



Summary:


Pilot of community organising in South London to promote blood donation in black African and black Caribbean communities.

Through community organising, work with NHSBT to develop and empower 30 people in south London, to form a voluntary collective of advocates who can promote blood donation and recruit at least 1,700 new donors from black African and black Caribbean communities.

Relevant data and research that will help to understand the objectives.

NHS Blood and Transplant (NHSBT) is an executive non-departmental public body of the Department of Health and Social Care. 
We are responsible for the collection, manufacturing and issuing of blood products to the NHS in England. Blood is donated by altruistic donors at one of the 23,000 donation sessions held in England each year. 
Each donation has the potential to save or improve up to three lives and whilst NHSBT has never suffered a shortage of blood the organisation needs to change its donor base to better reflect the needs of NHS patients. 
NHSBT needs to recruit a significant number of new blood donors from black African and black Caribbean communities, due to an increase in demand from the NHS for specific types of blood to treat sickle cell patients.
Sickle cell disease is the most common inherited genetic disorder in the UK. The disease is usually found in people of African heritage (in 90 per cent of British patients), although it’s also found in those from the Caribbean, Middle East and Mediterranean regions. Sickle cell patients needing regular blood transfusions benefit from more precisely matched blood.
To get the best treatment, patients need closely matched blood, which is most likely to come from someone with the same ethnicity. Having the right mix of donors and blood types is essential to ensure we meet the needs of all patients who need lifesaving treatment.
40,000 more black African and black Caribbean donors are needed to meet growing demand for better matched blood and a special subtype of blood more common in black people. Currently, only 1% of people who give blood in England are black.
Research conducted in 2015 by ESRO Limited revealed some of the barriers and motivations of people from BAME communities towards blood donation. This research recommended engagement at a local level, as communities react well to people that they trust and who understand them. A copy of this research has been attached below for further reading:






Technical Specification


1. Provide 1 FTE community organiser(s) to work with NHSBT staff to identify 30 advocates (18 in year 1 and 12 in year 2) of blood donation in South London black communities.

2. Provide training, using an established and successful syllabus in community organising for the 30 identified advocates and 2 NHBT staff to develop as leaders with practical skills such as relationship building and advocacy. Please attach an outline/syllabus for the proposed training.

3. Provide ongoing support and development of advocates so that they can mobilise volunteers and recruit at least 600 new black donors in year 1, increasing to 1,100 new black donors in year 2 if the contract is extended.


Reasons why service requirement may not be suitable to all potential bidders.

Organisations must have a track record in community organising. This pilot is to test the theory that community empowerment and development that focuses on one-to-one relationships and community capacity building will address health inequalities and help to recruit blood donors in black communities.


Budget range:

Although there will be no guarantee of any spend, it can be expected not to exceed £110k over the two years. 
£50-55K for one year, with possible extension of another year subject to meeting KPIs. 

This is merely an indicative figure – a purchase order for any expenditure would have to be approved by NHSBT



Timescales – anticipated contract award date/milestones/completed service delivery.

Oct 2018 			Contract awarded/commenced
Oct - Jan 2019		1:1 meetings to identify 18 advocates in South London
Feb 2019	Community Organiser training and co-production of materials
Mar 2019 - Sep 2019 	Ongoing 1:1s, training, coproduction and recruitment activities
Oct 2019			Possible one-year extension
Oct 2019 - Sep 2020	Growing the movement by 12 more advocates in 
surrounding areas


Implementation:

Requirements. Does the requirement have to be fulfilled in a specific part of the UK? 

South London. This area has been selected for the pilot as we are increasing capacity for our blood donation sessions in this area.

Is there a deadline:

Work on the project must commence in October 2018.

Management and Staffing – how NHSBT will want to work with the successful bidder – expectations of Account Team including staffing levels, expertise, regular meetings etc.

· Named 1 FTE trained community organiser(s)
· Regular contact - weekly calls and at least monthly face-to-face meetings.
· Monthly reporting of activities against agreed KPIs
· Quarterly oversight by Marketing and Communications Resources and Delivery Board
· Production of a final evaluation report and presentation

Key delivery milestones. What KPI’s will be set to measure performance. 

1. 100% attendance of meetings
2. Completion of a yearly evaluation report and presentation
3. Number of face to face meetings with potential advocates 
4. Number of advocates identified 
5. Number of advocates trained
6. Number of blood donors registered from black communities
7. Number of blood donors registered from ethnicities other than black
8. Number of new donor attends from black communities

	KPIs - Year 1
	Oct 18
	Nov 18
	Dec 18
	Jan 19
	Feb 19
	Mar 19
	Apr 19
	May 19
	Jun 19
	Jul 19
	Aug 19
	Sep 19

	Number of face-to-face meetings with potential advocates
	15
	20
	15
	15
	5
	5
	5
	5
	5
	5
	5
	5

	Number of advocates identified
	2
	4
	3
	3
	1
	1
	1
	1
	1
	1
	1
	1

	Number of advocates trained in community organising
	0
	0
	0
	0
	10
	0
	0
	0
	0
	0
	8
	0

	Number of blood donors registered from black communities1
	0
	0
	0
	0
	100
	130
	170
	200
	200
	200
	200
	200

	Number of blood donors registered from other ethnicities1
	0
	0
	0
	0
	25
	30
	45
	50
	50
	50
	50
	50

	Number of new donor attends from black communities2
	0
	0
	0
	0
	0
	50
	65
	85
	100
	100
	100
	100





	KPIs - Year 2
	Oct 19
	Nov 19
	Dec 19
	Jan 20
	Feb 20
	Mar 20
	Apr 20
	May 20
	Jun 20
	Jul 20
	Aug 20
	Sep 20

	Number of face-to-face meetings with potential advocates
	5
	5
	5
	5
	5
	5
	5
	5
	5
	5
	5
	5

	Number of new advocates identified
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1
	1

	Number of advocates trained in community organising
	0
	0
	0
	0
	6
	0
	0
	0
	0
	0
	0
	6

	Number of blood donors registered from black communities1
	200
	100
	100
	200
	200
	300
	300
	300
	300
	300
	300
	300

	Number of blood donors registered from other ethnicities1
	50
	25
	25
	50
	50
	75
	75
	75
	75
	75
	75
	75

	Number of new donor attends2
	100
	100
	50
	50
	100
	100
	100
	100
	100
	100
	100
	100



Notes:

1. A registration is the successful completion of NHSBT’s paper or online registration form

2. A new donor attend is when a registered blood donor successfully makes their first blood donation

This pilot is iterative and adaptive: continuous reflection and evaluation will help to create flexibility for services to be adapted to the interests, needs and assets of local people. This will be evaluated at monthly face-to-face meetings and KPIs may be adjusted accordingly.



Timescales for tender (stages/award).

June 18		Prepare specification
July 18		Advertise opportunity on Contracts Finder
			Receipt of tenders
Aug/Sept 18		Evaluate tenders
Approval to award from Director for Marketing and Communications
September 18	Contracts prepared and signed
October 18		Work starts

Contract Term – including any extension options:

1st October 2018 until 30th September 2019 with the option for a further 1 x 1 year extension period 1 year - subject to meeting KPIs




General:

Any sub – contracting requirements.

No sub-contracting.

Any security requirements

Any data collected from individuals should be done so in accordance with the Data Protection Act (2018).
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Executtive Summary

The motivations for blood donation by BAME donors are often the same as those of the wider
population. But there is a lack of awareness of the need for more blood donors, and specifically
more BAME blood donors. Awareness is lowest among the Black African and South Asian

communities.

Where there is some recognition of the need for more BAME donors, chiefly in the Black

Caribbean community, this does not always lead to donation.

As in the wider population, fear of needles and the practical challenges of where and when to
donate are often cited by non-donors of all BAME backgrounds as their initial reason not to

donate.

However, upon further exploration, we uncovered a range of BAME-specific barriers to
donation. Some are applicable to a range of communities, others are relevant to certain ethnic

or religious groups.

None of the barriers are insurmountable - reasons for non-donation are not ‘absolute’ and often

relate to awareness and knowledge rather than outright rejections of the practice.

Taking account of our findings, NHSBT will be able to implement a clear and effective strategy
for addressing the concerns we encountered through campaigning, communicating and

establishing more direct relationships with the communities in question.

BAME communities are sensitive to feeling ‘singled out’ in communications and campaigns.

Current NHSBT materials received a mixed reaction.

However, encouragingly, the recent ‘I was there’ campaign touched effectively on many of the
motivations discussed with non-donors and addressed BAME communities in an emotional,
but subtle, fashion. The campaign resonated well with all groups, despite being designed to
target the Black community. There is much to be learnt from the performance of this campaign
in thinking about future communication and relationships with BAME communities.

As a result of our research, we consider the Sikh community to be an easy win for NHSBT.
Concerns held within this community could be simply and effectively addressed, and there is a
strong emphasis on altruism which could be tapped in to. Recruitment will be most effective
through existing networks, and gurdwaras.

[REVEALING [ZNI]Y
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Introduction

Out of the 1,261,306 blood donors, 90% indicated that they are from a White background, 4%
indicated that they are from a Black, Asian and Minority Ethnic (BAME) communities, and a
further 6% did not disclose their ethnicity. In comparison, 86% of the general population are
from a White background and 13% indicated that they are from BAME communities. The 2011
census of England and Wales, further revealed that 7.5% were classified as Asian or Asian
British, 3.3% as Black or Black British and 2.2% as Mixed.! There is a clear disconnect between
the number of the BAME blood donors and the makeup of England and Wales population.

BAME donors are different to white donors in terms of their age (almost 57% of BAME donors
are younger than 35, as opposed to only 32% of White donors) as well as where they live (36%
live in the London region, as opposed to 8% of White donors).

BAME communities in the UK are diverse, and changing. Mixed race is one of the fastest
growing sectors of the British population, with more children in Britain now having one Black
Caribbean parent and one White parent than two Black Caribbean parents.?

BAME communities are young, with one in four children under the age of 10 currently from a
BAME background, and growing: 80% of population growth is estimated to be amongst
BAME communities. As such, these communities represent an important part of future
planning and communications for NHSBT, as they continue to grow, in order for the service
to adequately serve a changing population.

NHSBT has placed increasing importance upon the need for BAME engagement, recruitment

and retention over the past 11 years.

Currently the recruitment and retention activity is driven on a local level by the Inclusivity
Matrketing Group (IMG); a panel of 'specialists’ within NHSBT marketing, communications,
and medical who form relationships with local community groups, leaders and places of
worship. Allied to this is campaign activity and national initiatives which comprise of
recruitment campaigns and donation initiatives with national organisations such as the ACLT
and Islamic Unity Society.

Whilst these large scale campaigns have been implemented via agencies, there is an undoubted
lack of research into BAME groups surrounding blood donation. This has, on occasion, led to
a disconnect between NHSBT and the communities with which they wish to engage. The
exception to this rule was the recent campaign within the Black community which performed
well and had excellent feedback both internally and externally, and which will be addressed as
part of this report. However, it is important that NHSBT know why this was the case, to act as
a foundation for future work.

! http://www.ons.gov.uk/ons/dep171776_290558.pdf
2 Owen, 2007, cited by Aspinall, Peter | and Song, Miri. Mixed Race Identities. (2013, Palgrave
Macmillan)
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To this end, it was felt, with a lack of recent research into BAME community motivations,
triggers and bartiers, it was imperative that future strategy be hinged upon up to date BAME
community research. Previous to this research, the most recent research into BAME blood

donation and donor behaviour was conducted in 2004.
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Background to the research

This research project aimed to answer the following questions in relation to blood donation
amongst BAME communities:
*  How aware is the BAME community of the need for blood donation and opportunities
to donate?
*  What factors motivate members of the BAME community to donate blood?
®  What factors prevent members of the BAME community from donating blood?
®  What factors have the biggest impact on encouraging BAME donors to return?
®  What factors have the biggest impact on discouraging BAME donors from returning?
And how can NHSBT best address these?
*  How can cultural and religious beliefs impact the decision to become a donor in
different BAME communities?
®  What are the most suitable channels of communications for various BAME
communities?
=  How effective are existing NHSBT communication materials targeted at BAME
groups?
®  What are the most effective key messages for various BAME groups?

NHS Blood & Transplant has previously conducted research into the motivations and barriers
to blood donation amongst BAME communities, however it was felt that the findings may need
to be updated and refreshed.

Our methodology included a strong emphasis on community structures and ethnography, in
order to bring an additional layer of analysis to the previous research, which had not explored

existing structures and their engagement with the communities in question.

In order to answer the research objectives, the below research methodology was adopted. It
was decided that the focus of the research should be on the largest BAME communities in the
UK, and those with which NHSBT already works. The decision was therefore taken to focus
primarily on the Black and South Asian communities, exploting similarities and differences
between these two communities and also the vatious sub-groups within each of these broad

designations.

The methodology was as follows:

® 9 xexpert interviews with a range of professionals, including those who currently
work alongside NHSBT and those working independently in the field. Expert
interviews were used to give a wide ranging view of the state of current NHSBT work
with BAME communities, as well as the work of organisations currently promoting
blood donation in their own communities

® 5xcommunity organisation visits with a range of BAME organisations in London
and Leeds, allowing researchers to discover what communities are currently being

[REVEALING [ZNI]Y
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targeted for, or about, and to discuss methods for engagement with those already
working with the communities in question
8 x in-depth interviews (of approximately 2 hours in length) with cutrent BAME
donors living in Manchester, Solihull and London. Current donors were recruited
from a range of ethnic backgrounds, of which:

o 2x Asian Indian
1 x Asian Pakistani
2 x Black Caribbean
1 x Black Aftican
2 x Mixed Race

o O O O

Depth interviews explored motivations to donate amongst current donors, and how, if
at all, these motivations related to ethnicity. Perceived or encountered battiers in each
community were also discussed.
6 x focus groups (of approximately 1.5 hours in length) with non-donors in Leeds,
Birmingham and London. Respondents were recruited from a range of ethnic
backgrounds, of which:

o 1x Asian Indian
1 x Asian Pakistani
1 x Black Catibbean
1 x Black Aftican
1 x Mixed Race

1 x Mix of ethnicities, including, but not exclusively, mixed race

o 0O O O O

Within each focus group motivations to donate were fully explored, alongside barriers,
both prompted and spontaneous. Respondents were also asked to feedback on
existing NSHBT communications materials.

4 x community ethnographies (1 day per ethnography) to explore community
structures and issues, with the following:
o 1x Muslim community in Bolton, Greater Manchester
o 1 x Sikh community in Southall, Greater London
o 1 x Black Caribbean community in Brixton, South London
o

1 x Black Caribbean community in Birmingham

Community ethnographies were designed to explore beyond motivations and barriers
to blood donation by deepening understanding of the communities in question as a
whole. Researchers spent the day with a lead respondent but visited many various
organisation, religious leaders and professionals within the community as part of the
day. As such, we were able to gain a rounded view of the priorities and issues affecting
each community, and use this to aid our understanding of blood donation culture and
future steps for NSHBT.

Respondents were selected based on their self-reported blood donating circumstances.

For depth interviews, ‘donors’ were made up of a spread of respondents reporting to donating
regularly or that they have donated just once before, but in the last 6 months.

[REVEALING [ZNI]Y
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For focus groups, ‘non-donors’ were selected based on their reporting never having donated
blood before, but also indicating that donating blood is something they would consider to
rule out those outside of NHSBT’s potential donots pool.

For this project, analysis began right at the start, and was of an iterative nature. The full research
team liaised frequently at project download meetings, throughout an initial literature scan and
as fieldwork progressed — the aim being to identify emergent patterns and themes, and to
explore potential new avenues for investigation that could be incorporated into further
fieldwork.

Once all fieldwork was completed, the full field team convened for in-depth analysis sessions
where all collected media, field notes and emerging analysis themes were shared and discussed.
The agenda for these meetings would include time devoted to data familiarisation, plus data
triangulation and comparison, and the extrapolation of key findings in terms of
behavioural/cultural insight and recommendations around new messaging/communications
strategies. Additional sessions were conducted to further refine and clarify key themes and
findings in preparation for debrief and reporting, with back-checking to original data to further
reinforce the validity of results.
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Motivations to donate

The majority of cited reasons to donate by donors were non-BAME specific.
A desire to do good

Existing BAME donors are most likely to be motivated by a desite to do good. Giving blood is
seen as a ‘good deed’ and referenced by many alongside financial donations to charities, or
volunteering time for a good cause. Some wanted to add to a long list of ‘good things’ they did,

whereas others saw an opportunity to do something unrelated to money.

“Why do I give blood? Well because it’s a good thing to do.”
- Donor, Asian Pakistani, Manchester

Some current donors see their donation as ‘giving back’ for a friend or family member who was
treated by the NHS, not necessarily, but often, receiving blood as part of this process. Contact
with such situations reminds donors of the need for blood, and they can be driven by a desire
to “replenish the stocks”, to give back what their family has taken from the system.

Some have heard the message about a need for more BAME donors. This message is more
likely to have been heard in the Black Caribbean community than others, and is often linked
back to the radio.

“1 heard a radio discussion about the need for more Black pegple to donate blood, and 1 thought, that’s

something I can do.”
- Donor, Black Caribbean, London

Habit

Continued donation is driven as much by habit as altruism. Donors are reminded that they can
make another appointment by NHSBT messaging, either via post or email, and this prompts
donation. Some, who have donated numerous times, get a ‘feeling’ when they haven’t donated

for a few months, and go online or make a call to their local centre to make a new appointment.

“T get my reminder in the post, so that prompts me to book another session.”
- Donor, Asian Pakistani

A rare blood type

Having a rare blood type can also be a motivator to continue, particularly as a result of receiving

specific NHSBT messaging reinforcing the need, and the urgency for donation.
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“1 got a letter saying I have some Ro blood or something and it’s special. I like that, and it made me think 1
shonld make another appointment.”

- Donor, Black Caribbean, Manchester

A sense of the need

Those who feel they have a sense of where their blood goes are also motivated to continue
giving. It seems important to donors to be able to think about who their blood is helping; Family
members or friends in need are an obvious choice (although blood is not given directly) but
high profile local cases or even off-hand comments from NHSBT staff about the destination
of blood (i.e. to neonatal wards) can encourage continued donation.

“There was a kid, an Asian kid from round bere, who was in hospital and needed some transplant. 1 can’t
rementber the details but it made me think 1 should give blood again.”
- Donor, Asian Indian, Solihull

Peer pressure

Friendly competition with peers or family members seemed less prominent with donors from
a range of BAME backgrounds, than amongst white donors. Throughout the research we came
into contact with current, non-BAME donors, and encouragement from friends and family
members was often cited as a push to initial, and continued, donation. However, amongst our
respondents there was a sense that bragging about one’s status as a blood donor, or encouraging
others to give, was inappropriate. Donors were happy to facilitate registration for their friends
or family who expressed an interest, but shied away from actively encouraging others to become

blood donors, seeing the decision as personal.

“I don't want to go around shouting about it. How do you know what other people might do, that you don’t?
You can’t start judging other people based on things like this because they night be giving tons of money to
charity and you're not.”

- Donort, Asian Indian, Solihull

Despite not currently donating blood, a range of motivations were tested on our focus group
respondents, and we observed their reactions to NHSBT communications and discussions
within the group.

We found non-donors particularly motivated by the life-saving potential of a donation, and the

urgent need for more donots.

Potential for the donation

For non-donors, the potential of a donation is critical. Talking about specific situations where
blood may be necessary, or conditions which require blood transfusions as part of the treatment,
makes the act of donating seem even more important. The potential for ‘saving a life’ was by
far the most compelling message for non-donors, regardless of background.
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“Knowing you conld save a life. Wow. That’s really powerful.”
- Non-Donor, Black Caribbean, .ondon

Urgency of need

Non-Donors responded particularly well to messaging highlighting an urgent need for blood.
Currently the system is perceived as slick and effective, and can fail to reflect the constant need
for new donors. Many were shocked by the low statistics for donation, and further surprised to
discover donors from a BAME background are even fewer in number.

T just didn’t know. 4% is so low, and if it’s lower for us that'’s awful.”
- Non-Donor, Asian Pakistani, Leeds

Connection to need

A personal connection to the community was also motivating for non-donors. Stories from
members of their own communities were particularly moving, and many found the need in
BAME communities for blood to treat members of the community particularly motivating.

Relating the need for more donors to respondents’ own communities, or family and friends,

was a powerful way to communicate the message of a need for more BAME donors.

“Tt just mafkes you think, what if someone you love needed it? Y ou have to hope other pegple have donated so
they can be saved.”
- Non-Donor, Mixed Race, Leeds

[REVEALING [ZNI]Y
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Meet the donors

Owen, 31, Black African

Owen works as a Civil Servant and lives alone in North London. He went to university
and then worked in Newcastle, but moved down to London to be closer to his family,
who moved over from Nigeria before he was born. He felt conflicted at first about
leaving his life in Newrcastle, but after a death in the family, he felt it was important to
support his parents, and spend more time with his nieces and nephews.

His uncle died of a Lymphoma, and was ill for some time. Part of his treatment involved
a bone marrow transplant, making Owen suddenly aware of the difficulties in finding a
donor match for black individuals. Eventually a match was found, but unfortunately
Owen’s uncle died not long after. As part of the funeral arrangements, the family
promoted the Anthony Nolan charity, and Owen along with several family members

signed up as bone marrow donors.

Owen felt that if he was willing to donate bone marrow, he should certainly be donating
blood. However he didn’t really know how to go about it, and even though he knew of
one friend that donated blood, it wasn’t something he felt very comfortable asking about.

“I¢’s just not something that’s really talked about. I wouldn’t go round asking everyone if they donate”

After looking into it himself, he signed up, and after giving for the first time found out
he was positive for the Sickle Cell trait, and also O-positive blood group. He’s now more
aware than ever of the issues surrounding the black community and donations, both of
blood and bone marrow, and the associated health issues such as Sickle Cell. This has
definitely bolstered his identity as a ‘black blood donor’ and made him determined to
keep donating in the future.

“When there are medical problems that affect the Black community in particular, and we bave the power
to do something abont that, to belp ourselves. .. that's what convinced me to do it”

Page 12 of 44
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Barriers to donation

Amongst all respondents there was a lack of knowledge surrounding the need for more blood,
from all backgrounds. Respondents did not perceive the blood donation and transfusion system

to be under pressure, requiting people like themselves to get involved and donate.

Comparison to home countries

Amongst BAME communities, comparisons to home countries, or countries of origin, were
commonplace, particularly for first generation immigrants to the UK or those who have

strong family ties, or visit often.

It was felt that the current system of blood donation works very effectively in the UK,
primarily because it bears little resemblance to systems operating in home countries. Many
respondents cited the lack of organisation present amongst other systems, and how slick the

NHS system is in comparison.

“Tn Africa you get your healthy friends ready when your wife is going to give birth. Here the blood just arrives, I
never knew there was a lack of it.”
- Non-Donor, Black Aftican

Respondents described how, in Pakistan, and Somalia, friends and family are encouraged to give
blood when necessary, and blood is not donated in advance by strangers. The sense of urgency
in these situations was cleatly apparent, and so blood donation is conceived of as an emergency

response to an emergency need. It is not planned and coordinated.

“When I told my Aunt in Pakistan I had given blood she asked me who was sick.”
- Donor, Asian Pakistani, Manchester

Comparisons to home countries can also serve to reinforce a sense that ‘need’ is greater there
than in the UK, where everyone expects to be appropriately cared for. During the research we
came across a campaign to finance a blood donation van in Jamaica, for example, which was
supported by community organisations here in the UK. Such an initiative, whilst much needed
and well-intended, could serve to support views that the NHS system is not in need, or under
pressure. As such, current non-donors are not actively thinking about donating, because they

are not aware of a need for their blood.
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Need is greater ‘at home’

At a wider level, we discovered communities well mobilised to raise significant amounts of
money for causes associated with their community or home countty, but perhaps less
familiarised with supporting causes in the UK. This was not due to a lack of desire to help,
rather a feeling, and often experience, of situations where help is more urgently required.

“The commmunity are used to donating to canses at homse, in Pakistan, or to other Muslim causes like
Palestine. When we wanted to raise money for the A department in Bolton I had to incorporate it into
my Sermion, to explain that we need these services and the money just isn’t there. They were thinking about

closing it down.”

Imam, Bolton
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Meet the donors
Catrly, 25, Black Caribbean

Carly lives in Birmingham with her mum and step-dad, and works full time in retail. She is
from a Black Caribbean background.

Catly has donated blood 4 times in total. She started to donate a couple of years ago after
being inspired by a colleague who donated, and a desire to help in a more general sense.
Carly has heard about a need for more BAME blood donors, but this was not something
that she feels motivated her to donate.

“It’s something you can do without getting anything back. 1t mafkes me feel good afterwards.”

Catly has recently been told she has Ro subtype, which she explains as “special blood”. She
was sent a letter by NHSBT asking her to donate on a Weds, Thurs or Fri, which she is a
little confused about. Knowing that she has “special blood” is, however, very exciting as

she can now help more people.

Carly struggles to think of reasons why Black Caribbeans don’t donate blood. She does
acknowledge that it isn’t something people talk about, and that somebody needs to start the
conversation. Once this is done, she can’t see any particular reasons why the community

would not consider donating,

Catly does think that, amongst the older generation in particularly, there might be some
concern over cleanliness, and exposure to a healthcare environment when not ill. This
could be a driving factor in not donating, but not something that couldn’t be overcome,

especially amongst younger non-donots.

Amongst young men in her community, Carly describes a fear of “the system” and
information sharing, noting that this means many “macho guys” don’t even visit their GP.
This is a tougher issue to address, as it affects all layers of their engagement with the
healthcare system, but Carly is optimistic that more donors from her community can be

found through specific messaging and use of role models and community radio stations.
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Black African & South Asian communities

The message that more BAME blood is needed has simply not been heard within Asian and
Black Affican communities.

4% of people shocked me. And the fact that numbers of Asians are lower is even worse.”
- Non-Donor, Asian Pakistani

There is therefore little consciousness of a need for BAME non-donors to engage with the
system. Non-donors reacted quite strongly to the statistics on current levels of participation, so

raising awareness is crucial.

Blood donation is not a topic regularly in the news, and as such it is far from many non-donor’s
minds. Some specific local cases of need were recalled by donors and non-donors alike, but had

not particularly reinforced the sense that more donors were needed.

Black Caribbean communities

Conversely, for Black Caribbeans, awateness of the need for more “Black blood” is relatively
high. Many respondents spontaneously discussed their awareness that there was a lack of Black

Caribbean donors, and a need for more blood from their community to treat its members.

“Ob yes, blood donation. Our commmnity is really bad at that, aren’t we? ”
- Non-Donor, Black Caribbean

Many mentioned the case of Daniel De Gale, and the activities of the ACLT as a prompt for
their awareness of this need. Others had heard discussions on the radio about a need for mote

donors to come forward from the Black community.

Respondents who cited such a need, and others present at the time of the discussion, felt guilty
that there was still a need for more Black donors, and that the message had been successfully
communicated and was clearly memorable, without having the desired effect on numbers of
donors. Respondents talked of their embarrassment around the continued lack of Black
Caribbean blood donors, and some felt quite uncomfortable discussing the reasons behind such

a continued need.

Awareness amongst donors

Donors had some level of awateness surrounding NHS Blood & Transplant, primarily due to
receiving communications materials, either through the post or via email. That said, recognition
was not particularly strong, and many struggled to differentiate between NHS Blood &
Transplant and the NHS in a more general sense.

Reactions to, and impressions of, NHSBT were broadly very positive. Cutrent donors had

extremely positive experiences of NHSBT duting their donation sessions, and in terms of follow
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up communications. Current donors told us that NSHBT staff were polite and pleasant, and
that their experiences of donating were smooth, calm and professional.
“They’ve always been great. Really polite and professional.”

- Donor, Black Caribbean, L.ondon

One respondent described a specific incident where he had been unimpressed by the conduct
of NHSBT staff, but this had not coloured his overall perception of the service.

“Once, in London, I went along to a drop in and they said I couldn’t go in becanse they were having lunch. So 1
wasn't impressed with that. But they're really nice where I live now.”
- Donor, Asian Indian, Solihull

Awareness amongst non-donors

Non-donors lacked awareness of NHS Blood & Transplant. The majority were aware that
blood donation in the UK is limited to the NHS, and not other charitable organisations.
However, NHSBT was not recognised as separate to, or differentiated from, the NHS in a more

general sense.

Having limited recognition, perceptions were vague, but broadly positive. Perceptions were very
much informed by respondent opinions surrounding the NHS in general. Aside from concerns
voiced amongst the Black Caribbean community around trust in the NHS, opinions of the NHS
were very high, and this reflected well onto NHSBT as a part of the wider organisation.

Fear

Many non-donors told us of their fear of needles, or more generally of blood, needles and pain.
Some mentioned blood tests in the past which they had found uncomfortable, or had developed
a general fear of needles which made them feel nervous about vaccinations, blood tests as well

as blood donation.

This was compounded by a distinct lack of knowledge around the process of blood donation.
Some imagined it would be very painful, and a long process (up to an hour) whereas others
thought it might be very quick (a couple of minutes). Generally a lack of knowledge about the

process made non-donors more fearful of blood donation.

“Ob no, I couldn’t do it becanse I'm scared of needles.”
- Non-Donor, Mixed Race, London

Practical considerations

The other key battier to donation which resonated across ethnicities was a broader sense of the
practical difficulties involved in giving blood. Some examples are listed below, all of which we

heard during the course of our discussions with non-donors:
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*  Where do they do it?

®=  How long does it take?

*  What time of day can you donate?

= Do they pay your car parking?

=  Would I be able to go back to work afterwards?
= Do you need an appointment?

*  How do you get an appointment?

*  How do you know if you’re allowed to donate?
=  Can you donate at the weekend?

= Is there an age limit?

The practical aspects of time and location were particularly important to non-donors, and
provided them with an easy justification for their lack of participation. Many said they were
simply “too busy” to give blood. That is not to say that these non-donors had researched
donation centres in their local areas, and the timings of sessions, rather that the whole process
of finding out information, making an appointment and going along to donate was seen as a
significant investment.

We discovered a wide range of universal and community specific bartiers over the course of the

research. None are insurmountable.
A lack of discussion

There was a distinct lack of discussion with family and friends about blood donation amongst
BAME donors. Some had never considered suggesting it to others.

“Nosw you mention it, I'm not sure why 1 haven't taken any of my friends along. I do sometinses post on
Facebook that I've done it but 1 wouldn't want to pressure anyone into anything.”
- Donor, Black Caribbean, London

Others were keen to avoid ‘bragging’ or putting themselves forward as different, or special,
within the community. This could be due to the heightened importance of the community
over the individual, especially amongst South Asians and Black Afticans.

Social inequality may also be a driver of this lack of discussion. A high awareness of poverty
and other issues being dealt with by the community could perhaps mean that donors are
unwilling to assume others in their community are able to give. This could be financially or in
terms of time, but the more general attitude can also apply to blood donation.

Furthermore, BAME communities can be sensitive to pressure on their community from
others (for example surrounding FGM amongst Somali communities) and avoid adding to
this by seeming to judge others for their lack of participation in, say, blood donation.

Discussions with current donors from a South Asian background focussed around a desite to
avoid broadcasting one’s altruistic activities; just as they wouldn’t shout about how much they

donate to charity, current donors were keen to avoid being seen as self-congratulatory.
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Eligibility concerns

Across all ethnic backgrounds there were concerns about eligibility for blood donation. These
concerns ranged from lifestyle factors such as drinking and smoking amongst our young,
mixed race respondents in London, to taking medication for diabetes amongst older Black
Caribbean women. Visits to home countries in Africa or on the Indian subcontinent were also

cited as reasons non-donors would not be eligible.

“T've always wanted o give blood but 1 felt excluded, becanse of my age or because I had visited Africa.”
- Non-Donor, Black Caribbean, LLondon

Non-donors had not done any primary research to clarify suspicions or assumptions about
eligibility, often having received their information from friends or family members. Others
had engaged with blood donation in the past, and been turned away because of medication,

but not re-engaged at a later date; some were now eligible, due to changes in criteria.

“T couldn’t give blood becanse I used to work as a nurse and we were exposed to Hepatitis B.”
- Non-Donor, Black Caribbean, London

Poor scientific knowledge

We encountered a significant lack of scientific knowledge concerning blood donation amongst

non-donors from a range of BAME backgrounds.
Losing blood

Some respondents were concerned about the loss involved in blood donation, with some
comparing it to organ donation, where the organ is not replaced by the body. As such, they felt
that blood was limited, and donating could mean that they would have less, and eventually

insufficient, blood for themselves.

“T imagine when they suck the blood out of your arm, you can see your arm get pale and sort of wither.”
- Non-Donor, Black Catibbean, Birmingham

Time taken

Others had limited, or no conception, of the time it might take to give blood, with estimates
ranging from 2 minutes to over 2 hours.

The science behind it

At a wider level, there was some confusion over the biology of blood, with respondents
wondering if animal blood could be given to humans, and vice versa, or if blood was taken

from recently deceased people, much in the way organs are.

“I mean, do they take blood from dead people? They take their organs so why wonldn’t they take their blood?”
- Non-Donor, Black African, London
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A lack of trust

Distrust and alienation from mainstream systems amongst Black communities is high. For the
Black Caribbean community in particular there is a strong sense of distrust, of all state systems
including the NHS.

Reluctance to engage with healthcare

Respondents spoke of an unwillingness to engage with the healthcare system, including
avoidance of prescription medicines and contact with healthcare professionals.

“Young gnys from this community just don’t trust their doctors, and the hospital. I think they are also a bit
macho when it comes to medicine, they think it doesn’t really go with their image.”
- Donor, Black Caribbean, Manchester

This appears to be particulatly prevalent amongst young males, with whom it plays into a
‘macho’ image. However, the idea that there is a lack of trust of state systems permeates the
entire community. Particular high profile issues, such as community relations with the Police,

for example, can colour perceptions of all state systems.

The community is not engaged by the state

It was also felt that state organisations did little to engage the Black Caribbean community.
Some organisations within the community felt their expertise and experience was not valued
because of a lack of direct commissioning of community organisations, and the missed

funding this implies.

“NHS Blood & Transplant should be coming directly to us for onr knowledge and experience working with
the Black commmunity. Using a third party and asking for onr expertise is intellectnal thievery, becanse we should
be paid for our knowledge and expertise.”

- Black Community Organisation

Such sentiments were related back to a lack of BAME representation amongst management
of organisations like NHSBT, or the NHS in general. Furthermore, there was a sense of
community organisations acting as ‘gatekeepers’ for the wider community, and that their

knowledge and expertise should be more valued.

Being misunderstood

For the Black Affican community, feelings around state systems centre more on a lack of

understanding, due to the more recent arrival in the UK of many communities.

We did find, however, that overall levels of trust in the healthcare system were higher amongst
the Black Africans interviewed; certain issues were highlighted, but there was a sense that
communications and understanding would improve as the communities established themselves
and the state better understood them. Standards of NHS care were widely praised and admired,
and respondents did not have the same scepticism of medication and individual healthcare

professionals we discovered in the Black Caribbean community.
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Somali impressions of state campaigns are heavily influenced by the
approach taken to FGM

Somali respondents spoke of what they saw as a heavy handed and ‘blanket’ approach to
the issue of FGM, for example, and how this affected their impressions of how the NHS,
the Police and social setvices interacted with the Black African community.
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“If a woman gives birth now, who has had FGM maybe 20 years ago, and the baby is a girl they put
them on a watch list and make them go 1o classes about it. If you don’t go to classes social services come to
see you. 1t'’s very invasive and inappropriate just after the birth.”

- Somali Community Organisation, London

Cleanliness and hygiene

Throughout our conversations with Black Caribbean respondents we noticed a strong theme
of concern over cleanliness and hygiene, across all healthcare settings. This impacted opinions
of donating blood, as non-donors were reluctant to put themselves in a situation where a lack
of cleanliness or hygiene standards could affect them. Non-donors were concerned about hand
washing, needle use and at a more general level about the ability of the nurses involved. Many
suggested that if the nurse “did something wrong” it could make you unwell, or more likely to

become unwell.

“My friend gives blood but last time she felt really unwell after and fainted. She thought the nurse probably did it
wrong. So I'm not sure I'd want to do it myself, just in case.”
- Non-Donor, Black Caribbean, London

Others also referenced scare stories heard from others in the community about diseases
contracted as a result of blood donation. Upon closer inspection, many of these originated
from donation in home countties, such as Jamaica. A distinction was not made, however,

between blood donation in the UK and in countries such as Jamaica.
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Fears over hygiene were discussed and explored in detail, and we found that there is a higher
level concern over cleanliness and human error in the community, which does not just apply

to healthcare, but, for example, to food preparation too.

“My n2um never even ate out when we were little becanse she was so worried abont other people’s cleanliness. So
she wonld never consider donating blood!”
- Donor, Black Caribbean, London

Such ‘community characteristics’, whilst not initially related to healthcare, can impact attitudes
to blood donation, and at a wider level, engagement with health services across the board.

The after-effects

A lack of confidence amongst Asian donors is often focussed on health and potentially feeling
unwell after donation. Many respondents described themselves as “too small” to donate, and
some joked about Indians being small people, in general. Such a self-perception, whilst said in
an off-hand and humorous way, can very easily play into ideas around blood donation having a

negative effect on a person’s health and wellbeing.

“Ifyou ask Indians why they don’t give blood they’ll tell you they’re too small, and they need their blood for
themselves.”
- Donor, Asian Indian, Solihull

As previously discussed, feeling unwell can be associated with a lack of blood by older members
of the Indian community, and combined with a sense of being ‘small’ this creates an atmosphere

where blood donation is not something looked upon favourably.

Confusion with organ donation

Giving blood is easily, and often, confused with organ donation. For many of our South Asian
respondents organ donation provoked mixed views. Many were reluctant to become organ
donors, and this feeling easily transferred to blood donation. For some Muslims in particular,
there was a sense that organ donation was “not allowed” and therefore blood donation wasn’t
cither, despite the fact that this is not the case. Those we spoke to put this down to a more
general confusion between the two activities, and the fact they are not necessarily seen as distinct

by the average non-donor.

“Peaple assume that, as organ donation is disconraged (within Islam) blood donation is too. They don’t even
check.”
- Muslim Doctor, Bolton

Greater clarification around the differences between the two during our discussions always
lead to questions about blood donation, and verification that it was permissible. However,
once such assurances were obtained, many were very receptive to the message about the need

for more blood donots.
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Existing community structures

We found South Asian respondents more likely to be receptive to the message about blood
donation, or to other messages about healthcare, if it is delivered through their own community
structures.

“If you want to get peaple from this community to donate, go to them: to the mosques, to the gurdwaras, you
can’t expect them to come to you.”
- South Asian Community Organisation, London

Messages delivered through existing community structures, and in particular religious
structures, are more likely to be listened to, and trusted by the communities in question. The
ability to understand and communicate concerns and answer questions specific to the
community lies with their current leaders. Communities are used to receiving messages in this
way, and trust is already well established.

Mixed race non-donors may not fully identify with BAME messaging. We discovered that many
mixed race respondents had varying levels of engagement with their BAME status. Fluidity of
mixed race identity has previously been studied, with Aspinall and Song discovering in their
work that many of theit respondents “indicated that they would desctibe their racial/ethnic
identity differently in conversation with fiiends to the way in which they would identify themselves

on official forms.”

Many of our mixed race respondents took a little longer to identify with the BAME specific
messaging in some communications tested. Once they were clear about the need for more
BAME donors, some could clearly relate this message back to themselves, whereas others

responded more to a general sense of urgency and need for more donors, regardless of ethnicity.

We explored the concept of mixed race, and being ‘mixed’ as a uniting and overriding factor in
our expert interviews. We also found some respondents in our mixed race focus group identified

very strongly with the idea of being ‘mixed’ rather than their specific ethnic origins.

“BEven though there is nuch more variation anong mixed race individnals than there is common ground, there
does seemt to be a central component that night be described as a ‘mixced race identity’— somebow being not
either/ or, not one or the other of the parental ethnicities.”

- LSE Academic

3 Aspinall, Peter ] and Song, Miri. Mixed Race Identities. (2013, Palgrave Macmillan)
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Meet the donors

Jacob, 43, Mixed Race

Jacob lives with his fiancé in Kent. He works in data analysis, managing migration data, but
also is a part time amateur photographer, tennis coach, and volunteers his time helping to
run his brothet’s charity.

Jacob is close to his parents who live nearby. His dad is originally from Jamaica, but he has
little extended family on his father’s side, and doesn’t identify very closely with his Jamaican
background. The majority of his friends are through his local Tennis Club, and his fiancé
recently moved over from Spain to live with him. He feels a close association with South
East London, having grown up and lived around the area all his life.

Around 9 years ago, Jacob signed up as a blood donor at a local drop-in session. He’d been
thinking about doing it for a while — he was earning a decent wage and had a vague sense of
obligation to ‘give something back’, and giving blood seemed like an ideal (and free)
opportunity. He’s been donating regularly ever since, whenever prompted by the letters he
receives. He would like to encourage others to give blood and be something of a ‘role
model’ for his friends and family, but he struggles to engage people in conversation about
1t.

“Tve tried to hint to my fiancé she should come with me to give blood, but she ahways drops the conversation. I
think by bringing it up, it reminds pegple they don’t do it, and markes them feel gnilty”.

Jacob has little awareness of any need for ethnic blood donors, and it’s certainly never been

a factor in motivating him to donate.
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Summary: Motivations &

Barriers

Motivations
Donors Non-Donors
A desire to do good Understanding the potential for the donation
Habit, and routine A sense of the urgency of the need
Having a rare blood type A connection to the need (i.e. friend or family

member becoming unwell)

A sense of the need for blood

Barriers

Overarching barriers

Alow level of awareness surrounding the need for more blood donors

A lack of awareness around the need for more BAME blood donors

Common fears and concerns around blood donation, such as a fear of needles or a sense

that the timings and locations of donation sessions are inconvenient

Alack of discussion surrounding blood donation

Eligibility concerns (i.e. around foreign travel, medication)

Poor scientific knowledge leading to misconceptions (i.e. you do not make up the blood

iven away)

Black Caribbean & Black African specific batriers

A lack of trust in state systems, including the NHS

A feeling of being misunderstood by the state

Concerns around cleanliness and hygiene

South Asian specific barriers

Concerns around the after-effects of donation, particularly fainting and feeling unwell

Confusion with organ donation, which is often frowned upon

A preference for messages delivered through existing community structures (i.e. a slight
unwillingness to engage outside of the community)

Mixed Race specific barriers

A lack of identification with a BAME message
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Two key opportunity areas

After exploring both the motivations and battiers to blood donation amongst BAME
communities in the UK, we have identified two key opportunity areas for addressing the current
lack of donors:

=  Raising awareness, across the board

*  Engaging on a smaller scale with communities through their existing structures

Raising awareness focusses on more immediate communications and information campaigns,
whereas engaging with communities through existing structures centres on a longer term

strategy to build trust and relationships directly with communities.

Raising awareness across the

board

The lack of awareness surrounding the need for more blood donors is the key barrier to

increasing numbers of donors, and within those numbers, BAME donors.

Increasing awateness is therefore a key opportunity for NHSBT in terms of addressing the
current lack of BAME donors.

However, in testing existing communications campaigns and discussing motivations to donate
with both current donors and non-donors, we feel certain messages are more effective than

others in terms of engaging non-donors and encouraging them to consider donation:

Highlighting the need

Highlighting the current situation alerts non-donors to the need, of which they are current
unaware. This could be through the use of statistics, or example situations, but it must be clearly
communicated.

In terms of engaging BAME non-donors highlighting the need is particulatly important as the
current UK system can be seen to be ‘perfect’ and not under pressure, in comparison to systems
in home countries.
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Focussing on donation, not the donor

For non-donors from all ethnic backgrounds the potential of a blood donation was the key
motivator. The potential impact on another’s life was a real driving factor. As such, information
campaigns including information on where blood donations went, how they were used and how
many people could be ‘saved’ were particularly powerful.

Messages evoking a personal need were emotionally impactful, as well as those which
emphasised the recipients of the blood donation.

WHAT WILL IT TAKE?

The ‘What will it take?” leaflet was immediately impactful, but rather lost resonance the
further respondents read into it.

Blood and Transplant

What will it take
for you to When your When your

give sonor | mum

blood? | %2UInte! | or dad

needs it?

The immediate questions, and suggestions of close family members, were very effective at
engaging non-donors, and making them think. Many noted the shock factor of thinking
about one’s mum, or son, needing a blood donation, and the questions did dtive home the

need for new donors.

However, the leaflet quickly lost impact in the detail included in the following pages. Non-
donors disengaged pretty quickly from the imagery, too, describing the drawings and the
photos as looking dated, and giving the overall leaflet a cheap and amateur-ish sense.

“This is a funny one. The first pages are really in your face, and make you think. And then after you gpen
the leaflet it just looks so dated and there’s too much to read.”
Non-Donor, Mixed Race, London

Practical information was appreciated, as many non-donors have immediate questions
surrounding donation. However, the images were off-putting and the information included
felt to be a little too much. The individual stories were also felt to be unnecessaty, the
questions on the front pages of the leaflet having already ‘done the work’ in terms of
shocking non-donors and making them think about their own families.
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A focus on the donor, on the other hand, was felt to be too personal and a little crass. In
particular, we found that BAME donors did not want to promote their blood donation much

in their own communities, as they felt it was a personal decision and not ‘their place’ to push.

Campaigns such as the VIP campaign were not effective, due to their over-emphasis of the
donor involved, and his or her ‘special’ place within the community, a stance at odds with how

the donors we interviewed felt about themselves.

VIP APPEAL

The VIP Appeal fell flat due to an overemphasis on the donot, and not the donation.

Qe vioca P
BE A_VIP LIHE ME
& GIUIE Ial_ (J(]D A single blood donation

could save or improve
the lives of three adults
or seven babies

How it works

NHS
Blood and Transplant

Your community
blood donors
unity needs VIPs

Be a VIP. Save a life, give blood. Your

VIP

Mak ent today o0
visit blood.co.uk or call 0300 123 23 23 el W s

In contrast to the ‘Twas there’ appeal, this campaign was felt to privilege donors themselves,
something which jarred with our respondents. Blood donation was appealing when they
considered what the donation could do, who it could help.

Furthermore, we found throughout our groups that BAME donors did not want to
position themselves as special or different and so the VIP appeal would not sit well with
their sensitivities in this area. The VIP appeal also provoked more negative feelings around
guilt, with overt suggestions that non-donors are not as ‘good” as donors. Guilt was avoided
when the focus was placed on the donation, and not the donor.

The VIP appeal was also felt to be a little tacky, and dated, particularly due to the use of
celebrities. None of our respondents particulatly recognised the celebrities used, and the
graphics were felt to be somewhat dated.

“I’s not about you being a VIP. It’s about you doing something which conld save another person’s life.
This just strikes me as tacky, and I have no idea who the guy on it is!”
Non-Donor, Asian Pakistani, Leeds

The VIP leaflet was felt to be wordy, with many respondents failing to fully engage with
the leaflet due to the density of text and information. The inclusivity of the leaflet was
appreciated, although some stated a preference for more specific messaging to individual
communities.

Overall, the messages included in the leaflet were felt to be powerful, particulatly the figures
on numbers of lives potentially saved. The leaflet went some way to addressing concerns
with the VIP appeal poster that it focussed exclusively on the donor, and not the donation.
Furthermore, the VIP message did not come across particulatly strongly (few noticed at
first glance the logo on the front of the leaflet, for example) and this was seen as positive.
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BAME communities are sensitive to criticism

BAME communities are sensitive to criticism, and don’t want to be singled out and targeted.
Respondents were concerned about the potential negativity of targeted messages, and how

communities might react to feeling singled out.

“They did a HIV festing campaign and lots of people in Brixcton were really annoyed that all the posters in
Brixton had black faces on. And that made them feel singled ont.”
- Donor, Black Caribbean, London

For example, Somali respondents were particularly sensitive to targeting around FGM, and
Muslim respondents around ‘British-ness’. Both communities were aware of current campaigns
focussed on their own communities, and were looking to avoid further targeting around an issue
which isn’t just specific for their community (i.e. a lack of donors affects all BAME

communities).

“T don’t think Muslims wonld react well to being singled out.”
- Non-Donor, Asian Pakistani, Bolton

“Tncluding the message as part of a broader campaign wonld be nice. It’s not just uns.”
- Non-Donort, Black Caribbean, L.ondon

A BAME message is effective

That is not to say, however, that pointing out a lack of donors is not an effective message to
mobilise BAME communities. Many reacted strongly to the lower numbers of BAME donors,
and saw this as a reason for them to get involved. If the lack of donors is pointed out but
overemphasis on guilt and shame avoided, it can be very encouraging, as a reason to get out and

donate.

The opportunity to solve the problem, and do something positive is crucial. The ‘T was
there’ appeal resonated due to a focus on potential rather than the individual actions of the
donor. BAME communities will not react positively to a campaign which they feel is criticising
them, but rather one which highlights a problem to them, and shows a way in which they can
help.

446% of Muslims surveyed in a recent poll by ComRes felt that being a Muslim was difficult in
Britain due to prejudice against Islam (25th Feb 201 5)
: auk bbec-radi day
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I WAS THERE

The ‘T was there’ campaign (both radio and print adverts) was very effective, due to the
simplicity of the message and the fact that all respondents felt they could relate to it.

The campaign communicated the need for more Black blood donors without
explicitly targeting the Black community. The campaign is a successful demonstration
of the potential for a BAME specific message which is sensitive.

Furthermore, the campaign focussed on the potential of the donation, and not
exclusively on the donor, as the VIP appeal was felt to.

| was there

Both the radio advert and poster were tested, and the message was felt to be most effective

when both were present.

The radio advert was appreciated for a simple message. Non-donors responded well to the
situations listed where the blood donated had been used, as this gave them a chance to
visualise the potential of their donation.

Reinforced by the striking and memorable poster, the radio advert had a positive, enabling
effect on non-donors; instead of creating guilt around what they hadn’t done, it allowed
them to see the possibility of the impact of their donation, and in situations which they

could easily relate to.

“When you see that and hear the radio advert you think that could happen to people you know, and yon
could help. 1t's very powerful.”
- Non-Donor, Mixed Race, Leeds

However the poster alone, without the backup of the radio advert, was felt to be a little
vague.

We also found that, although aimed specifically at the Black community, this appeal (both
elements) resonated with all our respondents, regardless of ethnic background. Some of
our South Asian respondents thought that the arm in the poster could have been Asian,
and others mentioned the voice as sounding “normal”, rather than particulatly Black. This
message could therefore easily be rolled out to other BAME communities by NHSBT,
without much adaptation.

“I think that's an Asian arm. Is it? It conld be. To be honest it just looks like a really buff gny!”
- Non-Donor, Asian Indian, Birmingham
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The Black Caribbean community is particularly sensitive when it comes to
the blood donation message

As previously discussed, the Black Catibbean community in particular is already aware of the
need for more members of their community to donate. Reminders of this guilt were not
particularly effective at changing behaviour, and could potentially reinforce inaction. There
is a need to create new opportunities, a new start for non-donors to change their behaviour

and opinions around blood donation.

“T already know that I should donate. 1 already feel guilty abont it. ”
- Non-Donor, Black Caribbean, LLondon

Campaigns such as ‘T was there’, then, are effective because the need is highlighted without
criticising those who have so far not donated. New opportunities are created and donation

is shown as having positive effects in a wide range of situations.

What does this mean for NHSBT?
B Overarching communications campaigns will be effective for BAME communities as

well as the wider population

B A BAME message is powerful but needs to be finely balanced
Many are shocked to discover numbers of BAME donors are lower
Communities are, however, sensitive to perceived criticism by the state
Messaging must focus on the positive and the future, rather than highlighting a
current lack of numbers too strongly

This can be done by creating new opportunities for donation, and focussing on

the potential of the donation, not the donor him/herself

T was there’ is a successful demonstration of how this finely balanced message can

be successfully communicated
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Engaging communities will bring
long term rewards

During our discussions with experts, community organisations, donors and non-donors alike,
we encountered a strong sense that community organisations and religious institutions were
important in BAME communities. They were perceived to have a level of understanding about
cultural, religious and local issues that was invaluable, and they were trusted by members of the
community to understand and appreciate their questions and concerns, and to have their best

interests at heart.

In the Black African and South Asian communities we found that enthusiasm for engagement
with NHSBT around the issue of BAME blood donation was high. Different communities had
different approaches, but all were open to the idea of engagement and promoting blood

donation in their local communities.

Engaging distinct communities depends on understanding how they work. We explored Black
African, Black Caribbean and South Asian communities in detail as part of this research project,

and will outline key features of each community below.

Black African

We found that Black African respondents saw themselves as part of a distinct community. This
was in part due to the more recent immigration patterns of this group to the UK, which meant
that communities were perhaps less geographically dispersed and culturally quite distinct. We
found many had a strong sense of national (Somali), or regional (West African) identity
alongside being ‘Aftican’.

“With onr commmunity everything is very recent. Somalis only really began arriving in big numbers bere from
1997 omwards, so we still have a lot to learn.”
- Somali Community Organisation, London

Black African communities were characterised by a feeling of being misunderstood. Many felt
that the ‘system’ had not yet fully engaged Black African communities, or appreciated them.
State engagement was felt to focus on the negative aspects of Black African culture, and to apply

misconceptions to the whole community.

Due to the more recent artival of certain Black African communities, there are some language
difficulties, particularly amongst the older population. Understanding of systems in the UK can
also be patchy, particularly the education system, where parents can struggle to identify with
their children’s experiences and needs. Whilst the health service was not explicitly referenced as
a system that communities struggled to understand, the wider implications for the health service
of a lack of engagement with the state may prove significant.
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Amongst the Black African community, we found that comparisons to home countries were
constant, due to the more recent memories and pethaps contact with family members who have
not migrated to the UK. Compatisons to systems in Africa coloured impressions of services
available in the UK, and conceptions of need, too. Need in this country is rarely considered to
be real, or urgent, such is the standard of services and quality of life.

What does this mean for NHSBT?

B The Black African community would respond well to information about the need for
donors here in the UK, and the need for more donors from their ethnic background

B The message would be effective if delivered with the support of existing community

organisations who are trusted and in touch with community concerns and priorities

B Perceived criticism of Black African culture will alienate potential donors. Messaging

must focus on highlighting need and opportunities to address this

Black Caribbean

Fear and mistrust

We found that the Black Caribbean community in the UK is distinguished by a marked distrust
of government services, including the NHS.

This fear and mistrust would appear to stem from feelings of marginalisation from the
mainstream, and exclusion from participation in many government services. A lack of
representation at all levels of many government organisations reinforces a distinct sense of ‘us’
and ‘them’. Furthermore, such sentiments were reinforced by stories passed down the
generations of historical injustices inflicted on Black communities around the world, particulatly
in the United States.

Such injustices included, for example, the Tuskegee Trials conducted between 1932 and 1972
by the US Public Health Service, during which African American men with syphilis were denied
access to diagnosis and treatment as part of a study on the effects of untreated syphilis.

“You have to remenmber that we have been badly treated in the past. And those stories live on today.”

- Black Community Organisation

A less unified cultural identity

Black Caribbean communities also demonstrated a less unified cultural identity than other
communities studied. This is perhaps due to the geographical dispersion of Black Caribbean
communities throughout the UK, the fact that Black Caribbean culture, in relation to that of

other BAME communities, has become more mainstream.

We observed a lack of identification with community structures, such as churches or other
religious communities, and found that family was the primary social network our Black
Caribbean respondents identified strongly with. TFamily’ was furthermore seen to encompass
the wider family, not just the nuclear family unit. Aunts, Uncles and cousins, as well as close

friends, were very much perceived to be part of the family network.
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“T don’t really kenow what you mean by community’. I mean I do, I get it, I just don’t see myself as part of a
community like that. My friends, family, most of them are Black Caribbean too but we're not a community.”
- Donor, Black Caribbean, Manchester

Such a phenomenon has been observed by other studies of the Black Caribbean community,
such as that undertaken by Campbell & McLean:

“Pegple spoke of what they described as a problematic lack of African-Caribbean unity in the local commmnity
and town of interest, which they said placed African-Caribbean people at a distinet disadvantage — furthering
their social exclusion through limiting their access to various local commmunity resources.”

Meet the non-donors
Marcus, 30, Black Caribbean

Marcus works at a local community centre in south Birmingham, and is also involved in a
range of engagement and development projects within the Black community in
Birmingham. This involves working with a range of audiences, for example criminal
offenders or young people from particularly deprived areas. His job involves finding ways
to engage with people on their own terms, such as collaborating with local musicians and
performers. In a lot of cases these ‘local celebrities’ are a key route into appealing to local
youth communities, but in many cases have been in and out of the criminal justice
system. Marcus has recently had his first child, and he’s keen to steer his work so he

becomes less involved in this side of things.

One of the key lessons Marcus has learned when it comes to engaging people from the
Black community, is to demonstrate an investment in hearing their views. He says the
young Black community feel ignored and under-represented, and so showing them their
views are worthwhile to you makes a huge difference. One of Marcus’ simple methods of
doing this is to provide food and refreshments — he says that hospitality and generosity
are hugely important in the Black Caribbean communities.

Marcus’ family are from Jamaica, and he identifies with his heritage through the music
and food unique to the island. However, he and his friends and family also identify more
broadly with the Black Caribbean, and even more broadly Black communities in the UK.
He and his friends joke about their similatities despite their different backgrounds, such

as the need to be seen as ‘macho’ among Black Catibbean men.

5> Campbell, Catherine and MclLean, Catl, “Ehnic identities, social capital and health inequalities: factors
shaping Afican-Caribbean participation in local community networks in the UK’ In Social Science and
Medicine 55 (2002) 643-657
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What does this mean for NHSBT?

B Engagement with Black Caribbean community organisations will need to take into
consideration the levels of trust in state systems amongst this community

B Furthermore, there may be a perceived lack of enthusiasm on the patt of the community
organisations themselves, particularly compared to other BAME communities. However

this is not a barrier to collaboration with the Black Caribbean community, but rather

indicative of the differing approach taken by community organisations, who perceive

themselves as ‘gatekeepers’ to their communities.

South Asian

Although each of the distinct South Asian communities will be analysed in detail below, we

found some overarching themes which resonated across the board.
A unified Asian identity

We found evidence of a unified Asian identity present with all our South Asian respondents,
regardless of national background or religion. This could derive from being targeted as a group
in previous health, education or other campaigns, but there did seem to be a recognition of
shared culture and background. South Asian respondents were happy to discuss their
perceptions of why others in their community may or may not give blood, with ease and

confidence:

I don’t even fenow any Muslims and I can tell you, the first thing they’ll do about blood donation is check with
their scholars and pegple.”
- Donor, Asian Indian, Solihull

Current services, such as BBC Asian network and Zee TV, appealed to a wide range of national
and religious backgrounds, with respondents reporting that they listened to BBC Asian
Network, for example, (which broadcasts in English) because it “just understood them better”.

Cultural Conservatism

Amongst all the communities we talked to, and in varying degrees, we found that the South
Asian community in the UK is characterised by a level of cultural conservatism. Family is very
important, as is the wider community. Communities are likely to be more spatially compact, and
tight-knit. Furthermore, parental opinion is held in high regard, and the view of the wider

community will also be taken into consideration.

“T think respect is very important for us. Respect for your culture and your commmnity, and for your parents too.
You can’t get away from it.”
- Donor, Asian Indian, Solihull

The majority of those spoken to felt that the older generation would be more likely to discourage
blood donation, and this could impact upon the actions of younger members of the community.
Health, and in particular ill health, is often described by the older generation in terms of blood
shortage. Such a choice of words, and associated imagery, to describe ill health, does not

encourage voluntary blood donation.

[REVEALING XTI

Page 35 of 44





A focus on altruism

All respondents noted an emphasis on community engagement and giving. Various campaigns
were referenced, be they local or international, but all felt that community mobilisation was
important. Furthermore, donating money was also considered to be important by all
respondents; in fact many referenced religious obligations to give a proportion of their income
to charity. Members of the Sikh community are encouraged to donate 10% of their income to
charity, whereas one of the five pillars of Islam (#4427 mandates the donation of a proportion
(usually 2.5%) of one’s income to the poor and needy.

“Ifyou set up in the gurdwara, you'd get loads of pegple giving blood. They're there to sit and think about their
Jaith, 1 think people would use the chance to do a good deed right then and there”

- Non-Donor, Asian Indian, London

Comparison to home country

For some of those interviewed, especially those more recently arrived in the UK, there were
comparisons with how blood donation is carried out in home countries. Particularly, in Pakistan,
blood is donated to family or friends in need, not anonymously. This can reinforce an idea of
blood only being donated within families, or the community. It can also serve to reinforce the
idea that the system here in the UK is not in need, or under pressure, as help from family or
friends is never asked for.

There were also some specific references to a culture of paying for blood in India, and the fact
that this makes it primarily a lower caste activity. This was thought to possibly contribute to a

sense amongst the older generation that blood donation was ‘not the done thing’.

“q think in India some people sell it [blood]. And you know, it’s poor people so that makes it a bit of a ... you
know, not a nice thing.”
- Donor, Asian Indian, Solihull

Recently, some stoties of ‘blood slaves” have emerged in the media, and it is possible that
negative press coverage could have some influence on perceptions of blood donation across
the board. ¢

What does this mean for NHSBT?

B The South Asian community can be addressed as a whole, to some extent

B As with the Black African communities, highlighting the need for blood donors here in
the UK is essential, as most are currently unawate

B Engaging existing community structures will help to build up trust amongst a culturally

consetvative population

B A focus on altruism is an effective way of engaging new South Asian donors, building

on CXIStlllg messaging for many

¢ http://www.bbc.co.uk/news/business-30273994
http:/ /www.wired.com/2011/06/red-matket-excerpt/all
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Engaging religious organisations

Across our research with South Asian and Black African communities we found that religious
structures wetre well established and well trusted within the communities. As such, they have a
reach that is unparalleled amongst other community organisations. For the Muslim community
in particular religion plays an incredibly important role, as most have questions about
permissibility of blood donation per se. For the Hindu and Sikh communities, religious
permissibility is not a concern, but the reach and influence of religious organisations remains
significant. For Black Africans, religious otganisations are often the main focus of community
activity and discussion.

We did explore the role of religious organisations in engaging the Black Caribbean community,
but felt that, although effective, such an approach would be smaller scale and complement a
wider programme of community organisation involvement.

Sikh

There are no concerns about whether or not blood donation is permissible amongst the Sikh
community, rather a lack of engagement with blood donation in a more general sense.
Respondents felt that the message around blood donation would be more effective if it was
delivered through existing community structures, such as the gurdwara. There was some sense
that Sikh communities can be close-knit and slightly cynical of wider society, although this would
not affect their engagement with the NHS in the same way as we observed in the Black
Caribbean community.

Sikh culture encourages giving, and altruism, and so the message around blood donation was
seen to fit quite well within a wider Sikh approach to society.

“In the gurdwara they often have people get up and promote varions causes and things, and so if someone did
blood donation 1 think that would work quite well.”

- Non-Donor, Asian Indian, Leeds

Sti Guru Singh Sabha Gurdwara, Southall
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Meet the non-donors
Amal, 45, Asian Indian

Amal lives with his wife and their 4 young children in Surbiton, and works as an I'T support
technician. Having grown up in nearby Hounslow, he knows the area well, and his parents
remain living there when they’re not visiting family in India. Amal’s children attend a local

Sikh school and go to numerous classes including martial arts and Sitar lessons.

When growing up, Amal often helped out at the local Gurdwara in his spare time — tidying
the racks of shoes or washing up in the communal kitchen. Today, Amal has close ties with
the Southall Gurdwara, and has worked on a number of projects with them. Amal
explained that everyone is encouraged to bring their existing skills to the table when
contributing to the running of the Gurdwara. He himself, as an IT technician, has helped
create software for projecting live translations of the Adi Granth during readings.

As a Sikh, Amal is obliged to engage in a fair amount of chatitable/voluntaty work.
Alongside donating around 10% of the income to charities, he tries to conduct Seva, or
‘selfless service’, wherever he can fit it into busy family life. This service and contribution
tends to be focused within the Sikh community, and generally, Amal and his friends/family

are a little wary or cynical about wider society.
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Hindu

South Asian respondents who were Hindu referenced cultural reasons not to donate blood,
rather than religious ones. In fact, there were no religious reasons put forward to explain a lack
of donors from an Indian background.

However, when discussing the best way to engage the Hindu community in the UK to
encourage blood donation, many referenced organisations based around religion. Such
organisations often bring together Hindu communities from across the UK and organise
various events such as children’s sports days and women’s conferences.” Respondents felt such
organisations would be a good way for NHSBT to get the message out there about a need for
more South Asian donors, from organisations that are used to communicating with the Hindu
community, and which are well respected and trusted.

“They host a women’s conference every year, and there’s speeches and stuff before dancing and a party. They have
had peaple talk about diabetes and cooking before, so blood donation wouldn’t be strange.”
- Donor, Asian Indian, Solihull

Muslim

The overriding concern with all Muslim respondents interviewed (who all came from a South
Asian background) was whether or not blood donation was permissible from an Islamic
perspective. Amongst those who did already know, this was made clear from the beginning of
our conversations, and those who didn’t made an effort to find out, or trefrained from

commenting until they had some reassurance on the permissibility of it.

“Can we give blood? I'n not sure we can. Or maybe we can only give it to other Muslims, I'm not sure.”
- Non-Donor, Asian Pakistani, Bolton

There was a certain degree of confusion around some elements of permissibility, with a few
mentioning the belief that blood could only be donated to other Muslims, and some of the
opinion that it was not permissible, apart from in an emergency, within the family most
probably. However, after some research the vast majority came to the conclusion that blood
donation was totally permissible within Islam. Research was often done online, and others asked

parents or religious figureheads in the community.

“Before I did this interview 1 did some research because, to be truthful, I didn’t fnow what the scholars thought,
and I'm an imam! But it is permissible.”
- Non-Donor, Asian Pakistani, Bolton

Some of this confusion would seem to stem from awareness within the Muslim community in
the UK that organ donation is, more often than not, frowned upon. Many are aware of this
stance and transferred it to blood donation very naturally.

We also encountered some concern over the physical contact involved in giving blood, and the
potential for opposite gender nurses to be assigned. For the more conservative, and particularly
women, skin to skin contact with a member of the opposite sex was absolutely out of the
question unless in an emergency. Sitting for a prolonged period of time with one’s arm

uncovered, also posed problems for those women who felt very strongly about modesty.

7Two such organisations referenced in our discussions were:

http://www.prajapati.org.uk/ and http://mandhataglobal.com/?page id=714
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“We do speak to a lot of people who are concerned about the skin to skin contact, with a member of the gpposite

sexc. It can mafke pegple very uncomfortable, and dissuade some of the more conservative members of the

commmnity from coming forward.”
- Muslim Community Blood Drive, Manchester

Across the board, we found that Muslim communities are relatively conservative, and need
encouragement from their own leaders to change their behaviours. The opinions of parents and
older members of the community were very important, but the view taken by religious leaders

was most important in changing opinions.

Zakariyya Mosque, Bolton

Meet the non-donors
Zakiya, 20, Asian Pakistani

Zakiya lives in Greater Manchester, with her father and younger brother. She has 2 older

brothers who have now moved out of the family home, but she still sees them frequently.

She did her A-Levels last summer and would love to go to university, but her family have
concerns about her living in a different town. She has spent the past months working as a
teacher in a private Islamic school. Zakiya also teaches in the mosque after school, but

would really love to become an optometrist.

When she’s not working, Zakiya spends her time looking after her father, who has a
newsagents on the high street, and also her grandmother who lives very close by. She cooks
and cleans for both of them, and also often cooks for visitors to her local mosque too.
Luckily for Zakiya, helping out in the shop is primarily her brother’s concern! Zakiya
doesn’t get to spend too much time with her friends, but she is close to some of her
colleagues and she texts her friends frequently. When she does see them her favourite thing
to do is get a takeaway, usually pizza and chips.

Religion is important to Zakiya. Whilst studying for her A-Levels she also took an
fdvanced course in Islam organised through her mosque, and completing this is one of her
proudest achievements. Zakiya’s older brother is an imam and she is very proud of his
achievements. He plays a very important role in the family, perhaps even more so than her
father, due to his religious knowledge and high standing within the community.

Zafkiya requested not to have ber picture taken.
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Black African

Churches in Christian Black African communities play an important role in bringing the
community together. For Muslim African communities, as with the South Asian communities
discussed above, the mosque plays a crucial role.

Churches in these communities are well practised in engaging the community around certain
events or issues, and have a key position of trust. Able to ‘speak the language’ of their

congregation, they can address fears and concerns as well as encouraging specific behaviours.

“Convincing people to do this has to be on their terms. You have to ask them what's important to them, not tell
them what you think. Ensuring everybody feels valued and nobody feels judged.”
- Christian Religious Leader

What does this mean for NHSBT?

B In addition to community engagement, teligious structures are important for south
Asian and Black African communities and would provide a useful way of
communicating with people

B The Muslim community in particular would react best to a religiously

positioned/delivered message

B Sikh and Hindu religious organisations would also provide an effective way of
communicating with their own communities, despite a lack of religiously motivated
barriers to donation

B Engaging with Black African churches would be an effective way of creating trust with
the communities they serve
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Conclusions &
Recommendations

This research has explored both motivations and battiers to blood donation amongst BAME
communities in the UK. Motivations for current donors were found to be non-specific to
ethnicity, whereas key messages which motivated BAME non-donors centred on identifying
and understand the need for mote donors, as well as the potential of a donation, and the

recipient.

Battiers to blood donation for BAME communities range from the generic to the specific.
There is an overall lack of awareness around the need for more blood donors, particularly driven
by how some BAME communities perceive the NHS system in comparison to those in their
countries of origin. There is a further lack of awareness around the need for more BAME blood
donorts.

Generic battiers such as a fear of needles and practical considerations such as timing of sessions
are also key barriers for BAME non-donors. In addition to this, there are some community
specific barriers which affect the communities to various degrees which need to be addressed
by NHSBT.

We feel that BAME non-donors can be engaged through 2 key opportunity areas:

Raise awareness
®  Generic awareness will also be effective for BAME communities, as they
demonstrate the same motivations to donate as others
= A BAME specific message is also effective, but communities are very sensitive to

targeting and therefore communications would have to be finely balanced

Engage communities

=  Communities are fragmented, and diverse, but there is a lot of enthusiasm and
willingness on the ground to get involved

®=  Communities react well to engagement at the local level, from people they trust and
who understand them

®  Religious engagement would be particularly important for Black Aftrican and South
Asian communities, and Muslims in particular

=  There are other government bodies also working on engagement with BAME
communities; shating information and contacts could be beneficial to NHSBT in

terms of time and resourcing
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