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Introduction

This report is a summary output from an exploratory research study into the uptake of
primary and community diabetes and respiratory long-term conditions services in
Black Asian and Minority Ethnic (BAME) communities in Nottingham City. The study
was commissioned by NHS Nottingham City Clinical Commissioning Group (‘the CCG') and
undertaken by a team of researchers at Sheffield Hallam University.*

Nottingham City has a large BAME population which accounts for just over one third (35
per cent) of the total population, having increased from just under a fifth (19 per cent) in
2001. Although, overall, BAME residents are less likely than non-BAME residents to report
poor health, this is due to the younger age profile of BAME residents, and masks an
underlying trend amongst older BAME residents (aged 50+) which indicates they are more
likely than non-BAME residents of the same age to report poor health. These trends
mean long-term condition support services for these communities are important and will
grow in importance in the future. As such, the CCG commissioned the study to inform how
they can best work in partnership with local BAME communities to increase the uptake of
community and long-term conditions services in Nottingham. In particular, they wanted to
better understand the barriers and enabling factors from the perspective of BAME
communities to support the development of effective commissioning strategies that meet
their needs and promote and support increased service uptake.

The study was framed around four research questions:

e What are the blocks and barriers to people from BAME communities with long-term
conditions accessing and taking up existing long-term conditions services?

e How should the CCG, GP practices and service providers engage with BAME
communities most effectively, including through an asset-based approach?

e What changes need to be made to the way services are delivered?

e What are the next steps for commissioners to support a sustained increase in uptake
of long-term conditions services by BAME communities?

The study was undertaken in two phases between April 2015 and September 2016:

e Phase 1 was an evidence review, covering UK and international literature and including
published academic papers and a wider body of 'grey' material from policy and practice.
Secondary data were analysed to provide contextual information and to inform
subsequent phases of the study.

e Phase 2 involved in-depth qualitative research to explore the local context further and
identify what needs to be done differently to encourage increased uptake. 69 in-depth
gualitative interviews were undertaken with BAME service users from across the City of
Nottingham along with 17 stakeholders from the across the local NHS, its local statutory
partners and the local voluntary and community sector.

This report provides a summary of the key findings from the research. It aims to provide the
CCG and its partners with a better understanding of the barriers, enabling factors, and
best practice associated with the delivery of long-term conditions services to people
from BAME communities, with a view to supporting the development of workable solutions
that encourage greater uptake of these services in the future.

! The Centre for Regional Economic and Social Research (CRESR) led the research with support from the
Centre for Health and Social Care Research (CHSCR)..
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Key findings

Language and communication

Poor English language skills lead to low
uptake of community and long term
conditions services.

People in contact with health professionals
who spoke their first language accessed
services with greater ease.

Experiences of using NHS interpreters were
positive.

There was considerable reliance on family
members to act as interpreters and
translators of health information.

All health correspondence was provided in
English which meant that participants with
low English literacy relied on family
members to help them.

Provision of services

The research identified findings under eight key themes.

Awareness and understanding

There was a significant knowledge gap
around the symptoms and management of
diabetes and asthma.

Gaps in knowledge were explained by a lack
of available information before and after
diagnosis.

People had more confidence in managing
their condition if they had attended
educational courses such as Juggle.

Other useful channels for learning about a
health condition included self-research,
television, community radio, and health
leaflets/pamphlets.

Satisfaction with the flexibility and
convenience of appointment times and
locations for services and educational
programmes was mixed.

Some people spoke positively about their
experience of making an appointment but
others encountered difficulties at their local
surgeries.

People were keen to attend educational
classes but struggled to travel there if they
were not within easy reach of their homes.

Services were more readily taken up when
the timings fitted with people’s daily
commitments.

Continuity of staff made a difference to
patient satisfaction and willingness to
engage with services.

People were positive about services if they

had been attentive to specific cultural needs.

Marketing and publicity

Translated health information on diabetes
and respiratory conditions was not offered to
the majority of the people in our study in
their main languages.

However, translated materials proved
ineffective where patients were illiterate in
their first language and health materials
alone were not seen as enough to convey
complex health information.

Face-to-face contact, including the Juggle
Diabetes Service, along with outreach
workers, and speaking with others living with
that condition, was a valued method of
learning about the management of long-term
conditions for many participants.
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Religious and cultural barriers Sources of support

The role of religion in participants' day-to-
day lives varied: from playing no role at all to
a very significant one.

Vast amounts of 'faith' and 'trust' were
placed in god as providing support above
and beyond assistance of any other kind.

Some people remain poorly educated in
religious principles related to their health,
suggesting that community leaders could
play an educative role in their communities
using religion to influence change.

There was some recognition of various
cultural factors and discussion about how
they influenced health.

The cultural practice of living with extended
family emerged as an interesting finding due
to its implications for managing diabetes.

Socio-economic status and
discrimination

The doctor was perceived by many people
as best placed to assist them with their
long-term health condition.

The Diabetes Specialist Nurse played a
significant role in the management of
diabetes, giving people time and providing
emotional support.

Resources within communities, such as local
community organisations, provided a
valuable source of support based on cultural
norms and values, familiarity, and trust.

Family members played a significant role in
providing practical help to their relatives in
areas such as household chores, transport,
interpretation and translation.

There was a lack of awareness about self-
help groups, with only a few participants
having accessed them. However, they liked
the idea of self-help and expressed interest
in attending in the future.

Experience of discrimination was very
uncommon but people's financial situations
often influenced the extent to which they
could maintain a healthy lifestyle.

The cost of travel was a barrier to attending
appointments, which sometimes resulted in
people missing appointments altogether if
they could not afford the bus or taxi fare.

Managing diabetes by maintaining a healthy
diet was sometimes difficult for people as
they perceived healthier food to be more
expensive.

When people were a carer for a partner or
relative, this often conflicted with the time
they had available for attending health
appointments, attending other services in the
community, and maintaining a healthy
lifestyle.

Cultural competency

People were mainly satisfied with health
professionals' understanding of language,
religious and cultural needs, although some
expressed concerns that there was often
only basic understanding of these needs.

Some health professionals had a limited
understanding of the diets of different
communities when providing advice, which
limited the impact of their recommendations.

The diabetes educational programme —
Juggle — was cited as an example of good
practice for its cultural sensitivity in providing
bilingual trainers and educational content
tailored to reflect the diets of different
communities.

The diversity of BAME groups in Nottingham
City, which has expanded in recent years, is
not necessarily reflected in the cultural
awareness training that is provided.
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Conclusions

What are the blocks and barriers to people from BAME communities with long-
term conditions accessing and taking-up existing long-term conditions
services?

The research has identified a number of factors associated with the uptake of long-term
conditions services by people across Nottingham's BAME communities®. These factors can
be both barriers to and enablers of service uptake, depending on whether and how
effectively they are addressed.

Language and communication

Poor English language skills were found to be a significant reason for the low uptake of
services as these affected an individual's ability to communicate with health professionals
about their condition(s) (and vice-versa). Where people had regular contact with health
professionals who spoke their first language they were able to access services with greater
ease. Although communication in a person's first language was always preferable good
guality translation was found to be an effective alternative but, conversely, where translation
was of a lower quality and consistency this was found to inhibit service use and
understanding. Many people did not use translators, relying instead on family members to
communicate with health professionals on their behalf and facilitate their engagement with
services. When translators were not provided and family members were not available this
could lead to insurmountable language barriers and a frustrating experience of engaging
with health services that had negative consequences for people's management of their
health condition.

Awareness and understanding of health conditions

There was a general lack of awareness and understanding about the symptoms and
management of long-term conditions which held people back from accessing primary and
community services. Often these gaps in knowledge originated from the diagnosis process
but were exacerbated by an ongoing lack of information about their condition and the
importance of managing its symptoms. When people did access educational support and/or
specialist services they had much more confidence about how to manage their health
condition.

Provision of services

The flexibility and accessibility of services was a key concern for people with long-term
health conditions. Providing convenient appointment times and delivering services and
educational programmes in accessible locations were key factors in their uptake. People
were keen to attend health appointments and broader services but these were more likely to
be taken up if they were within easy reach of their home and could be fitted around their
daily work, family and wider commitments. Services were viewed more positively and
considered most effective when there was continuity of staff and where they had been
attentive to specific cultural and religious needs.

% These are a series of overarching factors that affect the range of BAME communities in the City of Nottingham.
However, at a community level these need to be understood in the context of the specific cultural and religious
norms of those communities such as language, diet, routines and practises.
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Marketing and publicity

Information about the symptoms and management of long-term conditions was not typically
offered to people in their first language and all correspondence relating to appointments,
referrals and results was provided in English. This made such information inaccessible to
people with poor English literacy but translated material could also be ineffective where
people were (lliterate in their first language as well, particularly when complex health
information needed to be conveyed. Face-to-face contact with services, outreach workers
and other native speakers with the same condition was a more effective and preferable way
of learning about their condition for many people.

Sources of support

Although many people still viewed their GP or doctor as being best placed to support them
with their health condition other important sources of support were also identified. Within
health services this included specialist nurses, who tended to have more time to listen to
people and provide emotional and practical support relating to their condition. Beyond
health services this included family members, who played a significant role in providing
emotional and practical help with the day-to-day effects of people's health conditions. It also
included community resources, such as local community organisations, whose
understanding of cultural norms and values created an environment of familiarity and trust
where a broad range of help, advice and support could be accessed. Although there was a
general lack of awareness of self-help groups, those who did participate in groups were
positive about their impact, and many people not currently accessing self-help expressed an
interest in getting involved in the future.

Overall, where people were confident and able to access support from a broader range of
sources they were generally more effective at managing their condition independently.

Socioeconomic status and discrimination

Experience of discrimination was very uncommon but people's ability to maintain a healthy
lifestyle was often affected by their financial situation. The cost of travel sometimes
prevented them from attending health appointments and healthier food was often perceived
to be more expensive. Where people had additional caring responsibilities this often limited
the time they had available to attend health appointments, engage with wider services and
maintain a healthy lifestyle.

Cultural awareness and competency of health professionals

People were generally happy with professionals' understanding of their language, religious
and cultural needs but there were some specific examples where this could be improved.
This included understanding the broader diets of different BAME communities and how
these were shaped by religious practices and cultural norms, which limit the impact of dietary
recommendations. The diabetes educational programme - Juggle - was cited as an example
of good practice for its cultural sensitivity in providing bilingual trainers and content that was
tailored to reflect the diets of different communities. However, more generally, the expanding
diversity of BAME communities in the city is not necessarily reflected in the cultural
awareness training that is currently provided to health professionals.
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Recommendations from the research

How should the CCG, GP practices and service providers engage with BAME
communities most effectively, including through an asset-based approach?

The research highlights the importance of co-production: involving people and communities
in strategies and services that help them to manage and improve their health. People were
most confident about managing their health condition when they were able to access
effective support from health professionals in combination with support from family members,
community organisations and/or self-help groups. As such, each of these different groups
should be considered key stakeholders in the engagement of and support for people from
BAME communities with health conditions.

The CCG's current strategy for developing local 'assets' to support and engage with people
from BAME communities with health conditions and their families centres on growing self-
help. Although there is evidence from the research that self-help groups are effective for the
people who use them they are not being accessed very widely at the moment and there are
a range of assets that could be utilised more fully. In particular, Nottingham City has a
number of longstanding and trusted BAME community representative organisations with
considerable reach into and understanding of the communities they serve. For many
people in BAME communities these organisations are a first port of call for culturally
sensitive advice, help and support and they are ideally positioned to play a central role in the
engagement of BAME communities in co-produced approaches to support long-term health
conditions moving forward.

What changes need to be made to the way services are delivered?

The findings suggest that Nottingham City CCG, with the support of its local statutory
partners, have made considerable recent progress in transforming the way people from
BAME communities are supported to manage long-term health conditions, in particular
diabetes. As such, wholesale changes to the way services are delivered are not required.
Rather, we make a number of recommendations about how this progress can be built upon
and learning transferred to other service areas, such as respiratory conditions, alongside
some specific recommendations for consideration in a number of areas.

Broadening self-help and utilising a wider range of community assets

The CCG has made good progress developing and implementing asset-based approaches
in recent years, in particular through its work with Self-Help Nottingham, but there is potential
to broaden the reach and coverage of self-help yet further and raise awareness of self-help
opportunities and their benefits. Self-help is most effective when groups reflect the cultural
knowledge of the communities that they are targeted at, and run in the heart of local
communities to ensure accessibility.

In addition, the CCG could make more effective use of the many BAME community
organisations in Nottingham City to engage with harder to reach or seldom heard individuals
in these communities and support them with their health needs. However, many of these
organisations are very small and operate with limited funds, so any plans to utilise them
more widely should be incorporated within wider commissioning and engagement strategies
to ensure that their involvement is appropriately resourced.
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Increasing the diversity and improving the cultural competency of the workforce

The research identified the diversity and cultural competency of the workforce as a barrier
that prevented some people from BAME communities engaging with health services
effectively. The CCG should therefore consider a contracting approach with its providers that
promotes workforce diversity for specific services so that the people delivering services are
more representative of the communities they are required to support. Linked to this, people
sometimes felt that staff lacked the cultural and religious knowledge and language skills
necessary to engage with them effectively. As such, it is recommended that the CCG review
with their providers policies around 'cultural competence' training, for although it is
mandatory for many staff in health settings it is not updated on a regular basis. Doing so
would ensure that cultural competency and awareness is embedded across primary and
community services.

Improving awareness and accessibility of primary and community services

Awareness of primary and community long-term conditions services was generally low.
Although most participants engaged with GPs, practice nurses and specialist services in
support of their condition, many did not engage with the wider suite of services available to
them and did not have sufficient information about how and where to access these services
or why they would be beneficial. As such, the CCG should consider a strategy for raising
awareness of services from the point at which a diagnosis is made that utilises a variety of
channels that are appropriate for the BAME communities they need to target. Rather than
written and visual materials, consideration should be given to raising awareness through
community organisations and radio, outreach workers and religious leaders.

In addition, the research found that health services and information were often not
sufficiently accessible to people and this could limit their ability to engage effectively. This
included the language barriers associated with accessing and communicating with health
services and health professionals, the formats in which information was communicated, and
the physical location of services when people had to travel considerable distances to access
them. Overall it was felt that health services would be more accessible if they were better
tailored to patients' personal circumstances. As such, the CCG should consider how it can
commission more accessible primary and community services in terms of how and where
services are provided.

Monitor uptake of primary and community services

The CCG is committed to increasing the uptake of primary and community services by
people from BAME communities with long-term health conditions. However, data on the
ethnicity of service users is not collected routinely or consistently across these services. This
limits the ability to analyse and review the uptake of these services generally, or of specific
services by specific BAME groups. The CCG and its partners should therefore consider
developing a consistent approach to monitoring the ethnicity of service users and regularly
analysing uptake of services to identify overall progress and any patterns associated with
changes in strategy or service delivery.

What are the next steps for commissioners to support a sustained increase in
uptake of long-term conditions services by BAME communities?

As a first step, in response to this research, the CCG will need to consider the implications of
the key findings and the extent to which the recommendations above should be taken
forward. However, this report also provides an opportunity to reflect on the CCG's overall
strategy around asset-based approaches to health and engagement, and the progress made
towards embedding an asset-based approach to primary and community services for BAME
communities. In the interim report we drew heavily on the work of Morgan (2014) and
Hopkins and Rippon (2015) to identify a series of principles against which progress by CCG
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and its statutory, voluntary and community sector partners towards implementing an asset-
based approach to increasing the uptake of long-term conditions support in Nottingham City
by BAME communities could be monitored and evaluated. Figure 1 (overleaf) draws on the
key findings from the research to highlight progress against these principles to date and
suggest a series of next steps towards greater implementation and integration of asset-
based working.
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Figure 1: Progress towards an asset-based approach to primary and community services for BAME communities in Nottingham City

1
Prioritising

2
Involving

3
Connecting

4
Integrating

5
Investing

Prioritising approaches that emphasise
building positive well-being and associated
psychosocial resources.

Involving individuals and local communities
effectively and appropriately, for example by
embedding the principles of co-production.

Connecting the individual with community and
broader society, including through solutions
and activities that utilise and develop voluntary
organisations and community groups.

Working in a decision-focused, multi-
professional and multidisciplinary  way,
including through integration of teams working
in health, social care and community
development.

Securing investment from a variety of sources
(statutory and non-statutory) through a multi-
method, evidence-based approach.

The CCG has made asset-based approaches
to working with BAME communities a strategic
priority, as evidenced by its support for the
development of self-help across the city.

The CCG has proactively engaged BAME
service users and community organisations in
the development of recent commissioning
strategies.

Through their work with Self-Help Nottingham
the CCG is investing in a wide range of peer-
led self-help groups for people from BAME
communities across the city.

Although the research did not explore
integrated  multi-disciplinary  working we
understand this has been a feature of primary
and community care across the City since
2013.

Current investment in asset-based working,
such as the CCG's partnership with Self-Help
Nottingham, draws solely on mainstream CCG
budgets. Furthermore, the impact of asset-
based working on service uptake by BAME
communities is unknown.

A broader approach to asset-based working
could be developed. This might involve
expanding self-help provision across the city
as well as involving a wider range of
community level organisations in
commissioned service delivery.

To continue engaging service users and
community organisations in service
development, ensuring the broadest possible
representation of BAME communities and
organisations, including from the hardest to
reach and seldom heard groups.

The CCG should promote as widely as
possible referral from health services into the
wider voluntary and community sector, building
on its existing work on social prescribing.

To review the effectiveness of current
integrated multi-agency approaches in the
context of the barriers to and enablers of
service uptake identified through this research.

The CCG should aim to broker the broadening
of statutory investment in asset-based working
to include, for example, Public Health and
Adult Social Care, as part of city-wide multi-
agency strategy for asset-based approaches.

The impact of self-help on service uptake
should be robustly evaluated.
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