
Engaging people with dementia from Black and Minority Ethnic (BME) groups 

in Memorybilia - a service user involvement network for people with dementia 

in West Kent and Medway 

 

BME Communities and Dementia  

The prevalence of dementia within the population is steadily increasing in the UK, 

and it is well known that there is a positive correlation between dementia and age. 

Alongside this, we can also see an increase in the number of people from BME 

communities in the UK within recent years, ultimately leading to an increase in the 

number of elderly people from BME communities, who will go on to develop 

dementia (Shah et al., 2008).  Although the rates of dementia are lower amongst 

BME communities due to their younger population, the number aged over 60 is 

predicted to multiply by tenfold over the next 15 years (Age Concern, 2007; 

Seabrooke & Milne, 2008). 

 

As demonstrated in figures from Dementia UK (2nd edition), the prevalence for 

dementia among BME communities is consistent with majority ethnic groups in the 

UK; figures which can be seen in Table 1 below. The prevalence of dementia is one 

in every 79 of the entire UK population, and 1 in every 14 of the population aged 65 

or over. In 2011, there were 25,000 people with dementia from BME groups in 

England and Wales (Alzheimer's Society, 2012). This number is expected to double 

to 50,000 by 2026 and rise to over 172,000 by 2051. Despite this, there are 

increasing indications that the prevalence of dementia in Black African Caribbean 

and South Asian UK populations is greater than the UK white population (Turner et 

al. 2012; Seabrook & Milne 2004). One theory for this is that these groups are more 

likely to suffer from conditions such as hypertension, diabetes and cardiovascular 

disease; all of which play a part in vascular health. Indeed, it is suggested that the 

increased risk of vascular dementia contributes to the increase in prevalence 

(Bhattacharyya, 2012; Morjarity et al., 2011). Overall vascular dementia is thought to 

affect around 22 percent of people with dementia, but it is not so clear how many 

people with vascular dementia are from BME communities (Stevens et al. 2002). 

 



Table 1. Estimated prevalence of late onset dementia (over 65) in BME communities 

(Black, Asian and Minority Ethnic communities and Dementia- where are we now? 

2013).  

 

 

 

 

 

 

Barriers to early diagnosis and service provision 

Early recognition and diagnosis of dementia is part of The National Dementia 

Strategy (Department of Health 2009) which emphasizes the importance of early 

identification of dementia for older people with concerns about cognitive function. 

Currently, people from BME communities are underrepresented in memory services 

and are often diagnosed at the later stage of illness, or not at all. 

Although there is still a certain level of stigmatization attached to dementia in all 

communities, it may be likely that levels of stigma are higher in BME communities. 

This could be due to lower levels of awareness about dementia within BME 

communities, ultimately leading to an underrepresentation of people from BME 

communities in dementia services (Moriarty et al., 2011).  

 

According to Dementia Does Not Discriminate (All-party parliamentary group on 

Dementia, 2013), government public awareness campaigns have limited impact on 

BME communities, and evidence suggests that knowledge and understanding about 

dementia is very low. This existing stigma and accompanying low levels of 

awareness surrounding dementia make it more difficult for people to get the support 

that is available to them. Social isolation and delays in diagnosis are important 

factors to consider of people within BME communities and may pose as significant 

risks to their prognoses. It may be common for families to not seek support because 

of a desire to care for the person within the family. This could also be exacerbated by 

community pressure to do so even when there is a considerable level of burden for 

the carers. There is also a lack of awareness of services, including how people can 

access them and how they may help, as well as a lack of culturally sensitive 

Age % prevalence all dementias 

65-69 1 in 100 

70-79 1 in 25 

80+ 1 in 6 



dementia services. Lawrence et al. (2008) found that families are reluctant to use 

services that do not meet cultural or religious needs. 

 

A systematic review by Mukadam et al. (2011) concluded that are significant barriers 

to help seeking for dementia in BME groups. These may explain why people from 

BME groups often present themselves to memory services at a later stage in their 

illness compared to other ethnic groups. Beliefs about the causes of dementia were 

commonly cited barriers to seeking help, in particular thinking that it is due to normal 

ageing. Other barriers included personal reactions such as denial, community 

stigma, a sense of familial responsibility and healthcare related barriers such as 

language barriers, feeling discriminated against, and believing that nothing could be 

done. 

 

Medway Community Mental Health Services for Older People and service user 

involvement 

Medway Community Health Services for Older People (CMHSOP) provide a single 

point of entry to a number of mental health services for older adults, including the 

memory assessment service. They also provide services to any individual with a 

diagnosis of dementia including adults under 65.  

The objective of the current project funded by the Dementia Engagement 

Empowerment Project (DEEP) was to engage Black and Minority Ethnic (BME) 

people with a diagnosis of dementia in West Kent and Medway in a service user 

involvement group called Memorybilia. Of those BME clients on a team caseload 

with a current diagnosis of dementia, we would be looking to identify those who 

would be interested in attending Memorybilia group meetings. 

 

Memorybilia 

Memorybilia is a peer support network of people with a diagnosis of dementia in 

West Kent and Medway. The network is jointly supported by the Kent and Medway 

Partnership Trust (KMPT) and the Alzheimer’s society. When Memorybilia started 12 

months ago, its aim was to improve attitudes to dementia by: 

 Helping to create dementia friendly communities 

 Raising public awareness 



 Reducing negative stereotypes of dementia 

 Providing consultation on service development 

 Providing consultation on KMPT patient information and other publications 

 

Memorybilia has had monthly planning meetings over the past year and the 

individual members have contributed too many initiatives to improve attitudes, to 

raise awareness, and to inform staff and the public. However, the Memorybilia group 

does not currently have any individuals from BME backgrounds, so as a means of 

proactive engagement, BME clients with a current diagnosis of dementia were 

identified on the CMHSOP’s caseload and a proportion of these were invited to a 

service user involvement network, Memorybilia.  This process is summarised below.  

 

Proactive Engagement: Process of identifying and inviting BME clients to 

Memorybilia 

By engaging with BME clients on the team caseload with a current diagnosis of 

dementia we hoped to identify any barriers to accessing service user networks and 

what would support engagement. The two questions of particular interest are:   

What would enable them to become involved in a SUN for people with dementia? 

What would be the barriers?  

 

Opt in letters 

Before Memorybilia flyers/ leaflets could be sent out, patient records were screened 

on RiO to see if they had consented to receive correspondence. However, due to the 

nuances of RiO, it was not clear if patients had always consented to receive 

correspondence.  The Information Governance team, provided some advice on how 

this could be overcome; the preferred method was to send patients an “opt in” letter 

so that they could consent to receive such correspondence.   

Patients records were also screened to see if the identified BME patients with a 

diagnosis of dementia were appropriate to invite to the Memorybilia group. Patients 

who had a moderate to advanced degree of dementia were excluded. Some patients 

had sadly passed away before at the time of going through the patient records. 



Language was also another factor that had to be taken in to consideration. Patients 

who required an interpreter would need their letters translated. As of 17.7.15, 

communications and the patient experience were still yet to respond to the email on 

how letters could be translated, and interpretation services used by the trust.  

Therefore, in accordance with information governance, an “opt in” letter was created 

and sent to 26 patients (on 30.06.15).The “opt in” letter gave patients the opportunity 

to become involved with initiatives to enhance patient post diagnostic care 

(Memorybilia). In order to send information on these initiatives written consent was 

required. The consent letters included a prepaid self addressed envelope, to 

encourage patients to return the consent form. 

As previous research has already suggested the uptake for responding to “opt in” 

letters is often poor. Patients were given one month top respond to the letter. Due to 

the poor uptake of such initiatives the next step was to encourage care co-ordinators 

to take the consent form to their next appointment with their patients to see if they 

would be interested in receiving such information and then send the flyers out.  

Table 2. Demographics of patients who were sent “opt in” consent letters. 

Patient Age Diagnosis Ethnicity  

1 78 Mixed dementia other 

2 83 Lewy bodies 

dementia  

Asian  

3 76 Mixed dementia  Asian- Indian  

4 79 Alzheimer’s Asian- Indian 

5 62 Mixed dementia  Asian- Indian 

6 79 Mixed dementia Asian- Indian 

7 85 Mixed dementia  Asian- Pakistani 

8 79 Alzheimer’s Asian-Punjabi 

9 77 Mixed dementia  Black British 

10 78 Mixed dementia Black Caribbean 

11 67 Mixed dementia Mixed-any other 

background 

12 79 Alzheimer’s Mixed - White & 

Black Caribbean 



 

13 73 Mixed dementia  White-Italian  

14 74 Mixed dementia  White-mixed white 

15 77 Mixed dementia  White-other  

16 72 Mixed dementia Other ethnic group-

Chinese  

17 64 Alzheimer’s  White- any other 

background 

18 73 Vascular 

dementia 

White Irish  

19 64 Alzheimer’s  White any other 

background  

20 74 Alzheimer’s White any other 

background 

21 69 Mixed dementia  White other-

unspecified 

22 75 Mixed dementia  White Irish  

23 76 Vascular 

dementia  

White-Polish  

24 80 Vascular 

dementia  

Asian- Bangladeshi 

25 71 Mixed dementia  Asian-Indian  

26 68 Mixed dementia  Asian  

 

After the one month deadline (31.07.15), the patients who consented to receive 

correspondence were sent invites to the Memorybilia group via leaflets. 6 patients 

consented to receive correspondence. After following up the leaflets with a phone 

call, patients were invited to the Memorybilia meeting and were offered 

transportation to and from the venue, if required. Unfortunately none of the patients 

who were invited did not want to / were not able to attend any of the Memorybilia 

meetings. Reasons for not wanting to attend included; having prior commitments, not 

wanting to attend as “it was not their thing”, not seeing the benefit of attending, and 

not having time. Most patients were not able to/did not want to elaborate any further 

on this.  



Alternative plans 

Due to some of the barriers of BME communities and the history of poor return rate 

of “opt in” letters an alternative plan was also considered. Raising awareness is the 

first stage of the dementia journey according to Seabrook and Milne (2009). One 

thought would be to hold a coffee morning or a workshop as an informal information 

sharing session and place particular emphasis on educating BME communities 

about dementia and memory problems in the Medway area.  

  

Another thought was to invite patients from the Dartford and Gravesend area; both 

have a higher proportion of BME communities in the West Kent and Medway Area. 

We are attending a Dementia Action Alliance event on the 16th February and BME 

service user interface is on the agenda. We are providing an information stall with 

information about existing service user networks with particular focus Dementia / 

memory impairments.  This stall will be facilitated by three members of staff and 

three service users. 

 

We are looking at setting up a service user forum for the Sikh population in the 

Dartford/Gravesend area.  The grant money could then be used to provide transport 

to and from the venue.   
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