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The learning outcomes if learners attend all three 90 minute sessions in this programme.

Develop skills and knowledge in teaching others about person centred care in dementia
Understand the importance of the cultural context in which care is being given and 
received
Appreciate and learn ways to involves relatives and other carers in providing supportive 
care for the person living with dementia
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This slide sets out what attendees should expect to have learnt by the end of this 
education session.
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Trainer records each participants name on a flip chart plus a word to describe the event 
they thought of and lists who else is involved (drawing this out from participant if 
necessary) 
Then taking a different coloured pen and circle each event which involve family or 
friends
Thank everyone for sharing

Debriefing points
Family and friends are hugely important to us – they share huge part of our lives
Families and friends come in different shapes and sizes. 
Some people may have a small family, others may have a large one. Relationships 
may differ with particular family members.
Importantly for some people friends are really important.
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The introductory exercise introduced the group to the key role family play in our lives.
Having relationships with others (often but not exclusively family) is hugely important for 
our wellbeing, particularly as we grow older, and dementia doesn’t reduce that need; if 
anything it increases it.
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This gives the group an opportunity to discuss their own work and personal experiences.

People working with people with dementia tend to see families at either end of the 
spectrum either an added “problem”, who don’t cope, who make demands or who 
interfere
OR who pull together and cope and so don’t need any help.

But most families lie somewhere between these 2 extremes.

Just as if we would say “if you’ve met one person with dementia you’ve met one person 
with dementia”, we would also say “if you’ve met one family you’ve met one family”, 
each one is different and will respond differently.
They will usually start out wanting to do their best for the person with dementia and 
may have coped as best they can for several years before they think to seek help. So by 
the time they seek help they will know a lot about the person and what works, and they 
will advocate for them.
They may also feel tired, stressed and guilty that they have needed to call in help. 
There are frequently differences of opinion within the family in respect of what is the 
right thing to do.
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The way that families face any major issue is likely to be an indicator of how they face 
dementia and deal with the challenges throughout the journey.
Some families will have family meetings and pull together with everyone taking a part.

For example, when a child carries a glass cup, and it drops on the floor and breaks. How 
do people react? Panic? Anger? Spring into action? Become paralyzed? Remind the child 
for the rest of their life to ‘remember when they broke the glass and made a big mess’? 
Change all glasses in the house to plastic?

Some families will have a mother who has always taken everything on herself and 
protected her children (even as adults). She is likely to want to cope with her husband’s 
diagnosis herself or just with him and minimise any distress when talking to her children, 
even finding excuses for them not to visit, so they don’t realise the problems.

Brothers and sisters who have always had a turbulent relationship may likewise disagree 
over the care of someone with dementia in the family. If one sister has been the 
proactive one she’s likely to take up the reins when a problem occurs, a brother who has 
always deferred to his older sister may continue to do that.
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The need for cultural competence is not restricted to work with black, Asian and 
minority ethnic groups – it includes LGBT people and  a wider range of minority 
communities. 
Research into how dementia impacts on different communities and cultures is limited. 
However, there is an increasing awareness of the needs of BAME communities. There is 
a growing recognition that domiciliary care has a role to play in supporting families from 
BAME communities. The following slides explore examples that are drawn from some of 
the BAME communities which domiciliary care services may encounter, but they 
illustrate the issues to be considered in culturally competent practice with any 
community.

In the UK the term ‘Black, Asian and Minority Ethnic’ (BAME) communities is used to 
describe a group of people ‘that share a similar experience and face particular 
challenges in getting the support they need’ (APPG 2013: 20). 
Whilst research on the impact of dementia in BAME families is quite limited the work of 
Karan Jutlla & Jo Moriarty are useful sources. 
Also the All Party Parliamentary Group inquiry in 2013 produced an important report 
“Dementia Does Not Discriminate” 
The key findings are:
That in many BAME communities dementia is a hidden problem, people have little 
awareness of dementia and as a result rates of diagnosis are low and help is often 
sought quite late when a situation has reached a crisis point. This is in part due to 
limited understanding of dementia, it’s often thought of as a mental illness and is subject 
to stigma partly because of that. 
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As a consequence of that lack of awareness people with dementia and their families are 
less likely to access services, partly because they don’t know what is available, but also 
because they fear that services won’t meet their cultural needs. 
Language may be a factor but also services’ understanding of religious or cultural factors. 
Many BAME families feel strongly that they should care for their family member with 
dementia, that it is their duty, and this may be underlined by pressure from wider family 
and community. 
Equally services have relied on that assumption and not felt they need to engage and 
provide services that are culturally appropriate, sometimes also suggesting that numbers 
may be small and therefore not cost effective.
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Play the video clip, by clicking on the title of the video. Depending on your security 
settings it may open automatically, but you may be prompted to confirm that you 
would like to open the file.

At the end of the video clip, ask the group the following questions. 

You can ask people to work in pairs, threes or small groups or do this activity as a whole 
group.

How did they know that mum was developing dementia?
Why might that be the case? 
What was their response to the GP’s diagnosis?
Do you think they coped well with the care of mum?
What were the challenges?
When they put a piece in the local paper to raise awareness what was their family’s 
response?
Why might they have responded like that? (Thoughts may include: Stigma, concern that 
having diagnosis might have for marriage of children)
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Get the group to discuss in pairs or triplets for 5 minutes and then ask whole group for 2 
or 3 examples from their discussion.
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The examples illustrate some of the complex pressures that BAME families and 
individual family members can feel in living in their community and working with 
services. There is also a need to acknowledge that some families are isolated from their
community and this further increases isolation.
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Like all families, BAME families who you work with are likely to want to do the best for 
their family member, be and be seen to be caring and involved.
But they may not have had contact with services before or may have had bad 
experiences of services and therefore don’t know what you need from them or may be 
suspicious of what you do.
Most want to be involved, but it may need you and your teams to help them to know 
how to become partners in the care you give, and that also needs you to go into the 
situation ready to build that trust and partnership
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We need to acknowledge that whilst specific communities may share experiences (of 
migration, loss of power, political differences) with other communities, each community 
will have its own culture born of ethnicity, language, religion., etc.
Each family will have its own adaptation of that culture
Equally individual family members will have different experiences. For example, second 
and third generation British born African Caribbean children may have very different 
experience and ambitions to their grandparents arriving in Britain in the late 1950s. They 
may feel a social and economic driver to move away from the town or city they grew up 
in and may care at a distance with all the different pressures that entails.
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Possible considerations to draw out:
Re culture
Randeep Singh is possibly a baptised Sikh. It is important that when preparing food, that 
the same utensils should not be used to cook for Sikhs which have been used to cook 
meats. When serving food for a baptised Sikh, utensils must be firstly washed.
Randeep Singh could not see this was happening and so pushed his food away.
But also think about this from the other aspects of person centred care.
Is there something wrong with his physical health, does he have toothache, do his teeth 
fit?
Does he recognise the meal as food, has his dementia taken him to a time when he 
would eat food served on a partitioned metal tray?
Has his sense of taste changed?
Does he feel unhappy eating alone, does he miss his family and communal eating?
Is he depressed?
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It is important to have some appreciation of all those things. But more than anything it’s 
about building up a rapport and having the sensitivity and humility to say, “I don’t know 
everything about you and your parent/brother/sister” “talk to me about them, tell me 
what’s important to them and to you”
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