-Martínez, V., Moltó-Jordá, JM., & Beltrán-Blasco, I. (2013): Characteristics of informal 
caregivers of patients with dementia in Alicante province. Neurology 
 
Tower Hamlets ‘Time to Act’. (2012-2013) How can we look out for each other? Evidence Pack 
 
Trusell, D. (2013): Black, Asian and Minority Ethnic Communities and Dementia – where are we now? Race Equality 
Foundation  
 
Ud-Din, A. (2010): Black and Ethnic Minority Older People’s changing care needs – Today and Tomorrow 2010. A study on 
the lifestyle changes affecting access to care in Bradford. City of Bradford MDC  
Uppal, G.K. (2012): Sikhs and Dementia: cultural and religious constructions in this minority population. University of 
Leicester 
 
Van Wezel, N., L Francke, A., Kayan-Acun, E., Ljm Deville, W., J Van Grondelle, N., M Blom, M. (2014): Family care for 
immigrants with dementia: The perspectives of female family carers living in the Netherlands 
 
Watt, M.H., Perera, B., Ostbye, T., Ranabahu, S., Rajapakse H., Maselko, J. (2014). Care-giving expectations and 
challenges among elders and their adult children in Southern Sri Lanka. Ageing & Society. 
 
Wilkins, C., Wilkins, K., Meisel, M. (2007): Dementia undiagnosed in poor older adults with functional impairment. Journal of 
the American Geriatrics Society. 55, 11, 1771-1776.  
 
World Health Organization and Alzheimer’s disease International (2012): Dementia: a public health priority. Geneva: 
http://www.alz.co.uk/WHO-dementia-report 
 
Yajurveda - Taittiriya Upanishad  
 
Yektatalab, S., Kaveh, M. H., Sharif, F., Khoshknab, M. F., & Petramfar, P. (2012): Characteristics of Care and Caregivers 
of Alzheimer’s Patients in Elderly Care Homes: A Qualitative Research. Iranian Red Crescent Medical Journal, 14(5), 294.  
 
Yeo, G. and Gallagher-Thompson, D (1996): Ethnicity and the Dementias. London: Taylor & Francis. 
 
 
Websites used: 
 
http://www.bbc.co.uk/news/health-37972141 
 
https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2363&pageNumber=2 
 
http://www.campaigntoendloneliness.org/ 
 
https://www.myhealth.london.nhs.uk/news-events/news/transforming-dementia-pathway-tower-hamlets 
 
http://sites.nursing.manchester.ac.uk/pssru/research/nwdc/information/ 
 
https://www.researchgate.net/publication/259322160_Pathways_to_dementia_diagnosis_among_South_Asian_Canadians 
 

http://www.campaigntoendloneliness.org/
http://www.bbc.co.uk/news/health-37972141
https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=2363&pageNumber=2
http://www.campaigntoendloneliness.org/
https://www.myhealth.london.nhs.uk/news-events/news/transforming-dementia-pathway-tower-hamlets
http://sites.nursing.manchester.ac.uk/pssru/research/nwdc/information/
https://www.researchgate.net/publication/259322160_Pathways_to_dementia_diagnosis_among_South_Asian_Canadians


 36 

http://diversityhealthcare.imedpub.com/black-minority-ethnic-and-refugee-bmer-communities-and-the-national-dementia-
strategy-the-london-experience.php?aid=1899 
 
http://www.bap.org.uk/pdfs/Anti-dementia_2010_BAP.pdf 
 
http://www.maslaha.org/about/whats-happening/blog/dementia-and%20minority%20communities 
 
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/262139/Dementia.pdf 
 
http://dementiachallenge.dh.gov.uk/map 
 
http://www.rochdale.gov.uk/pdf/2013-08-13-Joint-Health-Wellbeing-Strategy-2012_15.pdf 
 
http://www.cqc.org.uk/sites/default/files/20141009_cracks_in_the_pathway_final_0.pdf 
 
http://www.ageuk.org.uk/documents/en-gb/for-professionals/equality-and-human-
rights/419_0207_ageing_and_ethnicity_in_england_a_demographic_profile_of_bme_older_people_in_england_2007_pro.p
df?dtrk=true 
 
http://usir.salford.ac.uk/35270/1/Diversity-and-Inclusiveness-in-Dementia-report.pdf 
 
http://www.raceequalityfoundation.org.uk/sites/default/files/publications/downloads/health-brief22%20final.pdf 
 
http://www.theguardian.com/society/2015/nov/12/hospices-must-take-more-inclusive-approach-ageing-muslims 
 
http://www.ageuk.org.uk/Documents/en-GB/For-
professionals/Research/Age%20and%20Multiple%20Discrimination%20%282005%29_pro.pdf?dtrk=true 
 
http://www.livescience.com/47394-supernatural-jinn-mental-illness-islam.html 
 
https://secure.croydon.gov.uk/akscroydon/images/att1468.pdf 
 
http://www.slideshare.net/LGTNHS/dementia-care-50094897 
 
http://www.towerhamletsccg.nhs.uk/gp/GP%20services/Mental%20health/information%20-
%20dementia%20services%20in%20tower%20hamlets.pdf 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://diversityhealthcare.imedpub.com/black-minority-ethnic-and-refugee-bmer-communities-and-the-national-dementia-strategy-the-london-experience.php?aid=1899
http://diversityhealthcare.imedpub.com/black-minority-ethnic-and-refugee-bmer-communities-and-the-national-dementia-strategy-the-london-experience.php?aid=1899
http://www.bap.org.uk/pdfs/Anti-dementia_2010_BAP.pdf
http://www.maslaha.org/about/whats-happening/blog/dementia-and%20minority%20communities
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/262139/Dementia.pdf
http://dementiachallenge.dh.gov.uk/map
http://www.rochdale.gov.uk/pdf/2013-08-13-Joint-Health-Wellbeing-Strategy-2012_15.pdf
http://www.cqc.org.uk/sites/default/files/20141009_cracks_in_the_pathway_final_0.pdf
http://www.ageuk.org.uk/documents/en-gb/for-professionals/equality-and-human-rights/419_0207_ageing_and_ethnicity_in_england_a_demographic_profile_of_bme_older_people_in_england_2007_pro.pdf?dtrk=true
http://www.ageuk.org.uk/documents/en-gb/for-professionals/equality-and-human-rights/419_0207_ageing_and_ethnicity_in_england_a_demographic_profile_of_bme_older_people_in_england_2007_pro.pdf?dtrk=true
http://www.ageuk.org.uk/documents/en-gb/for-professionals/equality-and-human-rights/419_0207_ageing_and_ethnicity_in_england_a_demographic_profile_of_bme_older_people_in_england_2007_pro.pdf?dtrk=true
http://usir.salford.ac.uk/35270/1/Diversity-and-Inclusiveness-in-Dementia-report.pdf
http://www.raceequalityfoundation.org.uk/sites/default/files/publications/downloads/health-brief22%20final.pdf
http://www.theguardian.com/society/2015/nov/12/hospices-must-take-more-inclusive-approach-ageing-muslims
http://www.ageuk.org.uk/Documents/en-GB/For-professionals/Research/Age%20and%20Multiple%20Discrimination%20%282005%29_pro.pdf?dtrk=true
http://www.ageuk.org.uk/Documents/en-GB/For-professionals/Research/Age%20and%20Multiple%20Discrimination%20%282005%29_pro.pdf?dtrk=true
http://www.livescience.com/47394-supernatural-jinn-mental-illness-islam.html
https://secure.croydon.gov.uk/akscroydon/images/att1468.pdf
http://www.slideshare.net/LGTNHS/dementia-care-50094897
http://www.towerhamletsccg.nhs.uk/gp/GP%20services/Mental%20health/information%20-%20dementia%20services%20in%20tower%20hamlets.pdf
http://www.towerhamletsccg.nhs.uk/gp/GP%20services/Mental%20health/information%20-%20dementia%20services%20in%20tower%20hamlets.pdf


 37 

Appendix 1: Recommendations (FULL LIST) 
 
Stigma and taboo within the BAME and wider communities are still major barriers to finding 
solutions for the problems related to Alzheimer’s disease and other dementias such as 
vascular, including low rates of diagnosis and service uptake. Therefore, it is essential to take 
action to dispel lingering myths about dementia to reduce stigma.  
 
1. Services need to ‘reach out’ to families and ensure the cared for person is supported to 

live well with dementia at home. 
 

2. Develop an Asian/BME link nurse role specifically for Punjabi/Urdu/Bengali and other 
Asian speaking people of Asian origin; ideally someone who is a qualified community 
psychiatric nurse, who speaks Punjabi, related languages and English and understands 
the cultural, religious and linguistic issues 

 
3. Instigate and promote community based health and dementia champions; these 

individuals who work and are trusted within a community. These people can also help 
‘open the door’ to more sensitive issues such as mental health and sexual health – 
including for older people.  

 
4. Assumptions must not be made by service providers that member of the south Asian 

community necessarily ‘look after their own’ – undertake listening events to learn about 
the issues affecting disparate communities, and then formulate tangible outcomes to 
address the inequities. 

 
5. Share ‘real-time’ good practice with service providers and healthcare professionals; as it 

was suggested at a ‘listening event’ in Bradford that useful information tended to end up 
in research journals, rather than with health practitioners or commissioners.   

 
6. More ‘grass-roots’ awareness of dementia needs to take place, as it is important that 

awareness campaigns do not just target people who are already using services. There 
needs to ‘out of the box’ thinking in how to reach communities that need to be reached; 
there has to be community based workshops, roadshows with other agencies, partnership 
working between the third and statutory sector, word of mouth, engaging with key figures 
in community such as BME elected members and utilising local media – print and radio. 
By educating community members on dementia and the support available would help 
overcome the stigma and help people with dementia to live more independently.  

 
7. Leaflets should be produced in community languages ensuring that information for the 

Asian community should target the entire family to help communicate key facts between 
generations. The contents should be written clearly, simply, with images for easy reading 
– however literature should be complementary to an overall marketing campaign.  
 

8. Printed information should be displayed in GP surgeries, community/faith groups, libraries 
and publicised on local radios, free newspapers and via other BME media sources. 
Watching DVDs and listening to the radio are more effective ways of reaching older 
carers 

 
9. There should be one person contact throughout diagnosis and a specialist dementia 

nurse (maybe the Asian Link Nurse?) should be based in GP surgeries to be involved in 
relevant dementia care and signpost to secondary care services.   
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10. Local commissioners should develop an understanding of the dynamics of their local 

communities. Engaging with some communities may require more outreach work or 
support, but this does not mean that they are ‘hard to reach’, just that different strategies 
might be needed.  

 
11. GPs to undergo dementia training as proposed in the Dilnot review in order to promote 

timely diagnosis to reduce the number of south Asian communities reaching out to 
services at crisis point.   

 
12. There should be a better working relationship between GPs, community health teams, 

chiropodists and district nurses and other clinical personnel.  
 
13. Mainstream research into dementia needs to include ethnicity data, which should lead to 

developing evidence based strategies in partnership with BAME communities, dementia 
‘activists’, carers and service providers to remove barriers.  

 
14. Develop, in partnership with third sector groups, effective community based strategies i.e. 

Dementia luncheon cafes/Memory garden. For example, Tower Hamlets as part of their 
‘Faith in Health’ project have established a bespoke Dementia café for Muslim people 
within a mosque 

 
15. More life-story work ought to be instigated, in a sensitive way to capture the rich history of 

the early generations that arrived in the UK 
 
16. Empower local religious leaders and work with faith groups who can share information to 

the respective communities. The ‘Faith in Health’ project is one such initiative in Tower 
Hamlets which trained 120 imams to raise awareness of dementia; the imams 
subsequently delivered sermons on dementia.  

 
17. Undertake accurate statistical analysis of the number and profile of BAME older people in 

care home settings. 
 
18. Different religious, cultural or ethnic groups are not homogenous; there is a need to speak 

to service users as well as community workers and recognise that there are ‘communities 
within communities’ (i.e. micro community clusters) who have their own distinct cultural 
circumstances and needs.  

 
19. Service managers and clinicians should recognise that spirituality needs to be considered 

as part of a whole-person approach to the care and treatment of an individual; service 
users should be asked about their spiritual and religious needs.  

 
20. Develop a cultural awareness programme for specialist Dementia care homes so that 

they become more inclusive. 
 
21. Ensure the STARS care team have received cultural awareness training so that they are 

more prepared for the needs of diverse communities. 
 
22. Promotion of services needs to reflect the way in which the various communities access 

information. Not everyone has access to the internet, while other may prefer information 
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via the internet as opposed to speaking to a social worker or call an automated phone 
line. 

 
23. The carer’s assessment should be carried out as soon as the cared for is referred to the 

Memory Service. This would speed up the process of providing support to carers and the 
person they care for. 

 
24. Provide culturally sensitive respite for carers, as spending some time away so often would 

help ‘recharge their batteries’ and provide some much-needed space. Carers should be 
involved in decisions about ongoing care, to ensure that any decision-making is an 
inclusive process 

 
25. Ensure end of life care programmes integrate values and preferences from minority ethnic 

groups instead of only those from the dominant culture/community.  
 
26. Involve direct interaction with BAME communities (such as outreach or recruitment of 

healthcare workers and volunteers from BAME and faith groups. 
 
27. Develop information and provision for hospital consultants and GPs about available 

palliative care services for BAME communities 
 
28. Develop a BME Dementia Nursing Home to accommodate the religious, cultural and 

language needs of an aging BAME community. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 40 

Appendix 2: Sharing Good Practice from Rochdale 
 
Rochdale Context 
 
In Rochdale, the local authority in its Joint Health and Wellbeing Strategy (2012-2015) 
reported that people are living longer and there is an increasing elderly population. The 
population aged 65+ in Rochdale is expected to increase by 34.6% between 2008 and 2025. 
It further states that 28% of the borough’s population is of Asian origin; worryingly there is a 
10 year gap in life expectancy between the most deprived males and females compared to 
the most affluent groups.   
 
Following the many recommendations from the All Party Parliamentary Group ‘Dementia 
does not Discriminate’ report on Dementia and in partnership with Cartwheel Arts, BME 
Health and Wellbeing (a community group based in Rochdale) co-ordinated and arranged 
awareness raising sessions at several community organisations in order to allow accessibility 
(as practicably possible) to members of the south Asian communities (mainly Pakistani, 
Kashimiri and Bengali) in Rochdale.  

 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 

In addition to the bi-lingual (Urdu & Bengali) leaflets (above) and posters being distributed in 
all communities and displayed at all the community venues; there was an intensive (bi-
lingual) advertising campaign on Crescent Radio (community radio station) and also several 
interviews on BBC Radio Lancashire, Radio Manchester and on the BBC Manchester Radio 
Indus (Asian) show. 
 
The workshops sessions were aimed at and within local communities; designed flexibility so 
anyone can drop in to learn more about Dementia and share their 'Purani Yaadein' (Old 
Memories).  
 
It is important to remember that the dynamics in relaying key messages within the South 
Asian community is very different to the indigenous community; the approach has to be very 
flexible when reaching out to 'need to reach' communities.  
 
Many weeks were spent working and engaging with community workers/activists leading up 
to the road shows in talking about the pertinent issues relating to Dementia i.e. increase of 
vascular Dementia within the South Asian community and the associated stigma attached to 
mental health. 
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To work with the Pakistani, Kashmiri and Bengali communities directly; a series of awareness 
raising workshops and road shows were organised in order to challenge the stigma 
surrounding the condition. The talks were delivered in Punjabi, Urdu, Kashmiri, Bengali and 
English, supported by the Alzheimer’s Society. 
 
This project linked traditional Dementia services in the borough with targeted South Asian 
services in culturally appropriate ways i.e. language, hospitality, culture, religion and the 
utmost respect. 
 
The workshop planning, design and material was kept low-key and very informal due to the 
subject area but more so because of the target audience were more likely to be less literate 
in English and also their own language. The workshops discussed subjects such as how 
dementia can be identified and managed within the context of the community i.e. highlighting 
issues with local Mosque Imams and community elders and ‘activists’. What was particularly 
effective in explaining Dementia as a disease of the brain was the Alzheimer’s Society’s brain 
scan picture – it is very visible and made an instant impact. 
 
   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
‘Mein Pagal Nahin Huin’ (I’m Not Mad) Role-play 
 
During the planning of the 2014 BME Rochdale Dementia Open Day, much discussion took 
place on how best to deliver a 15 minute message to the 250+ members of the 
(predominately) south Asian audience on how people living with dementia and their families 
are affected by this disease. Often misunderstand, people with dementia or any other mental 
health problems are referred to as ‘Pagal’ (Crazy/Mad) and therefore there is still a huge 
stigma attached to condition.  
 
So, apart from delivering talks in community venues or speaking on Radio shows, the 
decision was made to consider an innovative approach that was visual and audible; 
something that the audience could understand and relate to and would guarantee an instant 
response. The role-play was a huge success, it was conceptualised and directed by Shahid 
Mohammed of BME Health and Wellbeing; and the volunteer ‘actors’ were all in fact carers. 
The uniqueness of the role-play was that it was delivered in English and Punjabi. 
 

Pic 1. Healthy Brain Pic 2. Brain with advanced Alzheimer’s 
disease 
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BME Health and Wellbeing also produced a DVD on ‘Purani Yaadein’ (old memories) to raise 
awareness of Dementia amongst the south Asian community in Rochdale and to capture the 
‘Purani Yaadein’ of the first generation of south Asians who settled in Rochdale. 
The making of the film was inspired by the team’s personal experiences; whose parents 
arrived in the UK in 1960’s to fill the labour shortage in the textile industry. The film recorded 
a number of old memories of people of that early generation as part of the project, which also 
included community based reminiscing workshops. 
 
The film features interviews from health care professional including Dr Shanu Datta, 
Consultant Psychiatrist for Older People at Rochdale’s Birch Hill Hospital and Julie Mann, 
Dementia Advisor from the Alzheimer’s Society.  
 
It is acknowledged through research that DVDs tend to be more popular than leaflets, 
especially among those who have limited literacy in their primary language or in English 
(Moriarty and Manthorpe 2012). Other organisations have created DVDs in different 
languages (Scottish Dementia Clinical Research Network 2010) as an alternative or to 
supplement written information.  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Dementia information leaflets in English, Bangla & Urdu produced by BME Health & Wellbeing 
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Appendix 3: Faith and BAME Groups End of Life Care (EoLC) ‘Discussing the 
Unthinkable’ Conference. 

The main focus of this conference was to increase the awareness of Black, Asian & Minority 
Ethnic (BAME) and Faith communities on issues relating to End of Life and Palliative Care 
and Advance Care Planning. We know from research that BAME and faith communities have 
not previously had the opportunity to discuss this sensitive issue in a safe environment; 
which is why BME Health & Wellbeing decided to hold this conference at the heart of the 
BAME community. 

We spoke to user groups prior to the conference about any prior experiences of palliative 
care and were able to share our team member’s own experiences of EoLC. We also talked 
about the support that is available from EoLC providers and care homes. Based on our 
preliminary work; we discussed the need to raise the awareness of 'End of Life' care amongst 
BAME and faith groups with Kim Wrigley and other SCN colleagues – who completed 
supported the idea of holding a conference. 

Our discussions with Julie Halliwell, the Chief Executive of Springhill hospice in Rochdale 
were also very positive; particularly in light of the 'Bridging the Gap' report on how hospices 
can do more to engage with Muslim communities. Julie was very keen to work together on 
this project. A link to the report: http://www.hospiceuk.org/media-centre/press-
releases/details/2015/11/12/new-report-calls-for-action-on-data-gaps-to-increase-access-to-
hospice-care-services-for-muslims 
 
The culmination of our work with professionals and the community capacity building sessions 
was the successful Faith & BAME Groups EoLC conference that took place on the 24th 
March 2016 at ‘Apna Ghar’ KYP in Rochdale. We had over 130 people in attendance, with 
representation from BAME and faith groups, care homes staff, hospice staff, religious 
leaders, EoL community transfer nurses, community members and local activists.   
 
The conference was facilitated by Maqsood Ahmad (NHS Manager) and led by BME Health 
& Wellbeing Founder, Shahid Mohammed. There were several speakers, included Dr Amir 
Hannan who talked about his personal experiences of end of life care for a family member. 
 
BME Health & Wellbeing worked with several BAME user groups and community activists at 
a local level leading up to the conference to understand and explore the issues around End 
of Life Care within the South Asian and Muslim community in Rochdale, as this subject has 
never really been talked about. We wanted to hear from them on whether or not they have 
made any decisions about their health, future care or advance planning.  
 
The local focus groups were also an opportunity to find out about the south Asian 
community’s end of life care needs and to do carry out some capacity building work.  
 
Please email info@bmehaw.co.uk if you would like a copy of the full report. 
 

http://www.hospiceuk.org/media-centre/press-releases/details/2015/11/12/new-report-calls-for-action-on-data-gaps-to-increase-access-to-hospice-care-services-for-muslims
http://www.hospiceuk.org/media-centre/press-releases/details/2015/11/12/new-report-calls-for-action-on-data-gaps-to-increase-access-to-hospice-care-services-for-muslims
http://www.hospiceuk.org/media-centre/press-releases/details/2015/11/12/new-report-calls-for-action-on-data-gaps-to-increase-access-to-hospice-care-services-for-muslims
mailto:info@bmehaw.co.uk
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During the Faith and BAME Groups End of Life Care (EoLC) ‘Discussing the 
Unthinkable’ Conference organised in Rochdale by BME Health & Wellbeing for the 
NHS-SCN on 24th March 2016. The following key issues were raised: 
 
 
• There is a wish/preference for family to care for them at the end of life. 
 

• BAME women and men equally worry about what happens after death. 
 

• Women wanted female carers and men would want male carer if wife  
is not available would prefer same sex for personal care. 

 

• A worry that if they ask for help wishes won’t be adhered too. 
 

• In change of culture not many women are comfortable with caring, 
due to commitments e.g. working full time etc. 

 

• When death certificate is not written correctly and it can cause delays 
in registering the death 

 

• When a death is referred to the Coroner and a post mortem is  
needed; which may not be sensitive to cultural and religious norms. 

 

• Information from GP not always passed onto out of hours’ services, can be especially problematic at 
weekends, statement of intent not always completed 

 

• Engagement with community does not always take place due to fear and misunderstandings. 
 

• Dealing with distress, how to cope with distress - can often feel alone, let down, don’t recognise the 
situation 

 

• The shame aspect of people going into a nursing/care Home or hospice – more awareness needed. 
 

• Post mortems: Muslims need it done quickly and non-intrusive, but coroner can be slow causing delays. 
 

• Information booklet needed on resources available, in different languages. 
 

• A healthcare information centre should be based in the community, professionals need to outreach from 
the centres and hospitals. They should work with closely with the third sector, groups like BMEHAW. 

 

• Meaningful and appropriate engagement with the community - not everyone has access to social 
media/email. 

 

• Simplified translated material should be produced. 
 

• Death certificates need to be available immediately. 
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Contact: 07516 818 222 | Twitter: @BMEHAW | Website: Bmehaw.co.uk | Facebook: BME Health & Wellbeing 

3mm spine

3mm spine

‘Shahid Mohammed’s dedication to making a difference to people with 
dementia and their care givers from the South Asian community, and 

BME communities in general is inspirational’
Anya Ahmed, Senior Lecturer, Social Policy, University of Salford

A Fragmented Pathway
Experiences of the South Asian Community and the 
Dementia Care Pathway: A Care Giver’s Journey

Shahid Mohammed
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