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1. INTRODUCTION 

1.1 Who we are 

Creative Carers is a local organisation run BY carers FOR carers. We have 

been facilitating a range of carer-led activities for a number of years. We’ve 

also specialised in ensuring carers come together and a light is shone on our 

collective points/concerns. We’ve produced a range of reports following 

carers’ conversations including recommendations for change. We’re 

committed to continually engaging with carers from a range of diverse 

backgrounds including BAME (Black Asian Minority Ethnic) carers, LGBT 

(Lesbian, Gay, Bisexual and Transgender) carers, disabled carers and older 

carers. 

1.2 Carer-to-carer 

Carers respond best to conversations where there is acknowledgement that 

carers have insight, experience and knowledge about health and social care 

systems because of our caring role. We also believe BAME carers are best 

placed to identify how their caring role interacts with culture and race and, 

therefore, how services should shape themselves to meet the needs of BAME 

carers. 

1.3 About this report 

This report pulls out key themes arising from a focus group held at the Asian 

Association in Hasland, Chesterfield on 18th July 2019 with BAME carers. It’s 

one of a number of similar reports being produced as part of a new project. 

We have obtained short-term funding for this project (called Strength-in-

Numbers). The over-arching aim of the project is to find, and strengthen, a 

strong collective carers’ voice across Derby & Derbyshire which will help 

shape local current and future health and social care decisions. At the BAME 

carers focus group, our intention was to ‘check-in’ with county BAME carers to 

explore whether the needs are similar to needs identified by the city BAME 

carers we’ve supported. Within this report, we have included our learning from 

over 4 years of project work with city-based BAME carers’ communities. 

Creative Carers have written a document called ‘What Carers Want’ which is 

based on conversations between carers dating back many years. What we 

say we want doesn’t change – with the exception, perhaps, of the expressions 

or language we use depending on the ever-moving health and social care 

landscape. The challenge is for decision-makers to really hear what is being 

said, understand its multiple benefits (to health and social care systems as 

well as carers and loved ones) and act to implement change. The next phase 

of the project is for the What Carers Want document to be implemented by a 



range of statutory agencies across Derby & Derbyshire so the document is 

embedded in their operational work. 

In relation to specific communities of carers, the document simply lists them. 

The document is intended to provide a generalized overview of the needs of 

carers. Of course, carers are not a homogenous group and different 

communities of carers will require support in different ways. One potential 

option is to explore whether communities of carers wish to produce a more 

focused ‘What Carers Want’ document.’ What Older Carers want’, for 

example, or ‘What BAME carers want’ 

2. FORMAT OF SESSIONS 

The session followed a traditional format of a focus group – where common 
themes were identified and unpicked. The set questions were as follows: 

 What help (as a carer) have you received that has been most helpful to 

you? 

 

 If you’ve not received help from anyone else, what help would you 

have liked to have and haven’t? 

 

 What help have you come across as a carer to be the least useful to 

you and why is that? 

 

 In an ideal world, what would help for you (as a carer) look like? 

 

 What help do you think you need as a BAME carer? (e.g. care service 

where care workers are bilingual/understand cultural needs of loved 

one) 

(NOTE: The names of individuals or individual organisations referred to during 

the session have been anonymised. What we’re interested in is getting behind 

why an individual or an organisation has or has not delivered outstanding 

support so that lessons are learned for the future). 
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3. MAKE UP OF GROUP 
 

Traditional focus groups involve small numbers.  Typically, focus groups are 

made up of a small number of between 6-8 participants. This small number is 

to allow the facilitators to explore particular issues in depth. We chose this 

method of participation in the hope that key issues could be explored without 

assumptions being made. We wanted to ensure BAME carers’ voices were 

heard clearly without being overshadowed by other groups of carers. The 

focus group was made up of people from a range of backgrounds. This 

included Asian, Chinese, Filipino, and African Caribbean participants. The two 

facilitators had a white UK background. 

4. EMERGING PATTERNS 

4.1 CULTURAL NEEDS 

The group recognised that the cultural backgrounds of BAME carers may 

interact complicatedly with the caring role. The following themes were 

explored by the carers in the group: 

 BAME carers living in the UK do not always have the extended familial 

support network that they might have had in the country they or their 

antecedents had migrated from 

 Sometimes, help is not offered or asked for because there is a cultural 

expectation that the role of a female family member is to provide care – 

for husband, children, parents, in-laws etc. 

 Traditional attitudes can reinforce the belief that everybody has 

problems to deal with and ‘you have to look after yourself’, which can 

make it difficult to ask for help or recognise that help is required 

 The flip-side to this is that traditionally, communities and families would 

be brought up “to be observant, to take the initiative, and be there for 

other people”. 

 “Culturally that’s what we do. The families support each other, you 

know.”  

 [In the carer’s original country] “Sometimes even neighbours become 

like family members. They will come and take over the help.” 

 There was an in-depth discussion about whether it’s better for BAME 

carers to receive support via an existing ‘mainstream’ organisation and 

then, where there’s a need, receive cultural and language support or 

community projects which specifically meet the needs of BAME 
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communities, including carers. One carer felt strongly that by only 

using mainstream organisations it keeps overheads down, is less 

costly and someone is there doing the backbone of the work. 

 A concern was raised that because communities of BAME people, who 

speak the same language and share the same culture, are necessarily 

from a smaller ‘pool’ of local people, carers may know the person being 

paid to help and that, therefore, there may be privacy and 

confidentiality issues for the BAME carer and/or their loved ones. 

 ‘I have been offered somebody’s help and I have said: Sorry, I’m sorry 

for being picky but not so and so because… and also so and so 

because I know there’s going to be problems with that service. So, I 

can say no.’ 

 Mainstream services need to take account of cultural and language 

needs 

 Some BAME carers can feel alienated from mainstream organisations 

when workers from that organisation don’t engage in community 

activity or do so sporadically 

4.2 NEEDS SIMILAR TO OTHER CARERS 

 Some of those present experienced a failure or unwillingness on 

the part of health professionals to accept them as a ‘family carer’ 

rather than a relative and this led some carers to be excluded 

from key discussions about the health of loved ones – or even a 

refusal to share key information – particularly when the loved 

one is deemed to have capacity 

 For carers where the loved one may have a serous illness or 

might, for example, have previously attempted to commit 

suicide, this causes extreme stress and anxiety 

 For carers of people with Mental Health issues, in particular, it 

can be a minefield trying to negotiate a place for their role within 

health and social care systems and this can take its toll on the 

mental health of the carer 

 Some present had had experience of workers that ‘go the extra 

mile’ – those present felt that these type of workers are rare but 

that they knew they’d got one when they had! 

 Carers felt that, if BAME carers can access them, and know 

about them, some mainstream services are useful 
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 As older women caring for someone in the community, older 

female carers can feel de-valued and undermined – their voice 

isn’t listened to 

4.3 CARERS ASSESSMENTS 

The carers present had a range of difficulties with carers’ assessments. 

BAME carers aren’t alone in this. The annual Carers UK survey for 2019 (The 

State of Caring 2019) said that the majority of carers in England who had 

been assessed / reassessed in the last year felt that their needs were not 

given sufficient consideration. 

 Carers appeared to be in unanimous agreement that, rather than being 

helpful, the carers assessment process was cumbersome, inaccurate 

and didn’t meet needs which weren’t even identified during the meeting 

 ‘I think one of the problems is…that people don’t know what to ask for. 

You know when you have a carer's assessment…  When I first started, 

I’d got no idea. I had no idea, because you don’t know what scope 

they’ve got.’ 

 ‘I haven’t reregistered with them, because, when I did register, I found 

it a waste of time in terms of the assessment and having to leave the 

paperwork and give all the corrections back and all that. Also, they ask 

me to ring so and so and they said you’ll get help from so and so and 

none of it was relevant or helpful.’ 

 Carers had a sense of being ‘shuffled about’ (being processed and 

provided with, perhaps irrelevant, information) without there being a 

sense of purpose on the part of the paid workers. 

 Carers said that the process added to stress levels rather than 

alleviated them 

 Carers present viewed existing Carers Services as ‘brokering 

information’ as opposed to offering more substantial person-centred 

help 

 Despite being viewed as ‘information brokers’, carers present felt they 

are not fully informed about rights by existing Carers organisations 

(‘don’t bite the hand that feeds you?’) and carers are going elsewhere 

to get specialist carers rights support 

 

4.4 NEEDS OF THE CARED FOR 

 Unreliability of care workers can cause problems 
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 Care agencies need to cater for cultural and language needs 

 Need better culturally appropriate ‘respite’ care (giving the carer a 

break, whether short or long term) 

 Whilst participants believe that it’s important to have a carer-focused 

support service, carers need to get loved one’s needs satisfied also. 

5. What help have you received as a carer that’s been most 

helpful to you? 
 

 Comprehensive support from the community social worker 

 “She immediately got all the services involved – physiotherapy –district 

nurse, reablement for 6 weeks… This was all very reassuring.” 

 Peer-to-peer support from local community groups, where volunteers 

can bank time for help with caring or difficult tasks 

 “[Somebody comes to take] my husband, who is totally blind, for a 

walk. Sometimes it’s only for 10 minutes so he gets some air outside, 

sometimes she’s there for a whole hour. She takes him for a walk, 

comes back, talks to him or reads something to him, which is good for 

him because it’s mental stimulation.” 

 The same group also provides individuals and teams to help maintain 

and tidy gardens for people unable to do so themselves 

6. What help have you received as a carer that’s been least 

helpful to you? 
 

 The Carer’s Assessment process is “a waste of time in terms of the 

assessment and having to leave the paperwork and give all the 

corrections back.” 

 Carer’s are not given clear guidance on what is available to them when 

the assessment is completed and are often passed from one contact to 

another. 

 “They asked me to ring so-and-so, and they said you’ll get help from 

so-and-so - and none of it was relevant or helpful.  It was a total waste 

of time…. This being shuffled here there and everywhere.” 
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 Where a loved one with mental health issues is considered an 

independent adult, the carer has not been informed of health 

emergencies and other changes 

 Clinical care has not been provided where it was needed for the loved 

one’s safety – an extremely vulnerable loved one was discharged 

without the family being informed 

 Too much depends on the individual quality of the support worker 

assigned to you – “I can’t really rely on this person. I am back to square 

one. Because this person is not responsive, not reliable – [they] say 

[they’re] going to do something and it doesn't happen… It has been 

going on now for 7 months.” 

 There seems to some participants that there’s no oversight or 

monitoring of the support workers on the ground 

 e.g. A support worker who does not have their own transport and has 

to use the bus to visit clients  

 e.g. “You ring and talk to someone [and they say], “I'll send you a care 

plan”. Since January the care plan still hasn't come. So, what I’m 

saying is… who is monitoring? I mean, people like me don’t like to 

make a complaint, and I’ve done it informally, by going to the 

supervisor. Eventually I have to make a formal complaint.” 

7. LESSONS LEARNED FROM THE PROJECTS RUN BY CREATIVE 

CARERS  

We’re an organisation that, from the very beginning, was deeply 

committed to ensuring that our activities and support would always be 

available to different carer communities. We’d observed that attendees at 

events run by other carers’ organisations tended to be older, white women. 

We took a range of measures to ensure that BAME carers could access 

our support and these included: 

 Always having at least one team member who spoke community 

languages. 

 Making efforts both by telephone and in person to welcome people 

in our space – including, wherever possible, a team member 

speaking the language of the person concerned 

 Taking our activities and information to different communities, rather 

than expecting them to come to us 
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 Adapting those activities and information to ensure they were 

culturally appropriate and accessible 

 Encouraging and supporting BAME carers to attend our events by 

(for example) ensuring a cultural diversity in the activities and 

information we provided 

 Understanding that this work never stops and that we need to 

continue learning about the needs of BAME carers throughout the 

lifetime of the project 

 Recognising the importance of existing community networks for 

BAME communities and connecting with the carers through 

partnerships around those networks. 

 Delivering specialist information about carers support in different 

community languages and understanding that mainstream services 

aren’t always appropriate. For example, a white worker from 

another organisation told a group of Asian carers (most of whom 

spoke limited English) that they should telephone 111 if they had a 

heath problem 

 Understanding that there are traditions in particular cultures that 

mean that BAME carers may turn to support outside the NHS – 

understand what these traditions might be so that BAME carers can 

be supported in their choices. 

 Working alongside individual BAME carers to ensure they can make 

informed choices by knowing what is available via mainstream 

health services and how they or their loved one can avoid barriers 

to accessing that service (e.g. if there is an interpreting service or 

written information in different languages) 

 Recognising that BAME carers are not a homogenous group and 

monitoring and identifying which communities of BAME carers we 

had connected with and which we hadn’t. We found it difficult, for 

example, to reach Muslim carers until we connected with a Muslim 

Care Co-ordinator who worked in partnership with us to run 

activities for Muslim carers who attended her practice. 

 Being aware that the team of volunteers and workers need to be 

diverse in order to attract further diversity in the carer communities 
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8. CONCLUSIONS 

 We’ve found that working within particular BAME communities, 

alongside someone from within that community, can work well – either 

as a team member or as an external worker or volunteer 

 BAME carers aren’t a homogenous group and, at the focus group, 

there was a racial, cultural and professional diversity which may have 

explained a general lack of coherency about what the BAME carers 

present said they wanted 

 Nonetheless, there was a strong push for mainstream services to be 

culturally sensitive so that BAME carers can use them 

 Our view, based on our experience, is that both mainstream services 

which are accessible to BAME carers and community-based activities 

for BAME carers are needed. Activities within communities where 

those communities are known and trusted are important to many 

BAME carers even though this wasn’t necessarily a strong theme at 

the focus group (possibly for reasons set out above). 

 It may be that county BAME carers could find themselves in a more 

isolated position than city BAME carers because there are many parts 

of the county that are rural and so there may be limited cultural support 

where the BAME carer lives. That may result in more county BAME 

carers being reliant on mainstream services 

 BAME carers didn’t appear to think that the mainstream carers support 

specifically available to them met their needs – this chimed with our 

own findings in the city among BAME carers. 

 There was a sense among both these carers and city carers that those 

mainstream carers organisations didn’t want to ‘bother’ attending 

community activities, it wasn’t seen as important. Or, if there is an 

attendance, no format has been observed other than the standard stall 

or flyers within a strong corporate context.. 

9. RECOMMENDATIONS 

Here are some recommendations for our statutory colleagues: 

 Explore the possibility of further participatory sessions as this focus 

group was, necessarily, small in numbers and, therefore, input about 

the needs of BAME county carers was limited 

 If this happens, one potential theme to explore further is whether there 

is value in producing a ‘What BAME carers want’ document 
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 Ensure that the articulated needs of BAME carers are included in 

whatever action is taken in relation to carers support, going forwards 

 Reconsider how BAME carers are supported by mainstream carers’ 

organisations and/or whether BAME carers should be supported within 

local BAME communities – whatever the final decision, BAME carers 

should have support provided to them in ways that meet their cultural 

and language needs, as well as a range of other needs 

 Ensure that future funded organisations understand how to engage 

with BAME carers – whether that be within communities or individuals 

– and make this a central requirement of any arrangement going 

forwards to avoid any danger of BAME carers being marginalized 

within carers’ services 

 Acknowledge in implementation plans that working successfully with 

BAME carers requires skills and a motivation to work within 

communities rather than the focus being on a self-interested 

promotional approach. 

 Consider whether third party or sub-contracting arrangements gives the 

message to BAME carers that they are of secondary importance and 

whether such arrangements ensures that BAME carers receive the 

support they need from the range of mainstream support services 

available. 

 Explore whether there should be additional support for BAME and 

other carers if the practice of outsourcing Carers’ Assessments 

continues – this would enable a different organisation to support carers 

in relation to their rights other than the one that is carrying out statutory 

responsibilities on behalf of a local authority. 

 

 


