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Asthma is one of the most common chronic childhood illnesses in the UK. South Asian
children are more likely to suffer from their asthma and be admitted to hospital. While this inequality
needs to be addressed, standard behaviour-change interventions are known to be less successful in
minority ethnic groups. Evidence suggests a need to enhance services provided to ethnic minority
communities by developing culturally sensitive tailored interventions.

The Management and Interventions for Asthma (MIA) project aimed to test an iterative
multiphase participatory approach to intervention development underpinned by the socioecological model
of health, producing an intervention-planning framework and enhancing an evidence-based understanding
of asthma management in South Asian and White British children.

Interviews and focus groups facilitated by community facilitators (CFs) were used to explore
knowledge and perceptions of asthma among South Asian communities, children, families and healthcare
professionals (HCPs). A smaller comparison group of White British families was recruited to identify aspects
of asthma management that could be addressed either by generic interventions or by a tailored approach.
Collaborative workshops were held to develop an intervention planning framework and to prioritise an
aspect of asthma management that would be used as an exemplar for the development of the tailored,
multifaceted asthma intervention programme.

The community study was based in a largely urban environment in Leicester, UK.
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ABSTRACT

Participants: Participants were recruited directly from the South Asian (Indian, Pakistani and Bangladeshi)
and White British communities, and through the NHS. Children were aged between 4 and 12 years,
with a range of asthma severity.

Intervention development: The study had four phases. Phase 1 consisted of an evidence review

of barriers and facilitators to asthma management in South Asian children. Phase 2 explored lay
understandings of childhood asthma and its management among South Asian community members
(n=63). Phase 3 explored perceptions and experiences of asthma management among South Asian
(n=82) and White British families (n =31) and HCP perspectives (n = 37). Using a modified intervention
mapping approach incorporating psychological theory, phase 4 developed an intervention planning
framework addressing the whole asthma pathway leading to the development of an exemplar
multifaceted, integrated intervention programme called ‘ACT [Awareness, Context (cultural and
organisational) and Training] on Asthma’.

Results: Data on the social patterning of perceptions of asthma and a lack of alignment between the
organisation of health services, and the priorities and competencies of British South Asian communities
and families were produced. Eleven key problem areas along the asthma pathway were identified.

A four-arm multifaceted tailored programme, ‘ACT on Asthma’, was developed, focusing on the theme
‘getting a diagnosis’. This theme was chosen following prioritisation by families during the collaborative
workshops, demonstrating the participatory, iterative, phased approach used for the intervention design.

Conclusions: The MIA study demonstrated barriers to optimal asthma management in children at the
family, provider and healthcare system levels and across the whole asthma pathway. Interventions need to
address each of these levels to be effective. Minority ethnic communities can be successfully engaged in
collaborative intervention development with a community-focused and culturally sensitive methodology.

Future work: Further research is required to (1) assess the feasibility and effectiveness of the proposed
‘ACT on Asthma’ programme, (2) develop methods to increase active participation of children in research
and service development, (3) develop and test strategies to enhance public understanding of asthma in
South Asian communities and (4) identify effective means of engaging the wider family in optimising
asthma management.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Asthma A chronic inflammatory condition presenting with one or more of wheeze, breathlessness, chest
tightness and cough (according to British Thoracic Society guidelines). Asthma affects all age groups but
often starts in childhood. It is a disease characterised by recurrent attacks of breathlessness and wheezing
which vary in severity and frequency from person to person. In an individual, they may occur from hour to
hour and day to day. This condition is due to inflammation of the air passages in the lungs and affects the
sensitivity of the nerve endings in the airways so that they become easily irritated. During an attack,

the lining of the passages swell, causing the airways to narrow and reducing the flow of air in and out

of the lungs (according to the World Health Organization).

Asthma management The process of treatment with the aim of achieving and maintaining
asthma control.

Asthma management pathway The asthma management pathway for the purposes of the
Management and Interventions for Asthma study has been defined as ‘stages of ideal care required to
recognise, diagnose, treat and optimally manage asthma’.

Ayurvedic treatments Ayurvedic medicine is a system of healing that originated from ancient India.

In Sanskrit, ayur means life or living, and veda means knowledge, so Ayurveda has been defined as the
‘knowledge of living’ or the ‘science of longevity’. Ayurvedic medicine utilises diet, detoxification and
purification techniques, herbal and mineral remedies, yoga, breathing exercises, meditation and massage
therapy as holistic healing methods. Ayurvedic medicine is widely practiced in modern India and has been
steadily gaining followers in the West.

Barriers Factors that impede the achievement and maintenance of asthma control, which include
(but are not limited to) health beliefs, professional barriers, language and communication, prejudice and
discrimination, delivery and organisational issues, issues around diagnoses and treatments offered.

Borda approach A voting system in which voters rank items in order of preference and points are
awarded to items based on these rankings. The winning item is one with the most points.

Determinants The objects which are expected to change due to the programme: personal and external.

External determinants In the immediate (interpersonal) environment (e.g. influence of parents/friends)
and/or in the more remote environment (higher ecological levels).

Getting a diagnosis 'Getting a diagnosis’ was approached from a socioecological and holistic
perspective, covering a number of steps required within the diagnostic process. These steps included an
awareness of asthma, recognition of symptoms, accessing health care and the investigative process to
make the diagnosis of asthma, and not solely the narrow steps of investigating the child to confirm or
refute a diagnosis.

Intervention mapping Iterative, structured approach in developing healthcare interventions. It is a
protocol for developing theory-based and evidence-based health promotion programmes.

Intervention-planning framework The overarching plan for all 11 themes identified across the
asthma pathway.

Intervention programme A description of a planned intervention strategy for a target population, a
programme for the exemplar theme of ‘getting a diagnosis’.
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Minority ethnic A status that includes culture, language, religious traditions and geographical origins
that differ from those of the majority population. It is important to recognise the flexibility of ethnic
identities and the diversity within both minority and majority populations.

Participatory research Systematic inquiry with the collaboration of those affected by the issue being
studied, for the purposes of education and taking action or effecting social change.

Performance objectives The specific behaviours that make up behaviour change.

Personal determinants Predisposing factors, for example knowledge, attitudes, beliefs, values
and perceptions.

Socioecological model A theoretical framework which proposes a complex interplay between individual,
community and societal factors influencing health status and access to health care.

South Asian A person with ancestry in countries of the Indian subcontinent, including India, Pakistan,
Bangladesh and Sri Lanka.

Snowballing A non-probability method of sampling: recruited subjects nominate other potential subjects
for inclusion in the study.

Wheeze A whistling noise on breathing out.
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Plain English summary

Asthma is one of the most common long-term conditions affecting children in the UK. South Asian
children are more likely to suffer with symptoms and be admitted to hospital, but are less likely to
understand their medication or be involved in managing their condition. Health services may also fail

to meet their needs. There have been efforts made to improve the well-being of children with asthma;
however, these have generally been less successful for South Asian children than for White British children.
The Management and Interventions for Asthma (MIA) project aimed to find ways to improve the health
and experiences of South Asian children with asthma by working closely with children, families, community
members and healthcare professionals (HCPs), to ensure that the interventions developed can be tailored
to the specific needs of these children. Interviews, focus groups and workshops with health professionals
and South Asian families were run to find out what they thought about the problems faced by South
Asian children and their families. The MIA project identified 11 key areas within asthma management that
needed to be addressed. ‘Getting a diagnosis’ was prioritised and workshops were used so that together,
the research team, families and HCPs produced a tailored intervention, ‘Awareness, Context (cultural and
organisational) and Training (ACT) on Asthma’, with four arms: community awareness, education and
training, clinical support and the provision of an advice centre. Each was underpinned by tailored strategies
and centrally co-ordinated by a central team. The MIA project highlighted the need for an integrated,
participatory approach to intervention development to include families, communities and HCPs.
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Scientific summary

Background

The outcomes for children with chronic disease in the UK are among some of the worst in Europe.
Notably, minority ethnic groups are frequently having poorer outcomes for long-term conditions,

and experiencing higher morbidity and mortality rates than majority populations. In the UK, people of
South Asian origin with asthma experience excess morbidity, with hospitalisation rates three times those
of the majority White population. Asthma places a substantial burden of care on families, communities and
the health services, with a disproportionate impact on minority ethnic children. This inequality urgently
needs to be addressed. As such, finding effective interventions to address these health disparities is
important. Despite recommendations that tailored interventions are more successful than generic ones,
many health promotion programmes often fail due to their lack of cultural sensitivity. This problem is
particularly prevalent in the field of asthma. Most interventions to improve asthma care are directed at
majority populations with few having been developed using a participatory approach. This potentially
widens health inequalities. Tailoring interventions to specific population needs is an increasingly popular
approach to intervention design, with success increased if collaborations with children, families,
communities and healthcare professionals (HCPs) occur. To develop an effective intervention, it is
important to, first, understand how patients and families experience the condition and, second, assess the
barriers and facilitators to optimal management.

Project aims

The overall aim for the Management and Interventions for Asthma (MIA) research study was to use a
collaborative method of designing healthcare interventions to develop an intervention planning framework
for South Asian children with asthma. Asthma in South Asian children was chosen as an exemplar to
demonstrate the structured processes involved in collaboratively developing a realistic and achievable
tailored intervention programme within minority ethnic communities. The South Asian community was
chosen because of the inequality in asthma outcomes in these children. This includes under-recognition of
symptoms and increased attendance at the emergency department.

The MIA research study was thus designed to enable collaboration between South Asian children, families,
communities and HCPs to produce a health intervention planning framework for asthma management
tailored to the needs of South Asian children and an exemplar intervention programme addressing one key
issue along the asthma pathway. The four main objectives of MIA were:

to test a participatory model of healthcare intervention development
to provide evidence-based understanding of asthma and its management in South Asian children
to provide a comparative analysis of understandings of asthma and its management in White British
and South Asian children to account for geographical and sociocultural context; and

® to produce a realistic and achievable intervention planning framework to address the pathway to
optimise asthma management.

Methods

The MIA project followed a multiphase, iterative, participatory research approach, underpinned by the
socioecological model of health and drawn on principles of intervention mapping. The project used a
collaborative model of research by engaging with South Asian community members, South Asian parents
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and children living with asthma, and HCPs providing asthma services to provide multiple perspectives on
barriers and facilitators to optimal asthma management. The MIA study was formed of four linked phases.
This iterative and structured approach provided an evidence-based framework to allow the research team
to make effective decisions at each step of the intervention development process.

Phase 1, funded by Asthma UK (see Appendix 1) was carried out in separation from the subsequent
phases and did not contribute to the National Institute for Health Research (NIHR) report. It consisted of
an initial systematic evidence synthesis that highlighted the extent and nature of ethnic-specific cultural
attitudes, beliefs and care experiences relating to asthma and the level of organisational discrimination
and barriers to optimal provision of care. Examples include poor physician knowledge, subconscious bias
and stereotyping. This, together with input from a broad based project advisory group, informed the initial
guestion schedules for the subsequent study phase. Phase 2 utilised qualitative methods, including focus
groups and interviews with members of South Asian communities to assess lay perceptions of asthma and
the impact of cultural, religious and wider socioenvironmental influences on children’s health and asthma
in particular. Phase 3 involved a series of in-depth qualitative interviews with parents/carers and children
from South Asian and White British families, and interviews with HCPs. This was designed to explore
perceptions of asthma among South Asian families and a smaller, comparative group of White British
families, and to understand how HCPs perceive asthma and its management in South Asian children. A
White British sample was included in this phase of the study to identify whether or not the management
of asthma was subject to variation between communities. Phase 4 brought together the qualitative
findings from the first three phases, the information from the systematic evidence synthesis in phase 1,
and a scoping intervention review of literature on existing asthma interventions conducted as part of
phase 4. Collaboration between families, community members and HCPs was facilitated to discuss key issues
encountered across the management of childhood asthma pathway and to prioritise one issue to take
forward for the initial development and subsequent refinement of a multifaceted intervention programme,
‘Awareness, Context (cultural and organisational) and Training (ACT) on Asthma’, to demonstrate the
process that could be adopted and applied for other key issues identified.

Findings from the review of barriers and facilitators to asthma management in phase 1 (see Appendix 1)
highlighted the need for research to shift from merely identifying barriers towards developing interventions
to address them. The evidence synthesis highlighted a number of key concepts that needed to be
sensitively explored in subsequent qualitative phases of the MIA project. The findings from the review were
used as the basis for the project structure and initial question guides for the focus groups and interviews

in phase 2.

Phase 2 highlighted that community perceptions and understandings of asthma, its aetiology, treatment
and outcomes often differed from biomedical understandings. Findings also revealed that community
perceptions had an impact on parental management by setting social norms and expectations for children
and parents.

In phase 3, the detailed interviews with parents/carers and children revealed that many of the problems
facing families of a child with asthma are common to all communities, both minority and majority: lack of
understanding and knowledge about the origins or triggers of asthma; poorly communicated information,
inconsistent and/or unco-ordinated care and dissatisfaction with the healthcare system. Barriers related to
information provision existed for both groups but were exacerbated in South Asian families owing to
language barriers, translation issues or limited provision of information in formats other than the written
form. Issues particularly relevant to South Asian families included the use of complementary therapies or
dietary adjustments to manage their child’s asthma. South Asian families were more likely to use the
emergency services if they could not access their general practitioner (GP). One reason for this was the
difficulty parents experienced in recognising the severity of symptoms and thereby delaying access to
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treatment. Furthermore, some parents were not confident that GPs were adequately equipped to handle
acutely unwell children and awareness of alternatives to emergency department (ED) presentation was
limited. Children described fear of acute attacks, confusion around causes and triggers of asthma and a
lack of engagement with school activities. Healthcare providers also identified several issues that led to
poor asthma management for children: barriers that arose during consultations with South Asian families,
such as time and communication; perceptions of barriers to asthma management for South Asian families;
and professional and organisational barriers to asthma management. They acknowledged that their focus
was on addressing medications required for treating asthma and admitted that less attention was given to
the more holistic approach to asthma management that these families may have been seeking. Language
barriers and time to deliver optimal care were also raised as major concerns. Additionally, HCPs
demonstrated organisational discrimination and revealed the potential existence of problematic cultural
stereotypes about South Asian families accessing health services.

Phase 4 was designed to develop a tailored asthma intervention-planning framework to identify key issues
along the pathway and then to develop a focused exemplar intervention programme. The qualitative

data from phases 2 and 3 identified 11 key problem areas within asthma management that were then
developed into an intervention-planning framework. Adults, children and professionals in a series of
collaborative workshops prioritised the 11 problem areas. The problem of ‘getting a diagnosis’ was ranked
as the most significant problem by parents/carers and was approached from a socio-ecological and holistic
perspective covering a number of steps required within the diagnostic process. These steps included;

an awareness of asthma, recognition of symptoms, accessing health care and the investigative process to
make the diagnosis of asthma and not solely the narrow steps of investigating the child to confirm or
refute a diagnosis.

‘Getting a diagnosis’ was therefore chosen as an exemplar for the process by which a four-part
multifaceted integrated intervention programme, ‘ACT on Asthma’, was developed using modified
intervention mapping and underpinned by relevant behavioural and psychological theory. The four arms

of the "ACT on Asthma’ programme represented key intervention strategies; community awareness,
education and training; clinical support; and the provision of an advice centre. Each was underpinned by
tailored strategies, integrated and centrally co-ordinated by a principal team. Finalisation and refinement
workshops, taking into account the feasibility of the programme within the NHS, were carried out to allow
participants to appraise and refine the programme. An economic evaluation was also undertaken to
identify the key cost elements of the intervention and overall costing of the intervention programme to the
NHS. Feedback from participants regarding their involvement in the overall project was gained to enable
them to discuss participants’ experiences of participating in the MIA research project.

The MIA project has demonstrated that the social patterning of perceptions of asthma, together with a
lack of alignment between the priorities and competencies of British South Asian communities and families
and the organisation of health services, conspire to create vulnerabilities and difficulties in effectively
managing childhood asthma. The study has also shown that it is possible to work with minority ethnic
communities and engage them throughout the process to collaboratively develop a multifaceted
intervention to begin to address these issues. The MIA study showed that minority ethnic communities,
even though considered to be ‘hard to reach’, can be successfully engaged in collaborative intervention
development if careful planning and tailored techniques are used to encourage and sustain participation.
The diverse perspectives gained from collaborative, participatory engagement with communities, children,
parents and HCPs demonstrated the value of fully engaging with service users and the need for
interventions to address issues at the level of the individual, the community and the organisation/system.
The MIA project was able to develop an intervention for asthma management using a structured
‘bottom-up’ holistic approach, taking into account the perceptions, attitudes and opinions of families,
communities and HCPs, to design an intervention for service improvement which takes seriously the
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SCIENTIFIC SUMMARY

needs and perspectives of those most closely involved in living with and managing this common childhood
condition. The participatory, collaborative approach can, and should, be considered when developing
interventions to improve outcomes for other clinical problems and with other communities.

Following on from the MIA study, further research is required to explore the asthma management pathway
further. Future research should seek to:

assess the feasibility and effectiveness of the ‘ACT on Asthma’ intervention programme

develop methods to increase the participation of children in research and service development
explore techniques to further enhance public understandings of asthma in South Asian communities
explore and identify effective means of engaging the wider family in optimising asthma management
identify ways of improving understanding and management of acute attacks in children

examine the effectiveness of a range of complementary therapies for asthma management

explore the barriers to the implementation of asthma guidelines in the NHS.

Funding

Funding for this study was provided by the Health Services and Delivery Research programme of the NIHR.
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Chapter 1 Overview and background of the
Management and Interventions for Asthma project

he Management and Interventions for Asthma (MIA) project, carried out in a largely urban area in

and around Leicester, UK, aimed to work with families from Indian, Pakistani and Bangladeshi ethnic
backgrounds and healthcare professionals (HCPs) to collaboratively design interventions to improve
management of childhood asthma in South Asian children. The MIA project consisted of three principal
phases of work. The first phase consisted of a review of literature separately funded by Asthma UK, on
barriers and facilitators to optimal management of asthma in South Asian families. In phase 2, exploration
of community, family and HCPs' perceptions of asthma and the asthma management pathway in
South Asian families followed. This in turn led to the development of an asthma management
intervention-planning framework and then a tailored focused, multifaceted, integrated programme to
address one exemplar key issue identified. This chapter provides an overview of the background, aims and
objectives of the integrated phases for the MIA project.

Introduction
The Management and Interventions for Asthma project

There is unacceptable variation across the country in the quality of care for children, e.qg. in the
treatment of long-term condlitions such as asthma and diabetes. We want the NHS to do even more to
improve care for children and young people.’

While the burden of chronic illness (e.g. asthma and diabetes) continues to increase, the NHS is
undergoing financial constraints. In children, it is noted that the outcomes for those with chronic disease
are one of the worst in Europe, with death rates for illnesses that rely heavily on primary care services such
as asthma being higher in the UK than in other countries.?? The report also indicates that 75% of hospital
admissions for children with asthma could have been prevented with better primary care.? Asthma is one
of the most common chronic conditions in childhood, with inequalities existing in some ethnic minority
groups. Children in South Asian communities, a group traditionally considered to be ‘hard to reach’, are
known to suffer from under-recognition of symptoms/disease severity and increased attendance to the
emergency department. The British Thoracic Society (BTS) guideline* recommends that HCPs have a
heightened awareness of the complex needs of minority ethnic groups among other named vulnerable
groups. This is due to the recognition that care in minority ethnic groups is suboptimal and that there is a
variation in the health care that they receive.

The Government White Paper® recognises the importance of contextual factors and their contribution to
maintaining good health, not only to the importance of employment and socioeconomic status (SES) but
also to the environment and family relationships. An individual’s culture, beliefs and attitudes and those of
their community also have an influence on behaviour towards their own health and their interaction with
the health system. The Children’s Outcome forum report” and Healthy Lives, Healthy People® have not only
recommended stronger partnerships between individuals, health, local authority and the voluntary sector
to develop an integrated approach to health to tackle some of these issues, but have also delivered a
strong recommendation to ensure that the voices of children, young people and their families are heard so
that they can contribute to the improvements in services they will be accessing. Consequently, NHS HCPs,
commissioners and policy makers are working more collaboratively with their communities so that services
can be tailored to their needs. Tailoring, although recommended by a Cochrane review of 26 studies® as
an approach to intervention development, is, however, supported by little evidence on how the actual
transition from evidence and theory to the design of the practical interventions should be made. Michie’
recommended that intervention developments use available evidence to inform and support the
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OVERVIEW AND BACKGROUND OF THE MANAGEMENT AND INTERVENTIONS FOR ASTHMA PROJECT

intervention. Michie” noted that suggestions for intervention design tended to be evidence inspired

rather than evidence based and that there is a need for studies of techniques, methods of delivery and
implementation and use in a variety of target populations to identify the techniques and combinations that
are needed to result in effective interventions. The Cochrane Collaboration ‘Equity’ group®® also noted
that the evidence base for interventions to address inequalities is fundamentally flawed and recommended
further research to inform intervention development.

The MIA project, therefore, chose asthma as an exemplar to demonstrate the processes aimed to enable
collaboration between South Asian children, families, communities and HCPs to produce a multifaceted
health intervention framework for asthma management tailored to the needs of South Asian children

of primary school age, using a participatory, theory-based approach with an aim that the process could be
transferrable to other chronic conditions and communities.

This introductory chapter explains, in more detail, why the MIA study focused on South Asian children
with asthma and why the project adopted a participatory approach towards the development of the
intervention framework.

Asthma

Asthma affects individuals of all ages. It is a disease characterised by recurrent attacks of
breathlessness and wheezing, which vary in severity and frequency from person to person. In an
individual, they may occur from hour to hour and day to day.’®

World Health Organization

Asthma produces a significant workload for general practice, hospital outpatient clinics and inpatient
admissions. Asthma is responsible for 4 million general practitioner (GP) consultations, 70,000 hospital
admissions and over 1000 deaths per year in the UK,"'? and 1.1 million children are currently receiving
treatment for asthma in the UK."" The total cost to the UK economy, including the use of primary and
secondary care services, emergency services, medications and lost productivity from days off work/school, is
estimated to be over £2.3B per year.'” It is clear that much of this morbidity relates to poor management,
particularly the underuse of preventative medicine.* While the patient with severe asthma is easy to
recognise, patients with mild asthma merge imperceptibly with well people, with fluctuation between
normal and asthmatic states.’

Asthma and children

Childhood asthma is one of the most common chronic conditions of childhood. In the UK, current
prevalence estimates suggest that 1.1 million children, or 1 in 11 children, will experience asthma at

some point in their childhood.™ Every year, 44,000 children are admitted to hospital, with between

40 and 50 children dying as a result of asthma.™ In children under the age of 5 years, it is very difficult

to differentiate, with any degree of certainty, wheezing attacks due to asthma from viral infections.
Measurements of respiratory function is also known to be difficult, with very young children responding
differently to many of the available drugs.'®* As a consequence, asthma places a substantial burden of care
on families, communities and the health services.™

Evidence suggests that UK children’s health services provide inferior care compared with equivalent
European countries.” Wolfe et al."* acknowledged that, while there are pockets of good practice, there
are also poor outcomes with services planned around the needs of organisations and providers rather than
the children, young people and families. This ultimately means that services fail to recognise children and
young people’s specific requirements, or acknowledge important recommendations for children’s health
care.” Key recommendations from the Marmot Review'® indicate that investments in children’s services
should be carefully planned and fit for purpose in order to improve care and reduce inequality while
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improving overall efficiency. The challenge for researchers, clinicians and policy makers is to understand
what and why variations in care exist and to explore how these variations could be addressed.

Asthma management and control in children

Asthma management encompasses the whole pathway from awareness of asthma itself, recognition of
symptoms, diagnostic, pharmacological, educational, clinical and preventative elements which reflect the
diverse impact of asthma on a child’s life. This therefore includes both modifiable and non-modifiable
factors, such as parental knowledge and compliance with medication (modifiable) and genetic variations in
asthma phenotypes (non-modifiable). The asthma management pathway for the purposes of the MIA
study has been defined by the research team as ‘stages of ideal care required to recognise, diagnose,

treat and optimally manage asthma’.

In order to intervene in any condition, the issues present in its management must first be understood.
The National Service Framework (NSF) for Children Asthma Exemplar’” highlights the many aspects of
management along a patient journey from the onset of symptoms through to achieving asthma control
and, while the mortality associated with asthma may be limited to acute asthma attacks, the morbidity
associated with asthma is widespread. As a result, over the last 15 years HCPs have moved from a focus
on treating acute asthma attacks to achieving overall asthma control. The US National Asthma Education
and Prevention Programme (NAEPP) guideline defines control as ‘the degree to which the manifestations
of asthma (symptoms, functional impairments, and risks of untoward events) are minimised and the goals
of therapy are met’ (p. 36).”® In contrast, the Global Initiative for Asthma (GINA), acknowledges that
control can be defined in different ways and suggests that assessment of asthma control should include
‘control of the clinical manifestations (symptoms, night waking, reliever use, activity limitation, lung
function), but also control of the expected future risk to the patient such as exacerbations, accelerated
decline in lung function and side effects of treatment’ (p. 23).'° The British Guidelines on the Management
of Asthma state that the aim of asthma management is control. Complete control of asthma is defined as
‘no day time symptoms, no night-time awakening due to asthma, no need for rescue medication, no
exacerbations, no limitations on activity including exercise, normal lung function and minimal side effects
from medication’ (p. 37).% It also means that a child’s asthma will not interfere with his or her daily life
including exercise and going to school, in addition to having normal breathing tests, for example peak
flow and spirometry.* Having good asthma control therefore reduces the risk of children having

asthma attacks.*

Minority ethnic health and the UK

Minority ethnic groups often experience higher morbidity and mortality than majority populations for a
range of chronic diseases.?® Erickson et al.?" indicated that minority ethnic groups frequently have poor
outcomes for long-term conditions. Finding effective interventions to address these health inequalities is,
therefore, important. The need to reduce inequalities in health outcomes between majority and minority
groups is widely recognised by governments®*** and physician groups.?* There is a considerable body of
evidence that indicates that some minority ethnic groups in the UK experience disproportionate levels

of morbidity and mortality compared with the majority White European-origin population.?® However,
while there are significant differences in health outcomes between ethnic groups, it is important to note
that there are also differences in health outcomes within minority ethnic groups.?® Even where inequalities
in health status are not present, there is evidence of inequity in access to health care and preventive
services with worse patient experience.?’

The Independent Inquiry into Inequalities in Health Report®® highlighted both ethnic and class-related
inequalities in health and recommended that minority ethnic groups be specifically considered in needs
assessment, resource allocation, healthcare planning and provision. The 2010 White Paper Equity and
Excellence focused on the need to address ethnicity and inequalities in health,?® with the Marmot Review'®
identifying numerous influences on health inequalities and the urgent need to address them.
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While restructuring of NHS and Department of Health management has continued, a commitment to
adhere to the equality and diversity objectives and the ‘Public Sector Equality Duty’ laid out in the Equality
Act 2010 remains in Government policy and NHS pronouncements.

Asthma and South Asian children

In the UK, people of South Asian origin with asthma experience excess morbidity, with hospitalisation rates
three times those of the majority White population.?® There is evidence to suggest a disproportionate
impact of asthma on minority ethnic children, with calls to urgently redress this imbalance.?'** A 13-trial
meta-analysis®® reported lower prevalence of wheeze and asthma in South Asian children than in White
British children, but the same prevalence of exercise-induced bronchospasm on objective testing. These
findings suggested an underdiagnosis of asthma in South Asian children. The meta-analysis additionally
reported that, once diagnosed with asthma, South Asian children were less likely to receive prescriptions
for reliever and preventer medications than their White British counterparts.

Additionally, further UK data indicate that South Asian children with asthma are more likely to suffer
uncontrolled symptoms and be admitted to hospital with acute asthma than White British children, with
no evidence to suggest that South Asian children have more severe asthma.?®*'* There are numerous risk
factors associated with asthma, some of which have been specifically highlighted in relation to South Asian
children. Several reports identify being UK born (compared with being of the same ethnic origin but
non-UK born) as a risk factor for developing asthma.?*3* Gilthorpe et al.*®* and Rona et al.*” both indicated
that sex may be relevant. Furthermore, Gilthorpe et al.3® reported that Pakistani and Indian boys tended to
use emergency department (ED) services more than other groups or sexes, with Rona et al.*” identifying
that the male sex is a risk factor for developing asthma.

Socioeconomic status is an important determinant of asthma control for both South Asian and

majority populations,®'*¢ as low SES is associated with poor access to primary health care and higher
hospitalisation. However, even with adjustment for SES, there is still a correlation between South Asian
ethnicity and poorer health outcomes for asthma.?*?® Potential explanations include ethnicity-specific
health beliefs and explanatory models of asthma,**=** which in turn influence concordance and adherence
to management plans.** In Leicester, the hospital admission rate for South Asian children is 4.6 times
higher than for White British children.?* Given the high number of families of Asian descent living in the
UK, with the three largest groups being of South Asian origin (Indian, Pakistani and Bangladeshi),*

the inequalities experienced by South Asian children are of significant concern.

Barriers and facilitators to asthma management in South Asian children

An Asthma UK-funded review on the barriers and facilitators to asthma management in South Asian
children was carried out by members of the MIA research team (see Appendix 1).%° The review identified
barriers including knowledge gaps and erroneous beliefs regarding the nature of asthma, underuse

of preventer medications (due to underprescription and fears of overuse), non-acceptance and denial of
asthma, reliance on EDs in preference to primary care, difficulties in perception of symptom severity,
language barriers and use of complementary therapies.

The review highlighted the importance of not only establishing what a barrier might be, but also exploring
why that barrier exists. For each barrier identified, there were various documented and theorised
explanations; however, the majority of studies did not identify clear associations between a barrier,

its explanations and management behaviour. Several key issues were identified as likely to be
ethnic-specific in relation to South Asian families: the impact of parental and professional knowledge and
beliefs; access to health services and preventer medication utilisation patterns; dietary modifications;

and the presence and impact of prejudice and stigmatisation.

Given the large number of potential barriers and explanations that may impact upon asthma management,

it is understandable that clinicians may be daunted by the prospect of attempting to address these barriers
in everyday practice. Nonetheless, these findings highlight the importance of cultural and community
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beliefs. For example, there is minimal evidence to support the theory that dietary restrictions are an
appropriate method for asthma management. As a consequence, they are often not considered a key
factor in asthma management according to the BTS guidelines, used by the majority of British
practitioners.*” However, it was identified that beliefs and practices concerning food and asthma are
prevalent among minority families in the UK. Thus, there is a need for clear and clinically applicable
interventions that have considered the various barriers and explanatory factors, including the impact of
cultural and community beliefs. While identifying ethnicity-specific barriers is important in developing
ethnically tailored intervention programmes, academics and clinicians must guard against assuming too
great a role for ethnicity. In exploring cultural difference, it is important not to ignore the commonalities in
experience between ethnic groups.*® The focus of research, therefore, needs to shift towards clearly linking
ethnic-specific beliefs, barriers and management practices to development of interventions and improving
clinical outcomes. A shift also needs to be made from a focus on deficit models of culture in minority
ethnic groups as an explanation for health inequalities towards an approach which recognises the
responsibility of healthcare systems to develop services which are sensitive and appropriate to the needs of
their communities.

Interventions in asthma management

Asthma management and morbidity can be improved by effective interventions including increasing
awareness of trigger factors, new ways of monitoring of symptoms, or the usage of newer medications
and written self-management plans.*® The BTS guideline for asthma* and an Asthma UK systematic
evidence synthesis carried out by the MIA research team (www.asthma.org.uk)*® regarded education as an
important step in asthma management. A Cochrane review®® found that education-based strategies for
improving self-management in children can reduce school absences and emergency visits. For primary
school-aged children, a variety of educational interventions and techniques, including group or individual
sessions at home, clinic or school, use of didactic teaching, written materials, role plays/problem-solving,
artistic activities, games and puzzles, were all used to educate children, their families, their teachers and
their doctors about asthma.>® However, a subsequent systematic review®' concluded that information-only
education resulted in very little improvement in any clinical outcome measure.

There have been several successful reported interventions with reference to children and asthma that
focus on issues other than education. These have included a community-based programme to identify
and address environmental triggers,> a school nurse initiative to ensure correct use of inhalers through
supervised monitoring,® child-centred, psychology-based training to enhance self-belief and
management,>* a web-based intervention using an online diary, interactive symptom manager and
reminder system®> and a nurse-led outreach programme for practical advice, support and education.>®
However, while these and many other programmes report success in improving various aspects of asthma
management, they either excluded minority ethnic groups, or were significantly less effective or successful
in minority ethnic groups. This may, consequently, increase inequality. Even when language-appropriate
educational materials are provided, educational interventions still provide better outcomes for White
patients than for South Asian patients.>” The development of cost-effective interventions to reduce
morbidity in minority populations with asthma must, therefore, remain a high priority,>® with evidence
suggesting that, while most interventions are focused on one particular domain, an effective asthma
management needs to be multifaceted. The MIA project was based on the recognition that, when trying
to understand health behaviour, it is important to explore not just the beliefs and attitudes of individual
patients, but also the wider socioeconomic, cultural and environmental context. These must be integrated
to develop multifaceted interventions which can support individuals across the whole pathway of care and
wider health system.
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Intervention design

A 2004 literature review regarding the design of interventions to change health behaviours” concluded
that many intervention evaluations were inconclusive due to research design limitations and, as a
consequence, represented a waste of resources, time and effort. It has been suggested that health
interventions are often developed without sufficient consideration given to their evidential or theoretical
base, their fundamental design or appropriateness to the target population.*

Tailored interventions

One important issue in intervention design thus concerns the need to tailor interventions to specific
populations. The Medical Research Council (MRC)®® guidance on the design of complex interventions
suggests that, rather than assume that standardised interventions designed for generic groups are
applicable to all groups, interventions should be tailored to the needs of ethnic minority groups as these
are more likely to succeed than generic approaches. The MRC argue that complex interventions may work
best if tailored to local circumstances such as ethnicity or SES, rather than being completely standardised.®°
Three systematic reviews have addressed the question of whether or not culturally sensitive education
programmes are more effective than generic ones;*'** all three concluded that, while the reviews were
limited by the small number of available trials for inclusion, culturally sensitive programmes were more
effective with further study warranted.

A Cochrane review of interventions for improving asthma management in children demonstrated that
interventions specifically tailored to address the needs of ethnic minority groups were more successful
than those focusing on the generic population.®” A further Cochrane review explored whether or not
culture-specific asthma programmes, in comparison with generic asthma education programmes or care,
improved asthma-related outcomes in children and adults with asthma who belonged to minority groups.®?
Interventions included individual asthma educational sessions focusing on relational and collaborative
asthma management among children, parents, families, physicians and mental health specialists;

and others on the optimisation of treatment and improving knowledge about disease severity and
medication. The report noted that the use of culturally specific asthma education programmes for children
from minority groups was effective at improving overall asthma-knowledge scores for children. However,
it failed to note significant improvements in the number of participants with asthma exacerbations

or its frequency, including ED visits. While the report noted a benefit of tailoring interventions to be
culture-specific with regard to asthma knowledge in children, the evidence base was lacking and, as a
result, these findings could not be confirmed.

Adaptation and tailoring

There remains some controversy over the relative merits of ‘adaptation’ and ‘tailoring’ and the difference
between these. Based on a systematic review of the literature, a recent Health Technology Assessment
review®® discussed this at great length in relation to minority ethnic groups. It noted that some intervention
studies reported were based on generic interventions already operating for mainstream populations, which
had been altered to meet the characteristics of the ethnic population that it was (intended to be) serving,
as opposed to those that were designed from first principle for ethnic minority populations (e.g. using a
community participatory-based approach). In strict terms, adaptation would refer to the former type of
interventions; however, on reviewing the literature, there were no interventions demonstrated that were
not in some way based on a generic intervention or principle (e.g. a smoking cessation intervention may
be designed through a community participatory-based approach to target an ethnic minority population
but still remained based on nicotine replacement therapy or counselling). We have, therefore, used this
previous evidence to ensure that the intervention would incorporate both ‘tailoring’, based on community
beliefs and preferences, and ‘adaptation’ of general principles.®’

There also remains some concern over the appropriateness of targeting investment in interventions on
specific minority or high-risk groups, rather than focusing on a more ‘equitable’ distribution of resources
through tailoring generic services. It appears that, while there is little strong evidence, there is a consensus
suggesting that interventions that specifically target high-risk groups and seek, thereby, to reduce
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inequalities are relatively cost-effective, and may be more clinically effective than seeking to ensure that
broader interventions also ensure inclusion of those most at risk. The arguments for reducing health
inequality by targeted action, therefore, serve more than a political or a moral agenda: they can be
justified on the basis that this type of action reduces the costs overall for society, and produces a higher
return on investment in terms of improved health, than otherwise.®®7° Targeted action without tailoring
the intervention for the group being targeted, however, is unlikely to have any benefits.

User involvement in service design and improvement

Recent White Papers and other policy documents have emphasised the need to strengthen local
communities by empowering people to influence the decisions that affect them.”" It is argued that
involving patients, clients and other service users directly in working alongside professionals to create and
deliver services will have a more positive effect on people’s health and well-being than merely informing,
advising or consulting them.”? The Darzi report ‘High Quality Care for All’ stated that interventions should
be effectively designed around the needs of children and families,”® indicating that their involvement in the
design of interventions would be beneficial. In contrast, the Marmot Review'® recommended stronger
engagement with minority ethnic groups in service design and improvement. The review suggested that
there needed to be a more systematic approach to engaging communities, moving beyond often routine,
brief consultations to effective participation in which individuals and communities define the problem and
develop community solutions. It is argued that without such participation and a shift of power towards
individuals and communities it will be difficult to achieve the penetration of interventions needed to impact
effectively on health inequalities. That said, specific issues and complexities in incorporating the views of
minority ethnic groups in this process remained, which the MIA project was specifically designed

to address.®®

Intervention design approaches

Creating a Patient-led NHS’* highlighted the ambition of the government to create a NHS that moves
away from doing things ‘to’ and ‘for’ patients, towards a NHS that works ‘with’ patients. However,

there is little consensus on how this should be operationalised. Neither traditional deficit models of service
development (where health professionals identify a deficit in service provision and develop/identify services
to fill them) nor newer patient-led models of service development (where patients identify their needs and
either they or service providers provide/adapt services for them) entirely address the needs of the NHS.”®
An exclusive focus on either the healthcare provider or the patient is, therefore, unlikely to be effective in
the long term. It is argued by Bovaid’® that partnerships developed between health professionals/systems,
patients, and the public will be the key to success in creating a new, more effective NHS.”® Several
approaches to intervention design are suggested. Evidence suggests that multifaceted interventions are
more effective in improving clinical outcomes than those which take a single approach.®*>"7778 Research
suggests that the more strategies are combined in one intervention, the more likely an improvement in
clinical outcome will be found.” Equally, it remains true that the more complex an intervention, the harder
it is to evaluate and to identify which elements are the most critical .®

Participatory research

Working with individuals and communities to define problems and develop solutions is one of the
fundamental principles of participatory research (PR). PR does not replace other forms of research, but
instead defines how the research process is carried out. Green et al.®' defined PR as systematic inquiry,
with the collaboration of those affected by the issue being studied for purposes of education and taking
action or effecting social change (p. 1927). PR is a way of addressing health issues in their social context,
rather than in the traditional medical model where health issues are addressed in their clinical context.®?
PR is based upon effective information exchange and shared decision-making to respond to service
users’ needs.®
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Community-based participatory research

Community-based participatory research (CBPR) is a collaborative approach to research. CBPR involves all
partners in the research process equally and recognises the unique strengths that each brings. CBPR begins
with identifying a research topic of importance to the community with the aim of combining knowledge
and action for social change to improve community health and eliminate health disparities.®* CBPR is,
therefore, a collaborative research approach designed to ensure and establish structures for participation
by communities affected by the issue being studied, representatives of organisations, and researchers in
all aspects of the research process; the aim is to improve health and well-being through taking action,
including social change, which has been widely recognised internationally as a core principle of equal
participation.®® It is an orientation to research that focuses on relationships between academic and
community partners, with principles of co-learning, mutual benefit and long-term commitment,

while incorporating community theories, participation and practices into research efforts.®

Engaging minority ethnic communities in health research

People from minority ethnic groups are under-represented in UK research. This problem is particularly
prevalent in the field of asthma.?® This under-representation may be a result of a range of factors,
including difficulties encountered by researchers or the deliberate exclusion of minority ethnic communities
from clinical trials.®® The involvement of people from minority ethnic backgrounds should therefore be
considered at the outset of the research process.?” Effective inclusive research can be argued to require
specific forms of community engagement, consent and data collection methods,'®#3° provision of
interpreters,'® engagement with community leaders to build trust,®°°°" utilisation of community facilitators
(CFs)lay researchers and dissemination of results to participants and communities.?-%

Engaging children in research

Just as minority ethnic groups have been under-represented in research, children have similarly been
excluded from research,?*°* yet engaging both children and parents in research is vital for the success

of interventions and the production of interventions with positive outcomes.?® Paediatric research has
traditionally utilised parents and carers as the primary information source, based on the belief that children
do not possess the necessary communication and recall skills to express themselves,®® or that adult carers
‘know best’.?*%798 However, there is an increasing view that the best source of information about a child’s
experience is the child himself,?*'°" with reports suggesting that children from age 3 years can give
graphic but accurate descriptions and demonstrate good recall for experiences related to illness. 01027104

Ethical constraints have also often prevented children’s engagement in research. Adults have power over
children and, as a consequence, children are vulnerable to exploitation, including from adult researchers;
engaging with adult carers is, therefore, a way of protecting children from harm.'® Practical considerations
have also hampered children’s research participation. Children have their own language, concepts and
understandings that are distinct from adult versions and can be difficult for adults to access and interpret.®’
As a conseguence, engaging adult carers is seen as a practical measure to gain interpretable data.’
Children’s participation in research has also been influenced by documentation of children’s rights, such as
Article 12 of the United Nations (UN) convention on the Rights of the Child'®® which recognises a child’s
right to participate in making decisions that affect their lives. Glauser'®” indicated that ‘it is inappropriate
that international organisations, policy makers, social institutions and individuals who feel entitled to
intervene in the lives of children with problems, do so on the basis of obviously unclear and arbitrary
knowledge about the reality of these children’s lives'. Thus, there is an urgent need to improve children’s
engagement with research, particularly in the field of intervention design and research. There are many
potential benefits of including children in participatory research, in terms of both improving the relevance
of the research and personal benefits for children. However, it must be noted that there are also potential
risks in including children in PR, including raising unrealistic expectations and placing an unreasonable
burden on them.'®
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A child is defined by the UN as person under the age of 18 years;'*® however, childhood is more complex
than a simple number. Definitions, understandings and expectations of children and childhood vary
between cultures and societies.’®''° These differences affect the expectations of a child’'s developmental
level at a given age, and the perceived appropriateness of a child’s participation in various activities,
including research. When working with someone under 18 years, not only is their ‘child’ status considered,
but their race, ethnicity, social class, religion and various other influences need to be evaluated in parallel.
It has been suggested that the complexity of taking all of these factors into consideration when developing
research projects may be a factor in why the voices of minority ethnic children are often missing

from research.™°

Use of the socio-ecological model in intervention design

Commitment to participatory research was one of the guiding principles of the MIA project. This was
complemented by the use of a socio-ecological model of health and intervention design. Over the past

20 years there has been a shift from examination of determinants and interventions to address individual
behaviour change towards broader, multilevel behaviour and social change models, not least because even
the most effective individual interventions cannot address larger population-based health goals.'" With the
introduction of co-production and the necessary partnerships between service users and service providers,
behaviour change models that link health planning with public health organisations, community and
environmental organisations, policy makers and clinicians are rising in prominence and relevance. These are
known as ecological models.'"

A basic tenet of the socio-ecological model is that any behaviour has multiple levels of influence, including
biological, psychological, social, cultural, organisational, community, physical, environmental and policy.""
Ecological models provide comprehensive frameworks for understanding multiple and interacting
determinants of health behaviours and can be used to develop comprehensive intervention approaches
that systematically target each level of influence.”? In particular, in contrast to interventions that reach only
individuals who choose to participate, ecological interventions can affect large populations.'”

The socio-ecological model (Figure 7) is a theoretical framework that considers the complex interplay
between several factors, with particular focus on the influence of the social/community environment."™
This model has been used successfully for the development of interventions in other conditions, such as
obesity.""? The model proposes that individual perspectives and opinions, with those of family, community
and healthcare providers, integrate to form a healthcare system, such that all aspects must be addressed
to bring about change.'™ " It is argued that research that focuses on only one factor will underestimate
the importance of the other levels.”'>"'® The socio-ecological model provides a holistic approach for
interventions as it ensures that structural, individual and interpersonal factors are considered.

Organisational

Interpersonal

FIGURE 1 Socio-ecological model.
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In view of the dominance of cultural influences and community perspectives in health behaviours in South
Asian communities,” it was decided that interventions should draw upon a socio-ecological perspective
and be informed by relevant inputs through a process of co-production.

Intervention mapping as a structured process for
intervention design

The socio-ecological model requires an intervention development programme which can address multiple
levels of influence on behaviour. The MIA project used some of the principles of an approach to
intervention design and evaluation known as intervention mapping (IM).""®'"® This approach insisted on
the importance of programmes being guided by theories of health behaviour and behaviour change.

Intervention mapping is a stepwise, structured approach moving through an iterative process of assessing
the current health and behavioural change needs, identifying health limiting behaviours and their
determinants, identifying change objectives and programme outcomes, utilising psychological theories to
identify the best means of delivering the programme to achieve these outcomes, implementing and
subsequently evaluating the programme.'’®'" IM acknowledges the numerous levels implicit in healthcare
delivery, their interwoven nature and the broader social and cultural context in which they exist: a
fundamental requirement for successful knowledge translation.'*

Intervention mapping typically follows six iterative steps (Figure 2).

Step 2: identification
— of outcomes,

Step 1: needs performance
assessment objectives and change
objectives

) Step 3: selecting
Step 6: creating an methods and

evaluation plan practical strategies

Step 5: creation of Step 4: creating an
an adoption and organised programme
implementation plan ¢ plan

FIGURE 2 Intervention mapping steps.
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Intervention mapping has been used successfully to develop interventions for asthma, obesity, sexual
health, mental health and healthy-eating programmes;'?'"'2* however, it has been applied only a limited
number of times to healthcare design in the UK'?* for the development of a workplace physical activity
promotion programme. Results concluded that, while IM was successful at generating a tailored
intervention programme due to its structured, evidenced and needs-based iterative approach, it was
resource and time intensive, in addition to being challenging to apply. The MIA team made a proactive
decision to use a modified form of IM, adopting the principles of a structured, stepwise approach and the
consideration of theory, but recognising that the framework could not be easily applied to our broad set of
research questions. This application is described in Chapter 5. Using the principles of IM, the MIA study
intended to enable collaboration between patients, carers, community members and health professionals
to plan and design an intervention planning framework and then a tailored exemplar programme. It is an
example of collaboration in health services research starting at the earliest stage. Though it is beyond the
life of this particular project, it is anticipated that participation will continue as the intervention programme
is commissioned, managed, delivered, monitored and evaluated.

The MIA study was based in Leicester, UK. Leicester has a diverse population consisting of a high
proportion (35.8%) of the population categorised as South Asian (including Indian, Bangladeshi, Pakistani
and other Asian).”?® South Asian, for the purposes of this project, refers to a person with ancestry in
countries of the Indian subcontinent, including India, Pakistan, Bangladesh and Sri Lanka. The MIA study,
therefore, used purposive sampling to ensure proportionate representation from the four largest South
Asian religious/ethnic groups (Indian Sikh, Indian Hindu, Pakistani Muslim and Bangladeshi Muslim) and
from four of the linguistic/ethnic groups (Bengali, Urdu, Gujarati and Punjabi). Participants were asked to
self-assign their ethnicity. A comparator group of White British families and children were included in the
study to identify commonalities and differences across groups in addition to generic recommendations.

The MIA project recruited primary school-aged children and their families, as the children were largely
dependent on their parents for asthma management. As adolescents are encouraged to take a leading
role in their management, an intervention targeted to adolescents would require a different approach.
As a consequence, a proactive team decision was therefore made not to include them in this study."
Purposive sampling was used to identify children with a wide range of asthma severity within each ethnic
group. Severity was defined by the BTS guidelines’ ‘stepwise approach to management’, which places a
child’s asthma control in one of five steps or categories of asthma.*

An examination of the literature on asthma and its management in South Asian children, consideration of
approaches to participatory intervention design, and discussions with South Asian families and HCPs
responsible for delivering asthma services in Leicester led to the following research aims and objectives.

Aims and objectives
Study aim

® To use a collaborative method of designing healthcare interventions to develop an intervention
programme for South Asian children with asthma.

Study objectives
The MIA project sought to explore and answer four key questions:

to test a participatory model of healthcare intervention development;
to provide an evidenced-based understanding of asthma and its management in South Asian children;
to provide a comparative analysis of understandings of asthma and its management in White British
and South Asian children to account for geographical and sociocultural context; and

® to produce a realistic and achievable intervention planning framework for asthma management.
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Research questions
There were four key research questions that the MIA project sought to explore and answer:

1. What are the lay understandings and perceptions of asthma in South Asian communities?

2. How do health professionals perceive asthma and its management in South Asian children?

3. What is the knowledge and awareness of asthma, its triggers, and control among South Asian families
and children with asthma and, correspondingly, what are the facilitators and barriers to good
asthma management?

4. What interventions to optimise asthma management are effective, acceptable and feasible for children
and parents from South Asian communities?

The following chapter discusses the methodological approach of the MIA project in more detail.
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Chapter 2 Overview of project design,
collaborative approach and methods

his chapter presents a brief overview of the project design as well as the collaborative approach taken

to researching asthma within South Asian communities. The project was a community-based study
designed with four main phases (see Figure 3) and utilised a participatory approach throughout. The
design was informed by the socioecological model of health (see Figure 1) and drew on principles of
qualitative inquiry and methods of IM (see Figure 2). Given the methodological complexity of the study, a
more detailed description of the methods and the sampling that relate to each particular phase of the
study is provided at the beginning of the appropriate chapters.

Overview of design and methods

The phased project structure was designed to enable the research team to build iteratively on findings
from each stage and to use this to guide subsequent stages of the research. Iterative working requires
flexibility and, thus, despite the apparently linear structure, there was a degree of overlap between
the stages (Figure 3). A brief overview of the stages is described below.

Phase 1: systematic evidence synthesis

Phase 1 was a systematic evidence synthesis of the barriers and facilitators to asthma management in
South Asian children, funded by Asthma UK and conducted prior to the MIA project. While this review
was an important prestudy activity which contextualised the subsequent phases, it was not funded as part
of the MIA study and is therefore not discussed at length in the rest of this report. An overview can be
found in Appendix 1 with a copy of the report available online (www.asthma.org.uk) later in 2013.4¢

Phase 2: community study

Phase 2 of the MIA study was a study of community perceptions designed to explore lay understandings of
asthma and its management in children. The objectives of phase 2 were to understand the South Asian
community perceptions of asthma and to gain an understanding of the ways in which families of children
with asthma are perceived and treated by the wider community. Community focus groups and key
informant interviews were used to explore lay perceptions among a range of individuals and groups and to
take into account the wider cultural, religious and socioenvironmental context of a potential intervention
targeted at asthma. The research team, in partnership with CFs, developed interviews and focus group
question schedules built on the findings from the review in phase 1.

Phase 3: families and healthcare professionals study

Phase 3 aimed to explore the perceptions and experiences of families living with childhood asthma
(South Asian and White British) and experiences of healthcare providers who had supported or treated
South Asian children living with asthma, with a particular focus in barriers and facilitators to its
management. Semi-structured interviews were carried out with South Asian children and their parents or
carers to discuss and explore perceptions and experiences of living with asthma. A subsample of White
British families were also interviewed in order to further clarify the role of ethnicity in determining barriers
to management by assessing the perceptions of the ‘majority’ White British population (see Chapter 4).
Semi-structured interviews were carried out with HCPs involved in the management of children with
asthma. As the primary aim of the study was to develop tailored interventions for South Asian children,
HCPs were asked only to comment on their experiences and work with South Asian children and their
families (see Chapter 4). No attempt was made, therefore, to ask HCPs about perceptions regarding the
care of White British children. Interview schedules were developed in partnership between the research
team and CFs in response to the initial findings from phases 1 and 2.
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Phase 4: development of potential collaborative intervention strategies

The aim of this substantial and iterative phase was to synthesise the data from all previous stages and to
develop an intervention planning framework and exemplar programme for South Asian children with
asthma. The objectives were to enable collaborative intervention development, and produce an acceptable
and achievable intervention plan for asthma management. Findings from the phase 1 review, the phase 2
community study and the phase 3 family and HCP study were integrated, discussed collaboratively at
workshops with families, HCPs and community members and refined into the final intervention planning
framework and exemplar programme. This complex process was guided by principles of intervention
mapping and took place following the process described in more detail in Chapter 1. Following on from
the collaborative intervention development, the research team gathered data on participants’ experiences
of the methods of intervention development to feed into a reflection and review of the process of
collaborative development. Short semi-structured interviews were conducted with a sample of study
participants, team members and advisory group members to explore their experiences of this method of
intervention development. The data from these interviews was used to contribute to the team'’s reflection
on the process; a component of the iterative approach adopted, with a view to improving the process
when applied to future projects.

The research team and advisory group

The multidisciplinary research team included academics from the following disciplinary backgrounds:
academic and clinical paediatrics (ML, DB), social science (MJ, LC and NH), clinical psychology (NR), nursing
(MMCF), respiratory paediatrics (JG) and health psychology (CHW). A South Asian parent representative,
(NJ), was also a member of the core research team and worked in partnership in each phase of the study,
from the initial design of the protocol and research design, to managing the study, taking part in project
activities such as team meetings, running workshops, discussions and reviewing related literature including
the final report. Additionally, the core team were supported by a group of ‘community facilitators”:
bilingual members of South Asian communities who were trained as lay researchers to assist with all stages
of the research. This method was employed as part of the participatory, inclusive research design and is
described in more detail below.

A multidisciplinary advisory group was set up in order to assist the team to carry out the research and to
include the perspectives of those with a stake in the research. The group therefore included representation
from the following areas: paediatrics, public health, general practice, commissioners and children’s services
(including service managers, school nurses and paediatricians). South Asian parents of children with
asthma were also represented on the advisory group. Both parent representatives on the project

(NJ and SA) had children with asthma and were involved at all stages of the research. As part of her role
in the advisory group, SA also participated in study recruitment, development of data collection tools

and in the running of the children’s workshops.

Collaborative research engagement: the role of
community facilitators

The communities which collectively constitute the category ‘British South Asian” represent approximately
4% of the UK population, yet as with most minority ethnic groups, South Asians remain significantly
under-represented in clinical research trials.®®'% This tendency to exclude certain groups from research
persists despite the fact that there is now a well-established and growing body of literature that describes
how and why members of minority ethnic communities should, and can, be effectively engaged in
research.’?’-'?® Researchers from the USA and the UK suggest that, to successfully recruit South Asian
participants, developing a sense of trust between researchers and participants is of vital importance,'®

in addition to consideration of specific language needs in securing informed consent."?’

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Lakhanpaul et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

15



The MIA project engaged community members as partners rather than subjects, involving them in all
stages of research, from identifying research questions to recruitment, developing an intervention,
interpreting research findings and disseminating results.

Engaging community members as collaborators is powerful on multiple levels.”?® Developing a research
project from the bottom up and working with the community members to identify important issues and
factors has the potential to improve a population’s participation and enthusiasm for a project, which can
subsequently mobilise the community in addition to improving the effectiveness of the intervention.

Previous research has suggested that, to engage successfully with minority ethnic groups, earning the

trust of potential study participants is important.®” Strategies to achieve this include ensuring ongoing
involvement with community groups, key community representatives and faith organisations, with
emphasis placed on the employment or involvement of community representatives as study personnel.®%'%’
Personal contact with key community representatives is also described as essential by those with positive
previous experiences of recruiting minority participants.®” A personal touch, including face-to-face contact,
is seen as instrumental to building relationships between research staff and members of minority ethnic
communities.?” In the MIA study, this collaboration and engagement was achieved by tailoring recruitment,
consent and participation in the study in a number of ways.

A team of male and female CFs were actively involved in all stages of the study. The inclusion of CFs in
carrying out research is an approach adopted previously by members of the team™°"*" and was designed
to facilitate the engagement of participants from across a number of South Asian communities. This
approach was designed to allow participation by those whose first language was not English; to provide
participants with a choice of facilitator or interviewer in terms of sex and ethnicity; and to ensure that

the research was relevant to the communities involved.”™' The CFs facilitated a relationship between the
research team and the local communities, with many authors suggesting that the role community partners
and liaisons play in recruitment may significantly improve the effectiveness and retention of minority
participation in research.’®

All of the female CFs had previous experience of research involvement in studies with South Asian
communities, while the male CFs were recruited following recommendations from the existing CFs.

The facilitators were chosen based on their relevant language skills (Bengali, Gujarati, Punjabi and Urdu),
sex, and identification with and knowledge of the four communities to which the study was being
undertaken in. Linguistic skills alone were not considered adequate and, to ensure that a positive rapport
was developed between the CFs and the participants, cultural and religious familiarity with the intended
research participants was also essential.®' Training on both research methods (e.g. refresher training)
and asthma management was provided for the CFs by the research team.

The CFs utilised personal contacts and a snowball sampling method to recruit participants from within their
respective communities. They provided verbal explanations of the research process and discussed the study
information with potential participants in their preferred language. The CFs were instrumental in enabling
verbal-consent procedures when English was not the participant’s preferred language, having been
previously trained in this method in sessions with the research team. The use of spoken study information
and verbal consent was essential as there were no agreed written consent forms in several South Asian
languages, such as the Sylheti and Mirpuri dialects. Research indicates that literacy, even in a native
tongue, can be very low among some South Asian communities.”**'#* While informed consent is
considered preferable in written format, verbal consent was considered more appropriate at times when
participants were non-literate’*"¥’ (see Appendix 2).

The CFs were involved in the development of the data collection tools, organised and facilitated focus
groups in the appropriate languages and assisted the research team in conducting family and key
informant interviews when necessary. When focus groups or interviews were held in languages other
than English, the CF also worked in partnership with the research team, asking questions in the chosen
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language and providing brief on-the-spot translations for the research team such that any follow-up
questions could be asked spontaneously by either the research team or the participants, supporting an
interactive, real-time dialogue between the two. At the study workshops, the CFs provided translations of
the verbal presentations in five languages and facilitated table discussions. During the analysis process,
the CFs attended group meetings to review and discuss the interim results, and to ensure correct
understanding of translations and to ensure cultural sensitivity.

The CFs advised the research team throughout the study on how best to maximise community
engagement. This was an iterative process and at different phases the research team sought advice from
the CFs in order to ensure that engagement with the community was as successful as possible through the
utilisation of appropriate financial and human resources. Examples of advice provided included profiles of
key informants that they considered important to be approached for the study, venues for workshops that
would be more appealing to the different groups, considerations required when choosing the day on
which workshops should be held and considerations regarding cultural acceptance of food to be served at
the workshops.

Participatory workshops were part of the collaborative design of the study. Dialogue between the research
team and the participants at the workshops allowed the team to collect direct feedback on the processes
involved. Members from the voluntary sector organisation, Asthma UK, also attended the workshops,
providing an opportunity for families who attended to opportunistically learn more about asthma and the
support available.

Several community-based organisations were actively involved in the recruitment or provision of key
informants. These included Clarendon Park Temple (where study participants and key informants were
recruited from); Bengali women'’s groups (where Bangladeshi women were recruited for the focus groups);
the Federation of Muslim organisations (aided with recruitment and provided several key informants); and
Leicester Central Mosque (provided a key informant). A number of other local community centres were
used for events and workshops as well as providing key informants.

Collaborative research engagement: the role of children

Children were involved in several aspects of the MIA study to enable us to effectively include their
perspectives. It is considered good practice to engage children in decisions about their own health;
however, parents are often invited to speak on behalf of their children. The age range of children included
in the MIA study was 5-12 years and can be considered young. Research has demonstrated, however,
that even young children can effectively respond to research participation.®” A variety of approaches were
utilised to encourage children to communicate with us, both in interviews and at the workshops. This
encouraged the bidirectional sharing of information and enhanced the relevance of the whole research
project. The children were actively involved in the workshops and contributed to the intervention design
through helping to prioritise specific research areas. Teenage ‘peer’ facilitators (aged 14-16 years) were
used to put the children at ease, to promote engagement between the research team and the children
and, therefore, to enable meaningful participation by the children at the workshops. Further information
regarding children’s involvement in the MIA study can be found in Chapter 4.

Recruitment

There were two avenues for recruitment in the MIA project: through the NHS or directly through the
community. NHS recruitment drew on primary care research networks (PCRNs) and comprehensive clinical
research networks (CLRNs) to recruit through pharmacies, GP surgeries, emergency primary care, and
hospital and community paediatric clinics using standard NHS ethics and recruitment procedures

(see Appendix 3). Community-based recruitment involved CFs who drew on methods such as snowballing,
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telephone and mail shots (for all recruitment methods see Appendix 3). The recruitment process used by
the CFs (and throughout the study) was a standard three-step approach (see Appendix 2). In addition to
through the CFs, the study was advertised using posters, flyers, and university and research websites. A
study website (Www.http://mia.ocbmedia.com) was designed to signpost individuals to study information
in English and translated into the main South Asian languages relevant to our study, available in both
written and audio formats to enable those with low literacy to still engage with the research project.

Ethical considerations

Ethical approval was gained through the local NHS ethics committee, university ethics and NHS research
and development (R&D) approval. National Research Ethics Service (NRES) procedures were used
throughout the study to minimise distress to participants and safeguard anonymity and confidentiality,
as well as providing a guarantee for a continued standard of care (see Appendix 2 for further details
regarding ethics and consent procedures).

Chapter summary
This chapter has given a brief overview of the research design, the methods used, the team structure

and the overall participatory approach. Individual chapters provide a more detailed description of the
methods as well as a breakdown of the resulting sample for each phase.
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Chapter 3 The community study: perceptions of
childhood asthma in South Asian communities
(phase 2)

I n line with recommendations to consider not only an individual’s attitudes and beliefs towards health but
also the influence of the environment and community relationships,® the first phase of the MIA project
focused on exploring lay understandings and perceptions of asthma and its management in South Asian
communities. This was regarded as an important contextual phase of the project, and was in accordance
with the socio-ecological model underpinning MIA. The attitudes, beliefs and health behaviours of parents/
carers and children living with asthma (and other health problems) do not exist in a social vacuum.? It is
argued that the social context of the wider family and community understandings and attitudes may have
a significant influence on parents and children living with asthma? and this broader context merits further
investigation if we wish to fully understand this setting. This phase was also regarded as an opportunity to
identify any general community concerns regarding barriers to meeting the needs of the community so
that they could be taken into consideration when developing the MIA asthma intervention planning
framework. This phase enabled the research team to take the first steps to engaging with South Asian
communities, an important starting point in participatory research (see Chapter 4). The focus group
participants were, thus, recruited not on the basis of having direct experience of living with a child with
asthma, but to gather data on the wider social meanings of childhood asthma within the communities
engaged in the study, and to gather general suggestions on improvements in the health system that
participants felt could contribute to improvements along the whole asthma management pathway.

This phase of the study was separated into two parts: focus groups representing the main South Asian
communities and individual interviews with ‘key informants’ considered to be individuals of influence
within their community. The ‘key informants’ were an important inclusion in this phase of the MIA project
as they were seen as potentially helpful in assisting the team to interpret and contextualise the community
understandings of asthma and its management emerging from the focus group data.

The aims of this phase of the study were therefore to understand lay perceptions of asthma and the
potential impact that cultural, religious and wider socioenvironmental factors have on a child with asthma.
In addition, this phase also provided an opportunity to engage with individuals who were invited and
encouraged to contribute to phase 4 of the study. This phase was therefore designed to take account, as
much as possible, of generational, sex and ethnoreligious differences within heterogeneous South Asian
communities. As a consequence, the recruitment process, described below, reflected this approach.

Sampling and recruitment

Purposive sampling was used to ensure that at least one community focus group and key informant
interview was carried out with participants from each of the main South Asian ethnic, religious and
linguistic groups: Indian Gujarati Hindu, Indian Gujarati Muslim, Indian Punjabi Sikh, Indian Punjabi Hindu,
Pakistani Muslim and Bangladeshi Muslim. We were also keen to recruit focus group participants from a
wide age range, recognising the potential significance of generational differences, and held focus groups
with both men and women (Table 7).

Community focus groups consisted of between 6 and 10 participants. In some cases, these were divided
by sex to take account of religious/cultural requirements. Key informants were interviewed individually.

Participants were recruited to the focus groups by CFs and members of the research team, using the
three-step approach described in Appendix 2. ldentification of key informants was predominantly carried
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TABLE 1 Inclusion and exclusion criteria for phase 2

Community focus groups Adults aged 18+ years None
South Asian descent

Key informant interviews Adults in a position of authority or influence within None
South Asian communities

out by direct recommendations from the community focus groups to identify persons of influence and
tasking each CF to identify key people within their respective communities. All participants in the
community focus groups and key informant interviews gave formal verbal or written consent

(see Appendix 2).

Methods

Facilitation of community focus groups

A pre-set interview/discussion schedule was devised by the research team (see Appendix 4), informed by
findings from the systematic evidence synthesis in phase 1 and consultation with the CFs, and the project
advisory group. Discussions took place in both English and the appropriate South Asian language. The CFs
were asked to convene eight focus groups: one Bengali female, one Bengali male, two Indian Gujarati,
two Indian Punjabi, one Pakistani female and one Pakistani male. The language of the focus group was
then a pragmatic choice based on the participants’ needs, for example both Pakistani groups were run in a
mixture of English and Urdu with the CFs translating when necessary, one Indian Gujarati group was
conducted in Guijarati, and the other Gujarati group was conducted predominantly in English. All
discussions were recorded; those taking place in English were directly transcribed and interviews that took
place in a South Asian language were translated into English by the CFs and subsequently transcribed.

Facilitation of key informant interviews

The key informant interviews used a semi-structured format with a question schedule informed by the
findings of the systematic review and input from external advisors and the advisory group (see

Appendix 4). Interviewees were offered their choice of language for the interview. The remaining
interviews were conducted by a member of the research team in English. All interviews were digitally
recorded, transcribed and translated where necessary. The data analysis utilised a framework based on the
principles of IM (see Chapter 1, Intervention mapping as a structured process for intervention design). The
themes from the data were extracted and transferred to standardised tables (charted) (see Appendix 5 for
an example of the tables) used for phases 2 and 3 in preparation for the development of the intervention
programme in phase 4. A narrative summary was also produced and is presented in this chapter.

Results
Participants
Seventy-five participants were recruited to the community study in total, of whom 63 participants attended

a total of eight focus groups (Table 2).

Community focus groups
As part of best practice, individuals were allowed to self-assign their ethnicity.
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TABLE 2 Demographics of the community focus groups used in phase 2 of the MIA project

Age range
18-34 35-54 >55 Did
Ethnicity Religions years years years not answer
1 Indian Punjabi Male, n=2 Sikh, n=6 0 3 3 0
Female, n=4
2 Indian Punjabi Male, n=4 Sikh, n=4 5 2 2 1

Female, n=6 Hindu, n=5

Did not
answer, n=0

3 Indian Guijarati Male, n=0 Hindu, n=7 1 4 3 0

Female, n=8 Muslim, n=1

4 Indian Guijarati Male, n=5 Hindu, n=5 0 4 1 0
Female, n=0

5 Pakistani Male, n=0 Muslim, n=6 1 2 1 2
(female group) Female, n=6

6 Pakistani Male, n=9 Muslim, n=9 1 4 2 2
(male group) Female, n=0

7 Bangladeshi Male, n=8 Muslim, n=8 2 6 0 0
(male group) Female, n=0

8 Bangladeshi Male, n=0 Muslim, n=11 4 4 2 1

female grou
( group) Female, n=11

Totals Eight groups 63 participants 14 29 14 6

Key informant demographics

Twelve key informants were interviewed, comprising seven men and five women. Examples of their roles
included religious leaders, community centre managers, community liaison officers, school-home liaison
officers and support workers (Table 3).

TABLE 3 Demographics of key informants involved in phase 2 of the MIA project

Ethnicity Sex Religion Age range (years)
British Asian, n=2 Male, n=7 Hindu, n=2 18-34,n=0

Indian, n=7 Female, n=5 Sikh, n=1 35-54, n=4
Bangladeshi, n=2 Jain, n=1 >55,n=2

Pakistani, n=1 Muslim, n=3 Did not answer, n=6

Did not answer, n=5
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THE COMMUNITY STUDY: PERCEPTIONS OF CHILDHOOD ASTHMA IN SOUTH ASIAN COMMUNITIES (PHASE 2)

Community focus groups: key themes

One of the aims of this phase was to inform the development of the interview schedules for the family
interviews as well as informing the development of the intervention planning framework and exemplar
intervention programme. The interviews, therefore, focused on organisational issues within the health
system as well as issues related to the community or families. Several key themes relevant to asthma

and its impact on families were identified from the focus group data and are discussed briefly below:
understandings of asthma; impact of having a child with asthma; expectations for a child with asthma;
influence of community attitudes; diet and asthma; using inhalers and other medicines; perceptions of the
NHS; and suggestions for interventions to help families.

Understandings of asthma

Public awareness is known to be a driver of optimal management, for example by encouraging early
recognition and intervention. By identifying community understanding of asthma, the language used to
describe it, the symptoms of asthma and what the management involves, an insight into the public
awareness of the condition can be gained.

Understandings of asthma were similar across all groups regardless of religion, culture or sex. A key area of
discussion included participants’ perceptions of the causes and symptoms of asthma.

Awareness of asthma symptoms

To identify the level of awareness of asthma in the community, participants were asked to discuss, very
generally, their thoughts about asthma. Participants reported that they were unsure of the symptoms of
asthma and that awareness of symptoms in the community was generally poor. The most commonly
identified symptoms mentioned by the participants were difficulty with breathing and ‘being wheezy'.

There are different symptoms that | think a lot of people are not aware of.
FG4, Indian Gujarati

From the breathing you can tell that someone is suffering from asthma yeah — cos they’ll get a tight
chest and they can feel their chest getting tight and then you know they struggle to breathe.
FG5, Pakistani female

I always thought asthma was when you can’t breathe properly. It's not really just that ... she has a
very heavy cough.
FG4, Indian Gujarati

Language used to describe asthma and their relevance: asthma versus wheeze

‘Medical’ language is known to be a barrier to optimal management due to its contribution to
communication difficulties between HCPs and patients/carers. Having knowledge of the presence of this
barrier should lead HCPs to establish ways of overcoming it and improving communication. The terms
‘wheeze' and ‘asthma’ are key terms used when communicating about asthma. The research team wished
to explore participants’ understanding of these terms, what they meant to participants and the level at
which they were used interchangeably.

Wheeziness is mostly related to asthma but | don’t think generally it's always asthmatic.
FG5, Pakistani female

I wouldn’t say wheeziness was like having asthma;, it could be due to chest infections . ..
FG2, Indian Punjabi

People have wheeziness if they have asthma, but some people are wheezy if their chest is weak.
FG1, Indian Punjabi
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Some participants felt that asthma was an intermittent periodic condition or was present only when the
individual had related symptoms, such as when the child was actually wheezing or having an acute
asthma attack.

Sometimes my younger son has it [asthma].
FG3, Indian Gujarati

If they’ve got a cold or bad cough or chesty cough they will get wheeziness and perhaps that instance
you can classify as asthma but they not asthmatic children.
FG5, Pakistani female

It’s not a constant thing like diabetes or heart trouble. Asthma is very periodic, your get it at
certain times.
FG5, Pakistani Muslim female

While standard medical definitions describe a wheeze as a whistling noise heard on breathing as a result
of narrowed airways in the lungs, many participants struggled to define ‘wheeze’ using various definitions,
with many relating wheezing to coughing.

It's a kind of cough you can hear in the chest. You know you have a bad cough and you are kind
of chesty.
FG4, Indian Gujarati 2

| would say if anyone has a chest problem they would be wheezy.
FG1, Indian Punjabi

When it's hard to breathe, the throat makes loud sound.
FG7, Bangladeshi male

There may be blockages in your arteries and you can’t breathe properly, infection swelling of that sort.
There is some form of difficulty in breathing.
FG2, Indian Punjabi

It means the child is coughing. When the child has very chesty cough.
FG3, Indian Gujarati

In summary, participants highlighted a difficulty with the language used when describing asthma as a
chronic illness and the medical terms commonly used to describe asthma symptoms.

Causes of asthma

Health professionals require a knowledge of the perceptions of an illness’s causes so that any myths or
misunderstandings can be addressed; this would help to improve early diagnosis, increase the likelihood of
the presentation of an individual suspected of asthma and disclosure of an illness within their community
and, in turn, improve adherence to asthma management strategies.

When asked about the causes of asthma, participants either responded that they did not know or referred
to either genetic/hereditary factors or factors relating to the weather and general environment.

| have no idea.
FG2, Indian Gujarati

Something to do with inheritance and a family history problem.
FG5, Bangladeshi female
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It may be a genetical [sic] illness.
FG6, Bangladeshi male

The weather here [in the UK] is misty, cold due to which asthma is more severe here.
FG7, Pakistani male

I think it's because of the damp weather here which ... and it’s also hereditary.
FG8, Pakistani female

Asthma begins from dust and dirty house.
FG6, Bangladeshi male

Pollution also has an effect on this.
FG3, Indian Punjabi

Asthma as a contagious condition

Diagnosis related to ‘breathing difficulty’ can include pneumonia and other communicable diseases.
Asthma, a condition that may present with breathing difficulty, may be wrongly aligned with such
communicable diseases. As a consequence, individuals may believe that the transmission of asthma is
similar to such illnesses as pneumonia and other communicable diseases. The research team wanted to
explore this potential link and possible misunderstanding. The views regarding the possibility that asthma
could be contagious were divergent but present among some of the participants and related to limited
knowledge and awareness about asthma in general.

By going close to the child or breathing close to that child you might catch it and you’ll be like them.
I don’t to what extent it's true but there are people who believe that this is a true fact.
FG3, Indian Punjabi

The fear is that my healthy child might catch this from the other child [with asthma].
FG5, Bangladeshi female

Other parents won’t want their children playing [with] him as they may fear that their children might
catch the condition.

FG3, Indian Punjabi
I'm not saying this but some parents might feel that if a child has asthma, their child might catch
that condition if their child keeps friendship with this child. There is fear amongst other parents in
the community.

FG3, Indian Punjabi

P1: Asthma is like bacteria, it spreads from person to person. If someone stays with one with asthma
they’ll get it.

P2: It's not true. It's not a plague that it’s going to spread.
P1: Sneezing spreads it.

P2: Asthma doesn’t spread. It's just gossip that it spreads one to other.
Excerpt from FG6, Bangladeshi male

P1: They should keep their children away from that child [one with asthma] as they need to protect
their children from catching the condition.
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P2: You can’t catch asthma like that, from one person to another . ..
P1: So it doesn’t happen like that?

P2: No, it's only people’s thinking. You might think that if one child has got it the others might catch
it, it doesn’t happen like that. We think like that but it's not true in fact.

P3: Yes, most of us think like that.
Excerpt from FG3, Indian Punjabi

This belief regarding the contagious nature of asthma was often related to a lack of knowledge about
asthma itself, and a misunderstanding of the causes.

Because of lack of knowledge about asthma in our community, people can think it can affect other
children as well ... most people think every disease is a viral disease.
FG7, Pakistani male

Back in Bangladesh people would try to stay away from anyone who has asthma. That's because our
elder didn't understand what asthma was . . . they thought it was a contagious illness. They didn’t go
near them thinking they would get it.

FG6, Bangladeshi male

The solution is with awareness, as | didn’t know the facts; | thought you could pass this condition from
person to person.
FG4, Indian Punjabi

There is a stigma attached that you don’t want to catch it from other children. This is because there is
lack of awareness.
FG3, Indian Punjabi

When they have a lack of knowledge in this topic so people think what it may be in a negative way.
And so they want to stay away from this and is afraid of it [asthma] and once they have understood
what this is then they don’t bothered [not afraid] of this.

FG5, Bangladeshi female

Differential understanding of the causes and triggers of asthma

From a medical view, the causes of asthma (multifactorial with genetic, immunological and environmental
elements) are distinct from asthma triggers which are amenable to modification and have an influence

on asthma control (exposures to triggers cause acute asthma symptoms but not the underlying asthma
itself). Identifying participants’ understanding of these two similar but distinct terms provides HCPs with
guidance on further barriers to optimal control and may guide professionals in developing educational
programmes and the key messages to include.

Some participants were able to draw distinctions between causes and triggers, while other

participants found it difficult to distinguish between them. Commonly mentioned triggers included diet,
UK weather (e.g. damp, cold and rain), other illnesses and environmental factors (e.g. dust and smoke);
this provided the team with guidance on triggers to be discussed in the interviews with family.

Some are affected by smoking because they would inhale the fumes or cleaning around the house,
inhaling the dust can affect as well.
FG1, Indian Gujarati
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A person realise themselves that certain food is not good for them. They cannot take things like
buttermilk, grapes or yoghurt. All these are cold food so it could set off asthma.
FG1, Indian Gujarati

Make sure she is wrapped her warm otherwise she will get her asthma.
FG2, Indian Gujarati

If people suffer with hay fever that will trigger your asthma.
FG8, Pakistani female

Summary of key points regarding understandings of asthma
Understandings of asthma were similar across all groups, regardless of religion, culture or sex. However,
differences between groups were noted when discussing perceptions of causes and symptoms of asthma.

® Many people were unsure of the symptoms of asthma, with symptom awareness within the community
generally poor.

Asthma was described as ‘difficulty in breathing’ or ‘wheezing’.

The definition of a ‘wheeze’ varied between participants and groups.

Participants indicated they thought asthma was an intermittent periodic condition.

Groups suggested that asthma was a contagious illness.

Causes and triggers of asthma were discussed and while some participants could differentiate between
causes and triggers, others found it more difficult.

® Triggers discussed included diet, the UK weather, illness and environmental factors.

Perceptions of the impact for a child living with asthma

Community members were asked to discuss the perceptions of members of the community towards a child
with asthma, their views on how the child may be treated and what issues they thought the child may
encounter related to school, physical activity, future employment and relationships (e.g. marriage).

Social impact

Participants in all focus groups expressed concerns that a child who has been given a diagnosis of asthma
would be socially isolated from their peers with consequential impacts on the child’s emotional and
psychological well-being. This finding, shared by all the focus groups, is of importance when considering
the integration of a child into the community and also public awareness of asthma to support this
integration. It was also an aspect of asthma that the research team needed to consider when interviewing
the families and, in particular, their children. Interventions tailored towards the well-being of a child with
asthma rather than the medical management of asthma are less common within the health system and
may require further consideration.

Parents of healthy children don't let their children play with the asthmatic child.
FG2, Indian Gujarati

You know people from our community, the elderly people, they used to say oh my god so and so’s
child has asthma. So they would say to keep the normal child away from that child [with asthma].
FG5, Bangladeshi female

| think community does isolate people having asthma.
FG7, Pakistani male

Yes they [friends] will leave them out.
FG5, Bangladeshi female
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He’ll keep himself away from everyone, that he has this condition and that he is not good enough like
everyone else.
FG3, Indian Punjabi

He will feel very isolated.
FG3, Indian Punjabi

[If you have a child with asthma] they may stop visiting you, they might give their children instructions
not to mix with the asthmatic child. Partners might tell their husbands or wives that don't let our child
play with that child. They may limit the time the children play together and might instruct their
partners to keep an eye on the playing children.

FG4, Indian Punjabi

It can affect the child psychologically. The thoughts of others being healthier than me can make one’s
life challenging.
FG7, Pakistani male

To some extent they might even face social isolation as they don’t or can’t participate in activities.
FG3, Indian Punjabi

Impact on schooling and education

Community members were asked to discuss how they thought a child might think about having asthma,
and what they thought their attitudes might be towards school and physical activity. Some participants
reported that children might find having asthma disruptive to their daily life.

Difficulty in concentrating if you are constantly having asthma attacks. Their attention span tends
to go.
FG2, Indian Gujarati

Impact on physical activity

Promotion of physical activity is a requirement for the well-being of all children and any barriers to this
should be addressed. People in all focus groups reported a perception either that children with asthma
would not be able to be as physically active as other children, or that parents or the child would feel that
they could not or should not be as active. A minority, however, dissented from this view.

We tell them not to run and get out of breath.
FG2, Indian Gujarati

They have very little physical exercise/activities, maybe they are not encouraged . .. Unintentionally
they are told that they shouldn’t do it, in case they get an asthma attack ... When we talk about their
well-being, their confidence might come into this, it’s not just physical aspect, and these children
might lose confidence.

FG4, Indian Punjabi

I'd like to say that with asthma — you can have a perfectly normally life even if have it, there is a
famous footballer, who plays for England, Paul Scholes, he has asthma and he is one of the best. [t
doesn’t matter, even if you have asthma you can do anything.

FG3, Indian Punjabi

Potential impact on future employment

All children with asthma need to transition through adolescence and into adulthood when they may seek
employment. Enabling individuals to have equal opportunities for employment is of increasing interest to
HCPs and has led to more partnerships between local authorities, employers and the health system.
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Community perspectives on the employment prospects for children with asthma are, therefore, of
importance. Community members were asked whether or not they thought that having a diagnosis

of asthma might affect future career prospects and whether or not they would have concerns about
employing a young person with asthma. Many participants expressed a view that a child might have
limited career options due to their asthma, often relating this to the practicalities of doing the job in
guestion (e.g. ability to climb stairs or be around dusty environments), though others disagreed. Potential
financial impacts for the employer were also raised as an issue.

I would think twice, as if, he was unwell then who will do his work, we’ll have to hire a replacement
worker — it may be too costly.
FG3, Indian Punjabi

The job? Well if the job is very hard or industry type and they have to have an active body, then
people will think twice before hiring. | would think what has he got and should I give him a job or
not, so | would think twice.

FG5, Bangladeshi female

He will need office-based work. In clean places ... He wouldn't be able compete in all jobs because
he has a problem, he need to try.
FG6, Bangladeshi male

They cannot do some activities ... when my husband arrived in UK during 1970s, he applied for a job
at [name of company] but he was told he could not do it ... because there was spray (fumes) in
the air.

FG1, Indian Gujarati

In my personal view | don’t think that there should be anything to be worried about. Support is
available, but there may be some families that may think whether she’ll face problems when she
grows up and has to work.

FG3, Indian Punjabi

I don’t think it stops you from doing anything [career options].
FG8, Pakistani female

Potential impact on social events

Attendance at social events was used as an indirect marker for stigmatisation or overprotectiveness of the
child. Limiting integration in the community and limiting interaction with peers can have consequences for
a child’s self-esteem and well-being. Working in partnership with families and understanding reasons

for their actions can lead to health professions providing improved support for children and families.
Participants reported that there might be practical problems that could affect the ability of a family to take
a child with asthma to social events. Concerns were raised about the potential suitability of foods that
might be available, how warmly dressed a child could be in ‘wedding’ clothing, or that people at such
events might be smoking (which might trigger asthma).

If ice cream is served at the wedding, should not eat it!
FG1, Indian Gujarati

With our Asian wedding we have different clothes; you have to wear garments this way that way.
They would think if we dress the child like this the child will catch cold or their asthma
may exacerbate.

FG5, Bangladeshi female
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You will naturally think that if you go there, it will be noisy, too much dust, it might be hot and you
might be worried that your child doesn’t have an asthma attack.
FG3, Indian Punjabi

Need to have an extra eye. Such as he does not do something which can cause asthma and interfere
with the family function.
FG7, Pakistani male

In family function some people might smoke so the child has to be away because it can badly affect
the child.
FG7, Pakistani male

Potential impact on the rest of the family

A child with asthma may live in a wide family setting with either siblings or within the extended family.
The ‘traditional’ health service approach is to focus on the individual child and parents with less of a focus
on the impact on the rest of the family or on the parents themselves. In this study, this issue is explored
more widely.

Participants were asked their views on the effect of being a parent of a child with asthma on wider family
relationships, relationships between the child and their partners and between the child and the extended
family. Participants raised a number of issues related to the family dynamics that need to be considered
when holistically managing a child with asthma.

| think he might feel slightly inferior to his siblings because his siblings because they can do the things
may be he can’t.
FG2, Indian Gujarati

In some families, yes it can affect ... In my family my mum had it, | didn‘t and then my daughter had
it. This creates arguments and hostile environment at home. Especially in the Punjabi families: they
blame it on the daughter-in-law, that because of you this problem has occurred in their house.

FG4, Indian Punjabi

Naturally parents are more alert about the child’s diet and take extra care of the child. They’ll give
extra attention to the child, pay attention to hygiene and cleanliness and prepare food separately. |
don’t think they’ll treat her any less but they will give more attention.

FG4, Indian Punjabi

It shouldn’t, but can have an effect. They may arque — it was because of your family [and vice versa],
blaming each other’s families. If parents don’t think like this then the grandparents think about
‘blaming’ that because of such and such in his/her family that it has happened to our grandchild.

FG3, Indian Punjabi

Potential impact on marriage

When supporting children for adulthood, it is important to consider not only employment prospects but
also future relationships such as marriage. Attitudes towards marriage prospects may be considered a
surrogate marker of stigma but also of public awareness of the condition.

Individuals in groups varied in their opinions with regard to the perceived impact that asthma would have
on a child’s future marriage prospects. Some individuals felt that there would not be any impact now in
the UK, while others felt strongly that there would definitely be a problem for girls in particular. This was
most pronounced in the Bangladeshi groups. The concerns related to a woman’s ability to manage a
household and look after her children if she had asthma, in addition to the risk of heritability of asthma.
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It would affect the marriage prospects as people will be concerned about the future of their marriage.
FG7, Pakistani male

When we arrange marriages, we are always worried that the groom’s side doesn’t get to find out that
your daughter has asthma.
FG4, Indian Punjabi

If we knew [our future daughter-in-law] had asthma, most likely the wedding wouldn’t happen.
FG6, Bangladeshi male

It would be difficult for her marriage, because her children would have asthma. It will carry on from
her that what people would think.
FG6, Bangladeshi male group

I know there will be an affect because if you want to get a son married one looks for a wife that is
good and healthy if they know that there is an illness then she will be disregarded ... One may think
that if they bring this daughter-in-law would she be able to bear children and what if the child inherits
this illness.

FG5, Bangladeshi female

I am sure if my son had this [asthma] then other people would not give their daughters to him.
FG5, Bangladeshi female

How we going to get marriage proposal for her, she got asthma, people won't marry her.
FG4, Indian Punjabi

[Another participant] thinks it’s harder to find a wife for him, but | don't think it matters.
FG4, Indian Punjabi

I was told to go and give up myself to a temple and not to ruin my life! [By marrying someone with
asthma.] I am happy; | have not ruined my life.
FG1, Indian Gujarati

I think it doesn’t so much as it used to, | think it’s changing.
FGS8, Pakistani female

Some participants felt that any potential impact on marriage was more pronounced for girls than for boys,
while others felt that impacts were equal in boys and girls.

[When discussing impact on marriage] It affects the girls more, it is better for boys.
FG6, Bangladeshi male

They don’t want anyone to find out, especially if they girls as it may have some implications when it
comes to marriage proposals.

FG4, Indian Punjabi

If a boy has it, that is accepted, but if a girl has it that generally isn’t accepted.
FG4, Indian Punjabi

[When asked if impact on marriage was different for girls and boys] No. That’s unbelievable.
FG2, Indian Gujarati
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Summary of key points regarding perceptions of the impact for a child living

with asthma

Community members were asked to discuss perceptions of the community towards a child with asthma
and share their views on how the child may be treated. Issues that were discussed included school,
physical activity, employment and social activities, as well as relationships.

® Children with asthma may be socially isolated from their peers, and this may have subsequent impacts
on the child’s emotional and psychological well-being.
Participants felt that having asthma may be disruptive to a child’s daily life and attendance at school.
Results suggested that participants thought that children with asthma would not be able to be as
physically active as other children, or that either parents or the child would feel that they could not, or
should not, be as active.

® Participants thought that, in the future, children with asthma would have limited career options due to
their asthma.

® Concerns were raised over the impact that asthma would have on marriage prospects. This was
particularly pronounced in relation to girls.

Expectations for a child with asthma

Asthma, health and normality

Interactions of children and support to reach their potential at school, at home and with peers and siblings
can depend on perceptions towards what is ‘possible for them to achieve’. Awareness of what people
living with asthma are able or expected to achieve will, therefore, potentially have an impact on the child
and the family.

While some participants expressed views that children with asthma are ‘'normal” and healthy, and thus
should be regarded in the same way as children without asthma, others disagreed. Health in a child was
perceived to be linked to being ‘normal’, that is to say being active and happy. Children with asthma were
perceived by participants as not healthy, having less energy and being less active and, therefore,

not ‘normal’.

She must be healthy, active and should be eating well.
FG7, Pakistani male

Not in our community, they won't be seen as normal.
FG3, Indian Punjabi

Compared with other ‘normal’ children they might be overweight.
FG4, Indian Punjabi

| think when children are playing and taking part in activities, they feel why can’t they run around and
do things like other children. That child feels inside themselves that there is something wrong with
her/him. She feels that she isn’t normal like other children.

FG4, Indian Punjabi

Perception of whether or not a child with asthma would be perceived as ‘normal’ was noted to be related
to community familiarity and levels of knowledge about asthma.

If they have awareness they’ll think he is normal but if there isn’t awareness then they'll think that
there is a problem.
FG3, Indian Punjabi
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We know people had it and you know they live perfectly normal life . .. it’s considered not being
normal because they [older generations] did not know anybody who had it. It’s not having the
knowledge that we [younger generations] all have.

FG2, Indian Gujarati

You got to maintain normality hundred per cent. Otherwise the child then know that | have got
something wrong with me and that is sort of last thing you want the child to feel that | am being
treated like this because there is something wrong with me. There is nothing wrong with you. No you
are normal.

FG2, Indian Gujarati
Summary of key points regarding expectations for a child with asthma

® Awareness of what people living with asthma are able to, or expected to, achieve may have an impact
on the child and the family.

® Children with asthma are perceived as not being healthy or ‘normal’, and as having less energy and
being less active than children without asthma.

Influences, attitudes, knowledge and beliefs

As mentioned earlier, perceptions of a community towards a child with asthma are a marker of awareness.
These perceptions and misunderstandings can affect an individual’s engagement with their management.
The team wanted to explore the community’s views on the effect that coming from one of the South
Asian groups chosen for this study might have on a child with asthma. This would support the BTS's view
that professionals should have heightened awareness to the needs of some vulnerable groups, such as
some ethnic minority groups, in addition to demonstrating a need for increased awareness among the
community itself.

When asked whether they thought that being Indian or Bangladeshi or Pakistani would influence, or make
a difference to, how the child living with asthma would be treated, participants in the Indian groups felt
strongly that negative traditional attitudes and beliefs which had persisted throughout the generations
existed in relation to health and illness generally.

If we could move time and don’t have these ill-feelings based on lack of knowledge, we could have
happier and fuller lives in our communities, it’s not just about asthma, there are a lot of views based
on misunderstandings.

FG4, Indian Punjabi
P1: Maybe in the older generations people used to think like that, it shouldn’t be like that nowadays.
P2: It shouldn’t be — but itis . ..

P3: We can never get rid of these things from our communities!
FG3, Indian Punjabi

There are people like that with more traditional views held dearly . .. | guess it would be about 10%
... But there are things that held traditionally.
FG2, Indian Gujarati

| also think that within the Asian community, probably not in our generation but the generation above

us has set ideas.
FG2, Indian Gujarati
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Several traditional but persisting attitudes present among the represented South Asian communities were
discussed, including a tradition of hiding illness within a family, an attitude of ‘fear of the unknown’,

not wanting to know about conditions that they are not directly affected by, and apportioning blame.
The Indian Punjabi groups expressed a cultural preference for families to keep the knowledge of an illness
private within a family. This was often related to future marriage prospects and was also raised in the
Bengali women's group.

P1: So we are not so open about things.

P2: No I don’t think we are. We hide things.
FG3, Indian Punjabi 1

P1: Families dont share the information with anyone, not even with their close friends. They want to
keep it in the family and don’t discuss it with anyone else.

P2: You can’t hide anything especially this illness. The family will know anyway.
FG4, Indian Punjabi

I think is very true in our communities, in our communities, it’s not that they don’t want to share
anything, they hide conditions such as these, they don’t want anyone to find out that their child is any
less that other children, or he is ill.

FG4, Indian Punjabi

Say your son has asthma in childhood and then it goes away when older then you have to tell the
other party the truth you cannot hide it away.

P1: There are many who would not declare this. They will hide this.

P10: Keeping it hidden will not matter because people will go and ask the neighbours and the
community . .. People talk behind healthy people and surely people will talk about someone who is ill.
FGb5, Bangladeshi female

Until something like this happens to us, our attitude is based on 40/50-year-old values and beliefs. We
don’t try and learn. If someone in the family or friends circle, have a condition, we tend to think of it
as it’s not our problem and try to ignore it. It becomes our problem when it happens to us directly.
Only then our attitudes change.

FG4, Indian Punjabi

In our Punjabi community, so it’s easy to blame the women, for example that she didn’t look after the
child, not feeding properly, or giving the child cold drinks etc. Instead of tackling the issue in the
family set-up, we look at soft targets.

FG4, Indian Punjabi

They may argue — it was because of your family (and vice versa), blaming each other’s families. If
parents don’t think like this then the grandparents think about ‘blaming’ that because of such and
such in his/her family that it has happened to our grandchild.

FG3, Indian Punjabi
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Summary of key points regarding influences, attitudes, knowledge and beliefs

about asthma

Perceptions and misunderstandings from the community can affect an individual’s engagement with their
management and prevent optimal asthma management.

® Participants reported that negative traditional attitudes and beliefs, which were carried between
generations, existed in relation to health and illness.

® [t was suggested that many families choose to hide a family illness, with a cultural preference for
families to keep the knowledge of an illness private within a family.

Diet and asthma

The most recent update of the BTS guideline 2012* makes reference to the importance of diet in relation
to asthma. However, evidence regarding specific diets acting as triggers for asthma is still very limited.

The research team wished to explore the communities’ perceptions of the link between asthma and diet in
order to provide further guidance as to whether or not further exploration was required when interviewing
the families.

The impact of a child’s diet on asthma was of great interest to members of the focus groups, who
discussed dietary restrictions in relation to both causes and treatments for asthma. Certain foods such as
dairy and cold foods [both physically cold and those believed to have ‘cold’ (‘thanda’ — not cold in the
English sense but in a sense based on ‘humoral’ classification) properties] were thought to be best avoided.
However, participants recognised that this itself could have negative consequences for the child, for
example in relation to the child being upset at being denied foods or being singled out as different from
other children.

I would not give him cold drink from the fridge because | know soon as he has cold food he will get a
cough and with the cough he will have the asthma.
FG5, Bangladeshi female

They cannot take things like buttermilk, grapes or yoghurt. All these are cold food so it could set
off asthma.
FG8, Pakistani female

Must stop them from eating wrong foods, sugary stuff.
FG3, Indian Punjabi

You sometimes have to shout at the child if they eat the wrong food.
FG5, Bangladeshi female

You have to be firm with them that you can’t take things out of the fridge and eat anything . .. things
like that. They [child with asthma] will not understand of course they would want to do things they
have been told not to.

FG5, Bangladeshi female

I would have to make sure | give my children suitable food and I'll have to explain to children why |
can’t give certain food types to asthmatic child, obviously, it's not good that | make the child cry but
I'll have to explain the situation carefully.

FG4, Indian Punjabi

Summary of key points regarding diet and asthma

The community members perceived a link that existed between asthma and diet, and suggested that
certain foods should be avoided to prevent asthma attacks.

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr02280 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

Using inhalers and other medicines

Asthma management involves a variety of treatments which can often cause confusion for the individual
affected by asthma. The research team did not expect participants or the wider community to have a great
amount of knowledge of individual treatments but still wished to explore what level of understanding
existed, as many children require treatment while outside their home and may in fact require the support
of peers or members of the community to make their treatment available to them. It was felt important,
therefore, to explore community awareness of treatments.

Many participants in all of the focus groups professed a lack of knowledge about the different medicines
for asthma. Even though some participants understood the need for a child to adhere to asthma
medication, others expressed concern regarding side effects related to inhalers and other asthma
medications, particularly steroids.

| have never used them therefore | don’t know.
FG7, Pakistani male

Taking steroids long term may cause certain problems possibly.
FG2, Indian Gujarati

Steroids and the side effects of taking steroids long term may cause certain problems possibly.
FG1, Indian Gujarati

The majority of participants did not perceive any problems with children using inhalers; however, there
were some concerns raised regarding the perception of inhalers and the visibility of using an inhaler,
despite some acknowledging inhalers as being a superior treatment to tablets or syrups.

It is sometimes awkward using them socially. People notice you using your inhalers. They would prefer
tablets which are not noticeable. Something soluble — you place it on your tongue and it melts . ..
FG3, Indian Punjabi

Inhaler is the best option as in asthma you need to breath and it helps the lungs without affecting any
other body parts. In medicine [tablets and syrups] will also go in blood stream and other parts of
the body.

FG7, Pakistani male

Inhaler is the quick action, for sudden attacks, inhalers is the best for the quick relief.
FG7, Pakistani male

In addition to the concerns regarding side effects of steroids, there were concerns related to a fear of the
child becoming addicted to inhalers or that the use of inhalers might further weaken the child.

If your doctors prescribes inhalers etc, they he/she may get addicted to using these medicines, like
these inhalers.
FG3, Indian Punjabi

| was told not to give him regularly | was told not to give inhaler too much. | was told he is gonna get
hooked on it | was told it's really bad that he is on inhalers.
FG8, Pakistani female

I've been told by Homeopath practitioner that by taking inhaler airways gets weaker when it was
given to my child. It was stopped by him unless he has severe attack, otherwise don’t take it.
FGS8, Pakistani female
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In actual fact you are ruining their health and not helping them. It [giving medicines] leads to
weakness in children.
FG3, Indian Punjabi

Summary of key points regarding asthma medication

®  Community members showed a lack of knowledge about the different medicines for asthma.
Concerns were raised by participants about the side effects of asthma medication, in particular
regarding the use of steroids.

® There were negative perceptions related to the visibility of carrying and using an inhaler, which may
prevent individuals from using their inhalers effectively.

Complementary therapies and religion

Complementary therapies are increasingly becoming an integral part of personal management strategies in
all communities, be it in relation to asthma or to any other illness. Health professionals, therefore, need to
be aware of the utilisation of these therapies and have an understanding of the reason behind their use.

In all focus groups, participants have stated that they would advise parents to seek traditional medical

help with asthma; however, alongside this they perceive that alternative remedies would be helpful in the
management of childhood asthma, with many expressing the view that they would recommend their use
to parents. Dietary supplements and/or restrictions were the most popular recommendations, followed by
the use of herbal remedies and homeopathy. Additionally, some participants mentioned taking advice from
religious leaders about asthma, while others stated that families would seek advice from family or
practitioners in the Indian subcontinent, in particular about potential complementary therapies.

There is another alternative: mushrooms. This clears glands and throat therefore it is easier to breath.
How would you eat this? Make bhaji, fried or anyway you like it. There is form of water in the
mushroom that clears it [asthma].

FG6, Bangladeshi male

I used to use home remedy: mix honey and ginger powder and give him before bed time.
FG8, Pakistani female

Dill seed, to warm them and she used to put on his chest and so it says that takes out all the cold out
and prevent asthma and things like that.
FG8, Pakistani female

They’ll try ayurvedic medicines . .. homeopathic medicines and do yoga.
FG3, Indian Punjabi group

Most parents go to their doctors and then speak with people who've had this condition or seek
alternative remedies. Some even go to places of worship and even black magic for curing the
condition. They would travel as far as India to get medicine/treatment.

FG3, Indian Punjabi group

There were mixed views in all groups about why they would recommend alternative therapies, with the
general approach adopted that there was a need to utilise all additional means to improve a child’s health
if there was no obvious harm related to those means. In general, participants expressed the view that, in
contrast with prescribed medicines for asthma, herbal remedies did not produce side effects.

Herbal remedies don’t give you side effects. | think that’s why sometimes people take them as they

give them wanted effects without giving them unwanted effects.
FG2, Indian Gujarati
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One is got stronger steroids in it and that can affect the health. | mean there is a lady works with me,
fifty five years old and she just found out from her optician because it’s [the inhaler] got strong
steroids and she takes it on reqular basis it's affected her eyes and now she got cataract.

FG8, Pakistani female

The Indian and Bangladeshi participants additionally raised seeking support and guidance from religious
leaders and religious ‘healers’.

Your condition has nothing to do with your religion but most people belonging a faith normally say,
it’s God'’s will and it was meant to be, or even think like a curse on that child or family, rather than
thinking, okay, we know it's with our child what we can do to move on.

FG4, Indian Punjabi

The priest might say to sacrifice a meal or something or do something once a week or on particular
day or at a particular time or giving something up likes that . .. | think a lot of people who are not
educated may well think that | go and do that as it would make my child better.

FG2, Indian Gujarati

| quess the traditional people listen to priest more than doctor. | think it does not apply to our
generation. We believe into science first before religion and go to doctor.
FG2, Indian Gujarati

Summary of key points regarding complementary therapies for asthma

Complementary therapies are increasingly becoming an important part of personal management
strategies, in relation to both asthma and other illnesses. Community members perceived that alternative
remedies would be helpful in the management of childhood asthma. These remedies included:

dietary supplements and/or restrictions;

advice and support from religious leaders and religious ‘healers’;
herbal remedies and homeopathy; and

advice from HCPs in the Indian subcontinent.

Community members perceived that complementary therapies would be used because they did not
produce the same concerning side effects as traditional asthma medications.

Perceptions of the NHS

For the NHS to be able to deliver a service to meet the needs of the people, it needs to hear their voices,
be reflective and work in partnership to develop services that meet their requirements. In order to
optimise management for children with asthma, understanding the organisational issues that need
addressing in the health system is of equal importance to addressing issues around knowledge,
understanding and beliefs of the individual or the community.

Participants were asked about the health service's contribution to supporting a child with asthma and who
they thought should be the lead professional for the child (GP or specialist). They were also asked to

share their views on HCPs' attitudes and service provision. Participants were also asked their views on
perceptions and attitudes of HCPs to children from Indian/Bangladeshi/Pakistani backgrounds compared
with other children. Additional discussions included the doctor’s ethnicity in relation to treatment and
service provision for the child.

Participants in the focus groups did not perceive that HCPs held prejudiced views of South Asian children
and families when treating them. However, where negative attitudes were experienced, it was often
reported that this was a reflection of that specific HCP and their attitude or approach to their patients,
and was not felt to be a result of prejudice from HCPs towards people of South Asian ethnicity per se.
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The doctor will try his best to treat his patient no matter who the doctor or the patient is.
FG3, Indian Punjabi

Once the doctor diagnoses [in this case one has asthma], he will treat equally no matter what the
ethnic background doctor has. The procedure might slightly vary but the treatment is same and leads
to the same cure.

FG7, Pakistani male

If the doctor is good he’ll treat everyone in the same way regardless of their colour or creed. And if
the doctor ‘isn't good’ regardless whether he is black or white will not treat his patients in the
appropriate way.

FG4, Indian Punjabi

Participants were also asked to discuss where they thought parents would go to access care or treatment,
and to discuss their own experiences of accessing health care and the services provided. Participants
reported various difficulties in accessing services and gaining the ‘right’ treatments. These included
attitudes of individual professionals, GP opening hours, waiting times and language barriers.

Being who we are people don't see us like the others. For example if you go to the doctors and you
don't speak English they may need to get an interpreter, which is a big hassle for them so the doctors
Just prescribe a medicine.

FG6, Bangladeshi male

We don’t get the right services because we don’t speak English, therefore we can’t ask for it.
FG6, Bangladeshi male

Sometimes you see the child has had an attack late at night but they would say you have to wait till
eight in the morning until the doctor’s surgery is open.
FG5, Bangladeshi female

When | phone the GP for appointments then never answer and they do then there is no
appointments. When | go to the surgery to make an appointment, they pay no attention to me the
receptionists keep chatting amongst themselves.

FG6, Bangladeshi male

One area | was in, | found very helpful. As soon as you said you got asthma they let in straight away.
Whereas now | find if | say | got asthma they say oh we are not treating you and you got to book in to
come and see them. | got asthma and | am trying seeing someone and before it gets bad. | am trying
to prevent it but you cannot do that, there is a stop. You know, it’s like you are stopped before
you start.

FG3, Indian Punjabi

In the old days we did not have cars or telephones. We do have facilities now but if we need the help
of the doctors for these children, they do not come for home visits anymore. At one time if we rang
doctors used to visit at home, they do not do home visits anymore. We have to take the sick child by
taxi to see the doctors. They should visit home for the children.

FG3, Indian Punjabi

Pakistani women in focus group 8 reported that there was still a cultural attitude among their community
not to question doctors, and a tendency to be too frightened to ask questions to health professionals,
suggesting that receiving further information from doctors or requesting additional appointments may be
harder for some people in this community.
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Specific issues were raised in relation to how asthma was diagnosed in children. Some participants
reported that they thought that there was a lack of tests available, or provided, to help with
diagnosing asthma.

When we ask the doctors what is wrong so they have to tell you something, half the time you don’t
actually have the condition but the doctors just tell you it’s asthma just to give you a ‘condition’.
FG3, Indian Punjabi

When my son gets a cold the doctor prescribes inhaler for it, it’s not asthma.
FG6, Bangladeshi male

Sometimes doctors don’t diagnose it properly, even if they have cold they give them pumps straight
away with steroids.
FG3, Indian Punjabi

I mean last week doctor prescribed the medicine over the phone without seeing my daughter. So
there got be fair amount of guess work there. No checks or anything!
FG2, Indian Gujarati

When we take him to the doctor [GP] they would give him inhaler or give him cough medicine. They
[GP] will not say to send him to the hospital and get him checked properly. He [GP] would not send
him for any of this [investigation].

FG5, Bangladeshi female

Sometimes you will find that the doctor will not do anything about it or examine with anything he will
Just say go and give an inhaler.
FG5, Bangladeshi female

Some issues around cultural competence were raised, especially in relation to the role of the extended
family in South Asian families.

When they are non-Asians [doctors] they don’t have the knowledge of the communities, their
limitations etc.
FG5, Bangladeshi female

In general, however, participants in all groups felt that there was not a community preference for having a
South Asian doctor. The technical skills, cultural competence, communication skills and accessibility of
doctors were more important characteristics than ethnicity per se.

Please make a note that we don't especially want Asian health care professionals assigned to us every
time we go to the hospital.
FG3, Indian Punjabi

They must take it out of their systems that we want south Asians, we just want good professionals.
FG4, Indian Punjabi

Our doctors sometimes ignore you. | feel the white doctors care for you more. Our doctors are a bit
proud of themselves. Some young doctors think really too big of themselves, just because they have
qualified they think they are above everyone else.

FG3, Indian Punjabi
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Indian doctors assume that their patients know nothing. They think you are idiots, they are going to
prescribe medicine for you and they think they don’t need to explain anything to you.
FG4, Indian Punjabi

He was Indian [a GP], we are Indian but he didn‘t know how to talk to his patients. His attitude used
to let us down and we used to think we'd rather not have medicine from him if we have to deal
with him.

FG4, Indian Punjabi

Many places it seem they [Asian doctors] are afraid to touch the patients in case they get the illness,
they may have a problem, they don’t like to do their job but the white doctor does it properly.
FG6, Bangladeshi male

Whites see the child, they are happy to see them, when Indian doctor see them they seem to get fed
up and you feel annoyed and you feel worse than before.
FG6, Bangladeshi male

Whites help you, Indians don't.
FG6, Bangladeshi male

My friends and family they all moan about the doctor’s receptionists and I’'m sorry to say they are the
usually the Asian ones.
FGS8, Pakistani female

Summary of key points regarding perceptions of the NHS

® Participants discussed their perceptions of the NHS and how they felt that the NHS contributed to the
support of a child with asthma, through both the structure of the NHS and the personnel available.
Community members did not feel that HCPs held prejudice towards people of South Asian ethnicity,
and they did not report specifically wanting South Asian doctors to treat them.

® Participants reported experiencing difficulty accessing services and getting the ‘right’ treatments. This
was a result of several factors:

OGP opening hours
O waiting times
O language barriers.

® Participants reported that some people are too frightened to ask questions of the HCPs and, as a
result, getting further appointments or additional information may be harder for these people.

Accessing services and quality of services

Access to service and quality of services was a generic issue which was raised in all the focus groups, both
in relation to asthma and more generally. Within the NHS, there is a tendency to assert that patients do
not always use services ‘correctly’. For example, the number of attendances to the ED for South Asian
children with asthma was higher than for those from other ethnicities,?® and this needs to be explained.
Recognising how services can meet the needs of the individuals more effectively requires an insight into
the barriers they are experiencing, in terms of an awareness either of what is available or of when to seek
particular forms of medical advice. Even in the presence of such knowledge, additional problems with
accessing appropriate care may exist.

Participants were asked where they thought that parents would go for treatment for their child with

asthma, how they would access this care and service, and to discuss their own experiences of the NHS.
Participants reported ‘annoyance’ at delays in treatment and at not being referred to specialists in a timely
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manner. These were noted as general perceptions of the healthcare system, and not just limited to
experiences relating to asthma management. Participants felt that once asthma had been diagnosed it was
very difficult to get a follow-up appointment with the GP, with specialist asthma clinics not regular enough
to be able to be utilised effectively.

In the end I insisted | wanted to see a specialist . .. | had to push it twice before | got that far.
FG4, Indian Gujarati

They never give the appointments quick enough.
FG3, Indian Gujarati

Yes just once a year you get to see her. | needed to see her recently but was told | have to wait till
November as | had [asthma] review in November. Otherwise | should see the GP. None of the doctors
were available, that is very stupid.

FG3, Indian Gujarati

Participants also reported that while trying to make appointments with their GP or another specialist, they
were often prevented from doing so in a timely manner, with the provision of available services lacking
and unacceptable.

| got asthma and | am trying seeing someone and before it gets bad | am trying to prevent it but you
cannot do that, there is a stop. You know, it's like you are stopped before you start.
FG3, Indian Gujarati

The issue of accessing care and the quality of care provided is discussed in further detail in Chapter 4.

Summary of key points regarding access to care and quality of services

Community members discussed, if they had a child with asthma, where they would go for treatment, how
they would access this care and service, and also their own experiences of the NHS. Key themes that were
extracted from the data included:

® ‘annoyance’ at delays in treatment
® not being referred to specialists in a timely manner
e difficulty with getting follow-up appointments.

Suggestions for interventions to improve asthma management

Many participants felt that delays in accessing health care were a major issue for families of a child with
asthma. Most suggested that families needed to have faster access to doctors during acute attacks,
either at the general practice or at the ED.

| think if you take time from a specialist you get your turn after like six months or something, maybe
this can be improved if you can get an appointment for the specialist quickly, like lesser duration time.
FG8, Pakistan woman

| think maximum should be one month. | got an appointment for my son it was not for asthma, but |
went in March and | got an appointment for August — that was almost five months.
FGS8, Pakistani woman

The importance of having access to good-quality information about asthma was emphasised by all
participants. Participants reported that such information should be available for parents and children, and
many participants felt that it should be available for wider community members, with the exception of one
Indian Punjabi group who felt that people were already bombarded with too much information and
therefore felt it would be best to focus on the families of children with asthma.
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More workshops sessions should be conducted to make people aware.
FG7, Pakistani male

Leaflets should be provided in different languages and distributed to people in our community.
FG7, Pakistani male

There is need for more information on asthma and the effect it has on the families.
FG6, Bangladeshi male

I think the doctor should give some training to the parents . .. they need to educate the parents.
FG5, Bangladeshi female

Key informant data

Key informant data suggest the importance of several key themes, most of which reinforce the findings
from the community focus groups.

Understanding asthma

Key informants frequently discussed environmental factors as ‘causing’ asthma, with 4 of the 12
interviewees providing a view that overcrowding, worsened by large and extended families within South
Asian communities, was responsible. A minority of informants perceived parental knowledge of asthma or
misconceptions regarding asthma as a barrier to the effective management of childhood asthma in South
Asian families.

I think it’s a lack, | think, of knowledge, I think.
KO081

I know there’s a quite high percentage of asthma affecting kids within our community. But | think
it’s seasonal.
KI078

| think when it's like minorities sometimes what the child needs in the diets, the Asian diets are
completely different.
K078

Potential impact on marriage
Key informants supported the view related to the impact on marriage prospects for children with asthma
and suggested that this impact would be more significant for girls than boys.

When | talk about this, I'm talking about the girls . .. So, if your child, if a girl had asthma, and it
depends how severe her asthma is, if we look at the severe cases and they do talk about it, that might
be a problem [for marriage].

KI079

Activity levels for the child with asthma

The community focus group participants reported that children with asthma would have reduced activity
compared with children without asthma and noted that this may be due to exercise-induced asthma
symptoms limiting their activity or an expectation that a child with asthma should not participate in
physical activity. Six key informants expanded on this concept and reported that South Asian parents were
more likely to restrict activities when compared with White families, regardless of asthma. They described
South Asian parents as being more anxious and protective over children in many regards.
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Using inhalers and other medicines

Key informants were asked how they thought one’s cultural background would affect the way they
thought about asthma or whether or not it would create problems. Two key informants felt that inhalers
were unpopular within South Asian communities due to the visibility of inhalers and their being an obvious
sign that one has asthma. This reflects the focus group data.

There is that sense of embarrassment. | think there’s quite a bit of that in the Asian community.
K078

Complementary therapies
Most key informants reported that families should seek advice from HCPs but they also felt that, in
addition, families would advocate herbal remedies, homeopathic remedies or yoga.

A lot of people you see, they turn to homeopathic treatments because, from background thought
from back home, whether you’re Bangladeshi, Indian or Pakistani, you know, sometimes you go I've
tried all this and it’s not worked, let me try this [homeopathic treatment].

KI078

Concealing asthma

Two key informants suggested that the fear of getting asthma management wrong (in comparison with
community norms or medical models) or being regarded as a "bad’ parent by their social peers encouraged
families to conceal the presence of asthma within the family. Several key informants felt parents did not
inform schools of asthma due to families being embarrassed by their child’s diagnosis.

But a couple of families that do have [children with] asthma but, you know, they don’t come forward
[and inform].
Key informant

Community perceptions of NHS management

The focus group with Pakistani women suggested that there was still an attitude among their community

not to question doctors in addition to being too frightened to ask questions to health professionals.

This suggestion was confirmed by five key informants. Specific language needs were also raised by six key
informants as particular problems for families in understanding health conditions and in accessing services.

That doesn’t happen because of the language problems, whether there are no lanquage leaflets in
those ... and even if there are leaflets, whether the parents have seen them, understood them,
whether the right terminology has been used for them to understand, it's a huge problem you know,
it's a huge huge area that needs to be looked at in a way.

KI084

Communication is the main thing at the moment. And to breach that area, you know, first, and then
it'd be much easier for the parents to understand one thing or the other.
KI078

Communication skills were highlighted as a vital area that can be very challenging, with key informants
acknowledging the difficulties that language barriers can raise for both professionals and patients.

If you can’t talk to your doctor properly, they can’t communicate with the patient they get a little bit
agitated or you could say frustrated and that sometimes shows up in their, the way they are dealing
with a case.

KI085
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Key informants also felt that a patient’s communication skills could impact on how professionals perceive,
frighten and disempower a patient by not listening to them. They also felt that professionals’ overall
communication skills could be improved through the use of simple and clear explanations.

| feel that they are vulnerable [Bangladeshi mothers]. | think, professionals know that they are a
weak community and . . . if they’re not literate in their own language, let alone English, they're in a
no-win situation.

K079

That’s another issue, the plain English. You know, people think that if you speak Queen’s English or
difficult English that shows how educated you are, but the most difficult job is to speak in simple
language. The message should be conveyed. That's your quality. What's the point if you're talking and
nobody understands what you talk, rubbish!

KI088

Three key informants reported that South Asian families may not feel that they can speak up regarding
poor-quality services due to the fear of any resulting consequences or as a result of embarrassment.

If there are individuals who cannot speak the language, or have limited knowledge of English
language tend not to complain if they do not get appropriate treatment. The reason they do not
complain, in some cases, in fact | spoke to an elderly lady and you would not believe what she said to
me but it may sounds ridiculous to you and me but, to her, it as a real fear. She said to me, son, you
don’t understand. If | were to complain of the treatment that I'm getting in hospital, which is not very
good, the nurse may just give me the wrong injection and kill me off.

KIO81

Sometimes if Hindus go to the hospital and if they are not given good care or attention, sometimes
people don’t ask questions maybe because they are embarrassed or something.
KI083

Key informants identified a number of problems with the NHS organisational structure, particularly the
difficulties of getting and duration of appointments, overstretched or a shortage of NHS staff and
disorganised follow-up arrangements.

If they do attempt to go to the doctors, and they get that barrier there: you can’t have an
appointment, it's busy.
K079

The GP sometimes is closed and is going to be many hours before you can actually see a doctor,
sometimes; it is not easy to get an appointment to see the doctor.
KI085

The [GPs] don't listen. You know, you might be saying: ‘oh, come on, come to the point, what's
wrong with you? Yeah okay this is what you do’ before they give you the time of day and, as |
understand now, people are coming back and saying it has gotten worse because there’s an overload
of, like, patients in surgeries so they’re not getting the service that they should be.

KI079

Key informants reported that dissatisfaction with health services was largely, but not exclusively, directed

towards GPs, as opposed to other NHS services and professionals. Receptionists were also perceived to be
a barrier to good-quality care.
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| find that nurses do try and be helpful, they do want to help the parents, um, they find GPs very hard
but, um, they find that nurses open more doors for them, that they talk on behalf of them, they
help them.

K079

Sometimes receptionist . . . they really upset people before they even go to doctor. So, starting from
receptionist to, you know, they go to doctors, attitude is very, very important.
KI088

Accessing services and quality of services
Particular concerns were raised by key informants around how the diagnosis of asthma is made, with two

key informants reporting a perception that GPs are not undertaking sufficient tests and are ‘jumping
to conclusions’.

You go and the GP will say, ‘okay, yes, | know and I'll write out a prescription’ without even
checking you.

K084

They don’t assess you.
Kl084

Professionals’ attitudes were perceived to impact on quality of care. Two key informants reported
ethnicity-based prejudice experienced by South Asian families with negative attitudes felt to be present
in South Asian professionals in comparison with White British professionals. As a consequence, some
South Asians preferred to see White British professionals.

There is no attention being given, only one person, no more questions, the sort of attitude nowadays
doctor give it to the patients. What's next? What do you mean? They don’t want questions. One
person, second person, come next time.

K086

The way they treat, their attitude; one doctor can make you almost cry where the other doctor can
make you feel assured.

KIO85

[When asked if professionals might treat an Asian child differently from a White child] From my
experience of living in this country, | cannot say no ... | don’t want to call doctors racists and this and
that, but | feel it depends on the kind of background you [the doctor] personally come from . ..
unfortunately some doctors are different from others.

KIO85

Three key informants related the problems with quality of care in the NHS to financial restrictions or
waiting lists. Others suggested that a less detailed assessment was likely in a ‘free’ service compared with
one for which patients were paying directly. As a consequence, some families preferred to travel overseas
to pay for medical assessments and treatments to receive what they perceived as a superior assessment in
a timely manner.

Some people may think that it is the result of the waiting list and that they’re not treating their
asthmatic child enough. So there’s also this factor, they may go across to India or another part of the
world to get treatment.

Kl081
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Like people may feel that the doctor is not giving me the correct medication, they are not responding,
let’s go to another part of the world, maybe because it’s free in this country so they’re not taken as

much care, let’s go to India, pay and get it done.
KIO81

Preferences for which HCP families would feel most comfortable with and in which locations families
would prefer to be treated were also discussed. One key informant felt that female doctors would be
taken less seriously than male doctors as a result of the cultural perception of males and females in society.
Another key informant felt that families would prefer to see doctors rather than nurses, with another
highlighting the desire to be seen quickly as a driver for attendance at ED.

When an individual of that nature goes to see a doctor, and say it was a female doctor, | think there
may be slight difference as to how they take advice as it would be if it were a male doctor. Not
because one is superior to the other, it's just that they may have come from that background where

the man is the dominant factor in society and so a woman is not regarded in the same level.
KI081

If anything happens to my child, he obviously can’t breathe and this and that and it will come to
asthma, taken straight away they go to A&E [accident and emergency] because they feel comfortable

that at least someone is there to look after my child.
K086

One key informant raised the issue of the difference between NHS services and herbalist services,
perceiving that herbalists considered aspects of health not considered by doctors, such as diet.

Okay, if you go to herbalist, they will tell you want you can eat, what you can’t eat. Yet, doctor never
tells you what to eat. Back home, doctor used to tell us what you eat, what you don't eat for this

condition, but here doctor never tells you.
KIO88

Others felt that having an understanding of how South Asian communities function and are structured
was important in managing South Asian children with asthma.

There’s the medical profession, nursing staff, doctors etc. They need to know the differences in

communities, how different communities operate.
KI081

Key informants also discussed how best to address knowledge gaps and effect change within South Asian
communities and the NHS by highlighting the importance of grassroots participation and the benefits of
partnership in promoting and improving services. The impact of literacy on health promotion efforts was
also recognised.

The top level and the grass root level needs to mix. | find that the top level and the bottom level, the

gap in communication, it’s massive.
K078

There should be some sort of input from community and the doctor’s forum in relation to how the
public sees doctors, etc. And | think there is still a detach between provider and the client and | think

that is to be reached somehow.
KI081
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[When discussing how to reach out to communities and effect change] Other way of doing it also is to
show partnership working. I've seen the benefit of partnership working ... we need to sort of tap into
more joined up working. Let’s move away from the person who sits in the ivory tower and says this is
what | think is best for the community. Do this in consultation with the community, may be one
way forward.

KIO81

Discussion

Variations in the meaning of the words ‘wheeze’ and ‘asthma’ were common findings in phase 2. This was
a result consistent with the findings from the systematic evidence synthesis (see Appendix 7) and has also
been noted in relation to other minority ethnic groups.’® Houle et al.'*® reported that the understanding
and definition of the term ‘wheeze’ in African American children and carers could often be very different
to the way the term was used by HCPs. Differing understandings of terminology, particularly where
language barriers are also present, have been suggested to affect the rates of diagnosis for asthma. While
Claudio et al.'* demonstrated that the rate of underdiagnosis in English-speaking and Spanish-speaking
Latino families in the USA were the same, Mosnaim et al.’*® found that, among Hispanic children
classified as ‘at risk’ of asthma based on symptom questionnaires, only 36% of children with
Spanish-speaking parents had been given a diagnosis of asthma compared with 55% of children with
English-speaking parents. Previous studies, together with the findings from this phase, informed phase 3
of the MIA project. This resulted in communication — with particular focus on language barriers — being
included as specific prompts for both parents and HCPs in phase 3.

In addition to variations in the meaning of terminology related to asthma, the data from the community
focus groups highlight a range of beliefs on the causes of asthma, the transmission or heritability of
asthma, the episodic nature of the illness, and the impact of medication. These findings highlight that
community understandings often contrast with biomedical definitions. Similar findings have been identified
in the Netherlands™' and the USA."*

Both community members and key informants held strong beliefs of benefits of alternative remedies and
treatments, reporting that they would advise parents to use them. Complementary medicine is widely
practised in South Asian countries, with evidence suggesting that 9% of Pakistani parents visit a Hakim
(traditional practitioner) and 11% visit a homeopath for treatment of childhood asthma, in conjunction
with visiting a doctor.™?® Additional studies showed that 65% of Indian parents sought treatment outside
hospital for asthma,’** with 79% of Indian parents using alternative therapies to manage their child’s
asthma, including Ayurvedic treatments, homeopathy and yoga.'** Despite evidence that suggests possible
harm as a result of some treatments,'*'*” complementary therapies were perceived among focus group
participants as having no side effects or risks and were therefore promoted on the principle that they
cannot hurt even if they do not help.

A Cochrane review of the efficacy and safety of herbal remedies for chronic asthma in children and
adults'® identified 27 eligible studies. For primary outcomes (exacerbations, steroids use and lung function
measurements), two out of six studies noted benefits. There were very little data available on the
frequency of exacerbations, with the one study reporting this data noting negative findings. As study
quality was often poor with considerable variation in the remedies studied and the outcomes measured,
no overall conclusion could be drawn.

Similarly, a Cochrane review assessing the efficacy of breathing exercises for adults and children with
asthma'* identified seven eligible studies. Two studies demonstrated significant reductions in
bronchodilator use; three studies showed reductions in acute exacerbations and two studies showed
significant improvements in quality of life measures. As before, while acknowledging that the results were
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encouraging, no overall conclusions could be drawn due to variations in the treatments used and
outcomes measured.

Dietary modification was the most popular complementary therapy suggested. Research has previously
identified beliefs that bananas, cold milk and ice cream should be avoided by asthma sufferers among
Bangladeshi mothers,'* along with frustration that UK doctors do not discuss dietary restrictions as part of
management. Similar beliefs regarding foods were found among Pakistani parents where certain types of
rice, oil-rich foods and drinks were cited as asthma triggers by 89% of respondents.'* Sixty-eight per cent
of Southern Indian parents reported cool drinks, iced water and ice creams as triggers for asthma, ™’

with parents from Northern India frequently mentioning food items as triggers.'* Beliefs regarding the
role of foods in asthma are not limited to parents; 40% of general physicians in Delhi, India, believed

that drinking milk increased mucus production in asthmatic children,' with the same GPs believing that
children with asthma should not eat bananas, chilled food, dairy products or sour food and should also not
drink chilled liguids."* These beliefs were closely correlated to the length of time in practice, with more
experienced (or older) GPs more likely to hold these beliefs than newer GPs. With the ease of international
travel and communication, this raises the possibility of a continued influence of overseas practitioners on
the management of children in the UK."* As a result of these findings, specific questions regarding diet,
complementary therapies and advice-seeking from overseas were included in the parental question
schedules used in the family study.

Results from the community study highlighted that the social impacts of asthma are, potentially,
considerable. While the majority of participants did not report overt prejudice from the community towards
families of a child with asthma, there were many indicators of potential impacts on children from wider
social attitudes, such as marriage prospects, particularly for girls, limited future employment opportunities
for boys and girls and reduced expectations regarding the type and levels of activity to which children
could or should engage in. This suggests that there may well be stigma attached to asthma in some
sections of some South Asian communities. Some of this potential stigma appears to relate to the fear of
contagion, which would have a direct influence on social interactions for the child with asthma and
thoughts on heritability of asthma.

Beliefs regarding the possible contagious nature of asthma have been previously noted. A sample of
Bangladeshi mothers reported that ‘other’ people viewed asthma as contagious, but that they themselves
did not."™° Studies in Pakistan'** and India'**'*' revealed that between 26% and 37% of parents believed
asthma to be contagious. These beliefs may, therefore, be consistent across South Asian cultures in both
South Asia and the UK, possibly perpetuated by international travel and communication. This is, therefore,
an important belief that needs further exploration in the UK, as persistent beliefs in the contagious

nature of asthma are likely to impact on community and parental expectations and management for a
child with asthma and their integration into the community. Following discussion with the CFs, we also
can hypothesise that the concern about 'being able to catch’ asthma may stem from the more frequent
diagnosis of chest problems such as pneumonia or tuberculosis rather than asthma.

The impacts of childhood asthma are not limited to the child, with noted impacts on the family including
apportioning of blame for having caused the asthma. This issue was discussed in greater depth by several
key informants, who suggested that the fear of being blamed by relations, friends or HCPs may be
preventing parents from publicly admitting that their child has asthma and from seeking help and
effectively managing their child’s asthma.

Poor provision of care and a lack of organisation within the NHS for asthma management were factors
raised both by the community focus groups and by key informants. Problems surrounding appointments
and the availability of GPs was also highlighted and seen as a key barrier to optimal asthma management
by participants.
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The discussion of organisational structures and the quality of care received from HCPs in the community
study highlights that it is not just individual attitudinal factors or community knowledge deficits that are
barriers to optimal asthma management. Indeed, there are factors external to the immediate control of the
individual or family that interact with family knowledge and attitudes to influence management behaviour
and service use. This is explored in more detail in Chapter 4, which discusses the experiences of families
with a child who has asthma.

Conclusion

In line with the socio-ecological theory underpinning the MIA project, the community study identified
broader social perceptions of asthma and its management in families. The focus group discussions
suggested that, in many cases, lay understandings of asthma contrast with medical definitions of causes,
triggers, symptoms, treatment and outcomes. This suggests a need for better public information about
asthma within these communities to raise awareness of asthma. Such an educational project would
improve recognition of symptoms of asthma, dispel myths of contagion and potentially reduce some of
the stigmatising impact of an asthma diagnosis for children. This part of the MIA study highlights that
community perceptions must be considered and addressed in any multifaceted intervention programme
aimed at enhancing the management of childhood asthma, as broader cultural norms and attitudes are
likely to impact on parents and children. It also suggests that involving community members in developing
such an intervention provides a means of increasing community knowledge of asthma. The findings from
this phase of the study also clearly highlight that both issues relating to community knowledge of, and
attitudes to, asthma and problems pertaining to current service provision need to be addressed in
developing an intervention programme.

How did phase 2 relate to subsequent phases of the Management and

Interventions for Asthma project?

The data collected from the focus groups and key informant interviews directly informed the interview/
discussion schedules for the family and healthcare providers in the family study. For example, evidence
from the systematic review (see Appendix 1) identified that findings from India and Pakistan indicated the
existence of stigma associated with asthma. The community study demonstrated that stigmatisation is also
present in the UK, even if it is not overtly recognised as such, with the views of extended families likely
to be of key importance in asthma management. While there was a suggestion among all groups that
negative attitudes were receding, there remains a need to consider stigma, particularly for young girls,
and how this might influence family management of asthma. Consequently, this topic was included as a
specific prompt for interviews in the family study.

In developing the intervention described in Chapter 5, data from the focus groups and key informant
interviews were reviewed to identify community and organisational behaviours and determinants within
the IM framework. These data additionally contributed to the discussion of the impact of service
organisation. Participants from the community study were invited to collaborate with the team in designing
the intervention, with many of these participants taking part in subsequent parts of the project, which
consequently added an important community perspective to the intervention development.

Phase 2 of the MIA project also demonstrated that engaging South Asian participants from a range of
cultural, religious and linguistic backgrounds was possible. The utilisation of CFs ensured successful
recruitment and full participation, with the phase 2 participants being an essential part of the research
process. They assisted in recruitment for the study by suggesting additional recruitment avenues or by
inviting friends and colleagues to join the study, an example of community engagement, mobilisation
and participation.
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THE COMMUNITY STUDY: PERCEPTIONS OF CHILDHOOD ASTHMA IN SOUTH ASIAN COMMUNITIES (PHASE 2)

This chapter has discussed the findings from the qualitative data in the community study of the MIA
project via the examination of community members’ and key informants’ perceptions, thoughts and
experiences regarding asthma and children in the South Asian community, and their experiences
of accessing health care and services. The following chapter will examine the perceptions, thoughts
and beliefs of families within the South Asian community who have children living with asthma.
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Chapter 4 The management of childhood
asthma: the perceptions of families and
healthcare professionals (phase 3)

hase 3 of the study had two broad aims: to explore perceptions of asthma among South Asian families

and a smaller, comparative group of White British families [protocol amendment approved by the
National Institute for Health Research (NIHR)]; and to understand how HCPs perceive asthma and its
management in South Asian children. A comparative White British sample was included in this phase of
the study in order to identify whether or not the management of asthma was subject to variation between
communities and to consider ways in which a generic intervention to improve asthma management could
be usefully tailored to meet the needs of South Asian families. The socio-ecological model requires a
consideration of the organisational context of service delivery. It was considered important to understand
the perceptions of those delivering services to South Asian families about the current organisation of
asthma care for families. Professionals from a range of disciplines were interviewed to ascertain their
perceptions of asthma in South Asian children, their view of issues relating to its effective management
and their suggestions for the intervention programme plan. As described in Chapter 1, the study adopted
a qualitative methodology, using semistructured interviews with parents/carers, children and HCPs.
This chapter discusses the process of data collection for this phase of the study and presents the key
findings from the interviews with parents/carers and children, followed by key themes from the health
professional interviews.

Interviews with families

Sampling frame

Purposive sampling was used to ensure proportional representation from the main South Asian groups

(as in phase 2), as well as to ensure inclusion of children with a broad range of asthma severity (judged by
position on the BTS steps of asthma management; see Appendix 6) and from both sexes (Table 4).
Purposive sampling was used to ensure participation of families from each of the six main religious-ethnic
groups described previously: Indian Gujarati Hindu; Indian Gujarati Muslim; Pakistani Muslim; Bangladeshi
Muslim; Indian Punjabi Sikh; and Indian Punjabi Hindu. The aim was to interview up to a maximum of

30 South Asian parents or carers and 30 South Asian children.

Purposive sampling was subsequently also used to select a sample of White British families broadly
matched to the South Asian families. This strategy allowed sampling against previously identified,
theoretically relevant variables.’™ The South Asian family data (see Appendix 7), along with the review of
the existing literature (phase 1; see Appendix 1), identified that the sex of the child with asthma and the
SES and education of parents might be of importance in shaping families’ experiences of managing
asthma and access to services. In order to sample according to these characteristics, a simple sampling
matrix was constructed to enable selection of potential participants from a cohort of volunteers on the
basis of these predetermined attributes.

The required number of participants for each attribute category was determined by broadly matching

to the proportion of cases already in the study. While this helped to develop a preferred model against
which to sample the White British subgroup, ' the constraints of the voluntary and time-limited nature of
recruitment meant that this model was not entirely achievable. However, the resulting sample was

sufficient to allow confidence in the transferability and comparability of the data with South Asian families.

Excessive geographical variation in the sample was restricted by recruiting all families (South Asian and
White British) from the same region. This also ensured some consistency in terms of healthcare service
provision. Parental employment status and occupation were used as proxy for SES. The research team did
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TABLE 4 Inclusion and exclusion criteria for inclusion in phase 3 of the MIA project

South Asian families Child has at least one parent of Child has a co-existing respiratory disorder, e.g. chronic
South Asian descent lung disease, long-term ventilation

Child has asthma
Child aged 4-12 years

Parent or secondary carer of a child
fulfilling the inclusion criteria

White British families Child has at least one parent of Child has a co-existing respiratory disorder, e.g. chronic
White British descent lung disease, long-term ventilation

Child has asthma
Child aged 4-12 years

Parent or carer of a child fulfilling the
inclusion criteria

recognise, however, that this was an imperfect predictor, particularly in minority ethnic communities where
equality of opportunity in education and employment had not been a typical experience.''*’

Recruitment

Multiple recruitment avenues were used to identify and approach families in order to ensure variability of
experience within the sample.'® Table 5 identifies the numbers of families approached via the various
recruitment avenues.

Thirty South Asian families were interviewed in total. They comprised 44 parents (n = 29 mothers, n=15
fathers), 5 secondary carers (n =4 female, n=1 male) and 33 children (n =20 boys, n =13 girls) with a
total of 82 South Asian family participants. Families originated from a range of ethnic groups, identified by
asking participants to self-assign their ethnicity and religion (Table 6).

There were 33 South Asian children recruited in to the study (n =20 boys, n= 13 girls), aged between
5 and 12 years: seven were at BTS level 1, 17 at BTS level 2, six at BTS level 3, three at BTS level 4
and no children were at BTS level 5.

Fourteen White British families were recruited, comprising 17 parents (n = 13 mothers, n =4 fathers) and
14 children (n =8 boys, n=6 girls).

The White British children were aged between 5 and 11 years: three were at BTS level 1, eight at BTS
level 2, three at BTS level 3, and no children were at BTS level 4 or 5.

South Asian and White British children provided a proportionally good representation of asthma severity in
the UK.

Methods

Data collection

Interview schedules for parents/carers and children were developed with the assistance of the CFs from the
systematic evidence synthesis and from data generated in phase 2 (see Appendix 4). Interviews covered
the following topics: understandings of asthma; family and community perceptions of asthma; day-to-day
management; medical management; interactions with healthcare providers; and the quality of healthcare
services and provision. Children were also invited to write statements or draw pictures relating to their
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Religions of South Asian parents and carers

Mothers 6 4 1 4 7 6 1
Fathers 4 3 1 2 1 3 1
Secondary carers 0 0 0 1 1 3 0
Total 10 7 2 7 9 12 2

asthma; these were then used to prompt discussion during the interviews. The pictures and statements
were not compulsory and the drawings were not formally analysed (see Appendix 8 for examples).
Demographic information was collected, with families given the choice whether they wished to be
interviewed together or as individuals. The team were particularly sensitive to the children’s needs; some
children preferred to voice their views independently and separately from their parents, while others chose
to remain in close proximity to their parents. Interviews took place at the families’ homes, were digitally
recorded and transcribed, and were translated by the CFs where required.

Data analysis

All interview data were analysed using standard methods of thematic analysis (described in the following
paragraph) to identify key themes and facilitate comparison between South Asian and White British
groups. In addition, data from the interviews with South Asian families were further organised according
to principles of intervention mapping. As with phase 2, interview data were subsequently transferred to
charts to facilitate the intervention design process (phase 4), described in detail in Chapter 5.

The South Asian and White British family interviews were analysed according to the principles of
interpretive thematic analysis and facilitated by the use of NVivo (QSR International, Warrington, UK)."*°
The analytic process for the family interviews began with coding of the South Asian data set using a
process of open coding, followed by the development of emergent themes and the clustering of themes in
an interpretive process. The basic codes were then elaborated into a framework of thematic categories
within NVivo. All of the South Asian family interview transcripts were then coded using the

resultant framework.

The White British interviews were subjected to an independent process of open coding by a second analyst
in order to avoid undue influence from the existing South Asian coding framework. The emergent White
British codes were then closely compared with the existing South Asian coding framework. Where existing
codes were conceptually transferable, these were preserved in the framework (e.g. advice from HCPs).

A small number of nodes were added (e.g. smoking during pregnancy and out-of-date medicine). Some
nodes remained in use for South Asian data but were not used in analysing the White British data as no
instances were found (e.g. taking a child abroad). Subsequently, some of the generic nodes were discussed
by both analysts and were amended to ensure consistency of meaning and validity across both data sets
(e.g. decisions about taking medication).

The existing framework was amended to allow applicability to the entire data set. This became the final,
comprehensive MIA family-coding framework. The South Asian data were subsequently revisited by the
first analyst at this stage to ensure that the integrity of the coding was maintained following the changes.
All transcripts were systematically coded in NVivo using the resultant comprehensive framework. This
allowed further case and cross-case analysis to be performed between and within subgroups.'®
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South Asian and White British comparative findings

Comparative findings from the South Asian and White British families are described below. Parents’ and
carers’ data were explored using the following key themes: beliefs and understandings about asthma;
the role of the extended family and community; medicines; non-medical management; asthma control;
interaction with NHS services; and school and asthma. This is followed by key themes identified from
the children’s data: understandings about asthma; interaction with healthcare systems; children’s
self-management of asthma; perceptions of asthma; and school and friends.

Parents and carers

Beliefs and understandings about asthma
The major theme, beliefs and understandings about asthma, consists of two subthemes: aetiology and
exacerbation, and previous knowledge and experience of asthma.

Aetiology and exacerbation of asthma

Both South Asian and White British families provided a number of possible explanations for their
understanding about the origins of asthma. Aetiological ‘causes’ of asthma and exacerbations or
‘triggers’ for asthma, however, were often confused in the interviews in both groups (reflected also in
the community study). The most commonly mentioned causes across all families were environmental

(e.g. the weather, damp, dust, pollen or pollution), physiological and genetic causes (e.g. weak immune
system, asthma being hereditary or mothers not breastfeeding). In addition, dietary and lifestyle causes
and the idea that asthma was predestined or fated for a child were mentioned. While views about
environmental, physiological and genetic causes of asthma were similar across the sample, South Asian
families were much more likely than the White British families to discuss the possibility of asthma being
in a child’s destiny or related to karma. Of the 18 South Asian families who discussed religion and fate
relating to the origins of asthma, 10 noted that it was attributable to fate. When this was discussed
further, belief in either God's will (Muslim participants) or karma, i.e. their child’s asthma was destined

to be (Hindu participants), was revealed. No White British families discussed asthma as related to fate or
religious beliefs. They were also more likely to attribute its origins to environmental or hereditary ‘causes.’
Nine out of 30 (30%) South Asian families and 5 out of 14 White British families (35%) felt that the cause
of asthma was either not known or not identified.

There’s no, there’s no sort of identifiable cause but it is very common, becoming more common.

South Asian families also differed in their perceptions that environmental factors such as pollution were
specific to the UK context. They compared the environment in the UK with that of South Asia (India,
Pakistan or Bangladesh), where it was felt that there were fewer environmental triggers for asthma.

Across all families, the expectation was that asthma improved with age and was something a child could
outgrow. Twenty out of 30 South Asian families and eight out of 14 White British families expressed
this expectation.

Previous knowledge and experience of asthma

Previous knowledge of asthma, in particular recognising its symptoms, was important for families in
subsequently managing asthma. If someone else in the family already had asthma (sometimes the child’s
parent or older siblings), the family was more likely to have some knowledge about asthma and its
management. However, in the absence of this experience, South Asian families were less likely to have
heard about asthma. White British families were more likely to know that asthma was a condition that
existed even without previous familial experience of it (Table 7).
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TABLE 7 Summary of similarities and differences between South Asian and White British families

® Environmental and physiological/genetic factors were @  Fate, destiny or religion were more likely to be mentioned

the most commonly mentioned ‘causes’ across by South Asian families
all groups ® South Asian families were more likely to mention the UK
® Approximately one-third of all families specifically environment as a trigger of an asthma exacerbation
stated that they felt unclear about the origins e South Asian families were less likely to have prior
of asthma knowledge about asthma unless they had familial
® The perception that asthma is something children can experience of it
grow out of was similar across both groups ®  White British families were more likely to know that

asthma was a condition that existed even without
previous familial experience of it

Sources of knowledge

Many South Asian (n =30) parents talked about their sources of knowledge about asthma. The types of
interaction included advice from HCPs (n =27); advice, knowledge or support from lay networks (n = 24;
mixed views about its helpfulness dependent on complex factors); and the value of support groups (n=4).
A large number of parents (19 interviews) wanted more information or to ask HCPs more questions.

Six talked about the knowledge they picked up ‘through life’. South Asian families also reported that their
extended family was often a source of knowledge, as elders often influence the younger generation.

I'm not a doctor, if the doctor says she needs it, she needs it. Period.
063FD, Indian Gujarati

Yeah if we happen to talk to people at work about their child, we do talk about 123FC having
asthma. Occasionally you get to hear good advice or stories about recovery or what to do and what

not to do.
123FM, Indian Gujarati

[lIf there is a place where, it's like a centre or something where there are other people who've got
similar things and she can share it with other families, what they do with their children [. . .] sort of like

a support group.
127FM, Indian Punjabi

I have not had any help but | have learnt things from observing. When my husband had asthma attack
and ambulance people came, they asked for 2 quilts and kept him upright. | have learnt from

situations like that.
125FM, Indian Gujarati

Interviewer: Who influences you like that? Are we talking about grandfather and grandmother or
‘other people’?

Participant: People who are elder to us and advise us we have to listen to them, grandfather

and grandmother.
123FM, Indian Gujarati

The role of extended family and community

Few in either South Asian or White British families felt that their extended family, friends or community
members were a central source of information about asthma and its management. However, families from
across both ethnic groups reported that advice was often given, even if it was not adhered to. South Asian
families were more likely to report advice giving by relatives than White British families, especially in
relation to alternative remedies and management strategies. In some South Asian families, the
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grandparents lived with the family, and where this was the case they had a greater role to play in advising
and decision-making around the health of the child with asthma:

... [YJou have this extended influence around you. There’s no doubt that clearly, living in the UK
and obviously, born and raised here, that you‘re far more accepting of different opinions. However,
because you really do interfere quite heavily with an extended family, including quite generational so
you have your parents and your grandparents, it’s not unusual where they all, just sometimes just
say ‘Oh well, you want to go and see X, Y and Z,’ or ‘I know somebody, you know, somebody’s
mentioned it to me’, so it’s not unusual for the family to give advice because they’ll see it as, oh yeah,
you know, we just got, it’s one of their own, it's not unusual.

120FD, father, Pakistani

In South Asian families, unlike in the White British families, the ‘advice giving’ from relatives in some cases
extended to receiving advice from family members in South Asia. In White British families, advice most
often came from family members who themselves had asthma.

In almost all families, the mother played the central role in managing the child’s asthma, although many
fathers were also actively involved. Twenty-six South Asian parents talked about the member(s) of the
family who made health decisions, and those identified as being involved included the mother (n=12);
the father (n = 8); both parents (n =9); joint decision-making with the child (n =7); the grandparents
(n=5); explicitly not the grandparents (n =6); and the whole extended family (n=1).

Well 110FD who takes the decisions mostly but he takes all my views, we decide silently, | can’t say ok
yeah go with his decision but if | make a point then he will consider and change the plans so yeah.
110FM, Indian Gujarati

We both make the decision. Here we both take equal responsibility and decisions if it comes to
children matters.
112FM, Bangladeshi female

Reaction from others

Across all families, telling others about the child’s asthma was sometimes a necessity because they might
need to know what to do if there was an emergency. However, this sharing of information did not extend
more widely, with a number of parents indicating that it was not necessary to discuss asthma with others
beyond the immediate family context.

South Asian families were more likely to discuss the types of reactions that they had received from others

about their child’s asthma; this included a small number of negative responses from others in the family or
community (Table 8). These included the fear that asthma was ‘contagious’ or that it was caused by

TABLE 8 Summary of similarities and differences between South Asian and White British families

e Extended families, friends and wider community often ® South Asian families were more likely to report
offered advice about asthma management. Families receiving advice from extended family, especially in
often did not consider this an important or reliable relation to alternative therapies and remedies for
source of information about asthma asthma. Advice sometimes extended to family members

living in South Asia

e South Asian families were more likely to have extended
family living with them and these relatives were more
likely to have a role in caring for a child with asthma

e South Asian families were more likely to report negative
reactions from others about their child’s asthma
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ineffective parenting. For a small number of South Asian families, mothers ‘felt blamed’ for their
child’s asthma.

It might make a change because they blame me. [My extended family] just say, tell me that | don’t
take care of her. That's what they say to me. [Laughter] I’'m not taking care of her . .. that’s what they
think and then | just turn around and | say, what makes you think that? Is it because I'm working?
Because | enjoy working? I’'m not going to stop working because she’s ill, because that ain’t going to
make her better. If | stop working, | can’t sit down with her twenty-four seven and say, Oh you feeling
better? | can’t keep her from school and say Oh, don’t go to school, you're going to get ill.

None of the White British families reported negative reactions from others about their child’s asthma,
although one mother felt that she may have been to ‘blame’ because she smoked during her pregnancy.

Information about asthma

Both South Asian and White British families reported a lack of information giving by HCPs in relation to
asthma, especially a lack of written information and written plans for asthma. Subsequently, many families
(8 out of 14 White British families and 19 out of 30 South Asian families) reported a desire for more
information about asthma and how to manage it in their child (Table 9). Families would prefer this

to be given by the HCP responsible for their child’s care, at a relevant time when it is needed (e.g. while
receiving an explanation of what asthma is upon its diagnosis). When this did happen (sometimes

at emergency admission to hospital), parents welcomed it because it helped them to better understand
subsequent asthma management and avoid repeat emergencies.

It would have been nice for someone to have come over and tells us from the initial start how to
control it. Doctor to advise you, this is how you do, give more time to the patient in actually
explaining. Maybe have follow-up appointments who deal with asthma, who specialise in asthma
patients and actually help those families to enable them to, sort of, overcome that barrier, really.
Overcome . .. understanding how to deal with it.

Families felt that it was important that this was information that could be shared with a child and was
age-appropriate, but also that it was a consistent message given by all HCPs. Consistency of information
was important for families in both groups, who reported feeling confused as a result of being given
differing information by various HCPs at different times. This related, in particular, to guidance about when
and how to take medicines. This inconsistency included differences between GPs in the same surgery,
differences between the GP and practice nurse, and differences between the GP and the HCPs in ED.

Summary of similarities and differences between South Asian and White British families

A lack of timely, consistent information-giving by South Asian families whose first language was not
HCPs was reported by both South Asian and English reported needing to access primary care staff
White British families who spoke the same language

Families would prefer information to be given both
face to face by HCPs and in written form for later use
Consistency of advice and information from all HCPs
was important for both South Asian and White
British families

No one had received a written asthma plan
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The only advice our GP said to me is ‘increase the inhalers to try and prevent him from having a
further incident.” But it was very difficult at the time because at the [hospital] they had said ‘stop
giving him the inhalers because he is so young, it might not even be asthma.’” So again it was a bit of
a quandary with what to do . .. so it was difficult because we were told conflicting advice.

179FM, mother, White British

There were specific difficulties for families where the parents’ first language was not English. However,
in these cases, families had addressed the potential problem by seeking access to HCPs (especially GPs)
who spoke the same language as they did.

We try to go and see our Punjabi speaking doctor because we can understand what he is trying to tell
us, but we have to see a white lady doctor as well, she is very nice but with her, we need someone’s
help to get the information.

127FSC1, secondary carer, Indian Punjabi

The issue of language and understanding information from healthcare providers was not discussed
frequently in the interviews. This could have been either because the families were fluent in, or

could communicate in, English or because they had access to primary care staff with whom they could
communicate in a South Asian language. As a result, they may not perceive this as a problem.
However, several parents in the South Asian group reported that their first language was not English,
with several interviews taking place in South Asian languages. One parent identified that this was
something which needed to be improved for South Asian families.

But explaining, interpreting it in their language, as in speaking the same language and telling them,
don't know if that might help. It’s just an idea ... Let parents know whether they can speak or not,
they have to take interpreters. And that’s that question. Family member can go and dliscuss.

109FM, mother, Bangladeshi

Across all family interviews, there was little discussion about parents or children actively seeking
information about their child’s asthma themselves. While a small number reported having heard things on
TV or read things in the newspaper, no one reported looking up information for themselves. Additionally,
no family in the study described having been given a written asthma plan.

Medicines
The major theme, medicine, consists of several subthemes: understanding medicines, taking and managing
medicines, decisions about medicines, and side effects (Table 70).

TABLE 10 Similarities and differences between South Asian and White British families

® Both South Asian and White British families were often confused about @  South Asian families mentioned a wider
the correct use of medicines for asthma and in some cases about range of possible side effects
inhaler technique
® Parents generally took responsibility for medicines until a child was
considered able to do this for him- or herself
e Families used a number of strategies to help with adherence, including
the use of spacers
e South Asian and White British families had concerns about the side
effects of asthma medicines, particularly in relation to the long-term
use of steroids
® Both South Asian and White British parents described actively making
decisions to increase or reduce the dosage of medicines given to
children, which was sometimes at odds with the advice they
had received from HCPs

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Lakhanpaul et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

59



60

PERCEPTIONS OF FAMILIES AND HEALTHCARE PROFESSIONALS

Understanding medicines In both South Asian and White British families there was, or had in the past
been, confusion about medicines for asthma. This related to the use of different inhalers: what they do
and when to take them. Parents reported feeling confused about which inhaler to use, how frequently
to give it and the dosage to administer. This related to the issue about inconsistency of information

and lack of written information from HCPs.

Because, when the nurse at the hospital said, ‘Has she got an inhaler?’ And | said, ‘A blue one, we've
been told twice a day,’ she didn't say, ‘Oh okay, well, actually you can use it up to ten times, and you
might find that might more be helpful.” It was ‘Oh for goodness’ sake, that’s, that’s just a waste of
time, it's a waste of medication, that is’. You know, and that made me feel like ‘Oh great, so the
doctor’s wasted my time and because of that, I'm here’. .. | don’t, well, we don’t know. So that would
have been helpful. How we control it, and just, just consistent information about how often we
should be using the blue inhaler. Not one person saying . .. twice and then two ... two squirts in the
evenings, as opposed to someone else [laughs] telling us that it's well, you can do it up to ten times.
That would have helped.

117FD, father, Indian Punjabi

Making decisions about when and how to use asthma medicines was an issue that a significant proportion
of families discussed (11 out of 14 White British families and 26 out of 30 South Asian families). This
related to their knowledge and beliefs about both asthma and the effectiveness of the medicine. Asthma
medicines were not used consistently and this often related to the issue of diagnosis; if a child had not
received a firm diagnosis, parents may be more reluctant to give medicines.

It’s still very much no one has ever said it’s asthma. And even to the extent when she was admitted |
never said it was an asthma attack | just said she had a wheeze and she is short of breath. | never said
it was an asthma attack. They have never said ‘oh it’s definitely asthma’. And because she is normally
very well, this was her first episode where she has been that unwell that we’ve had to go into
hospital, we tend to manage just with an inhaler. And we are rubbish, we don’t do them every day
because most of the time, she is symptom free and it isn’t a problem. It tends to be the colder
weather, gets a cold, a viral illness or whatever. She has been a little bit wheezy recently.

177FM, mother, White British

Five South Asian families discussed buying over-the-counter (OTC) medicines from South Asia, while a
small number had travelled to India for treatment. Both South Asian and White British families described
using OTC medicines in the UK, such as Vicks VapoRub®. Cough, cold and allergy medicines were mostly
used either for comfort or for addressing other cold/flu/allergy symptoms.

Taking and managing medicines Most families reported difficulties experienced with administering
asthma medicines to children or remembering to take medicines, especially with younger children or
children with learning difficulties. In general, in both White British and South Asian families, the parent
took responsibility for the medicines until a child was considered old enough to take on this role.

This often coincided with the child starting secondary school and needing to take charge of their own
inhaler during the school day. A number of families described being unsure about whether or not the
child’s inhaler technique was correct, and this was something that they would have liked more advice
about. Spacers were often used to help with administering asthma medicines; this occurred particularly in
younger children and where parents were concerned that they would otherwise not be getting the
required dosage.

I don’t know if we are still using it right. When he is doing his inhalers he is getting smoke coming out

and | am saying to him you can’t be doing it right because that shouldn’t be happening.
172FM, mother, White British

NIHR Journals Library www. journalslibrary.nihr.ac.uk



VOL. 2 NO. 28

Strategies to help adherence, reported by both South Asian and White British families, included rewards
and games, using reminders to make it routine, trying to disguise the taste, and having inhalers as
part of a child’s usual ‘kit" when out of the house.

Families gave a number of reasons for either why they chose to adhere to their medication or why they
might decide to increase or decrease their use of medicines. Three White British families described using
the medicines as prescribed for the fear of the consequences for their children’s health if they did not.
Reasons for increasing the dosage mainly centred on instances of viruses and colds. Reasons for

not adhering to the medicines were a lack of diagnosis, concerns about side effects, an absence of
symptoms at certain times of the year, children refusing or deciding not to take their medicine, and
misunderstandings about how to take the medicine. While families from both groups described making
modifications to their child’s treatment regimen, South Asian families were more likely to discuss not
giving medicines or reducing the dosage because of concerns about side effects or overdependence.

The possible side effects from asthma medicines was commonly discussed by families in both
groups (22 out of 30 South Asian families and 11 out of 14 White British families); however, South Asian
families mentioned a wider range of concerns about this compared with White British families. Side effects
mentioned by South Asian families included concerns about children’s growth, stomach problems, heart
problems, addiction, reduced immunity, oral thrush, mood or behavioural issues and reduced immunity to
drugs. One South Asian parent believed that medicines made their child’s asthma worse. White British
families talked mainly of general concerns about the long-term use of medicines, and steroids in particular.
They also specifically mentioned effects of steroids on weight, fear of overdose, behavioural problems,
bowel problems and dry mouth/cold sores. Concerns about the long-term use of steroids, particularly in
relation to dependence caused by ‘over-reliance’, was a concern for both South Asian and White British
families. This related to the decisions people made about using medications.

That stuff can actually, sort of [affect his] growth or his bones can be a bit thinner bones. We were
more sort of thinking, that if he’s going to have steroids, we were not worried about the pumps,
giving steroids the pink tablets, which we were concerned about, because he was given that, let’s say,
every 4 weekly, every 3 weekly ... Because his body, immune system, would not work if you keep
feeding him steroids and his immunity will be so broken down he’ll have to rely on steroids for the
rest of his life, which | wouldn’t want.

Non-medical management of asthma

Both South Asian families and White British families described using non-medical management and

OTC medicines to try to help control the symptoms of their child’s asthma (Table 77). This included home
adaptations and changes around the house as well as dietary modifications, religious solutions and
non-asthma medications. While both groups engaged in changes around the home, such as damp dusting,
vacuuming, changing beds more frequently, improving ventilation, changing flooring and not having pets,
South Asian families described taking additional direct measures involving the child. This included keeping
them warm or indoors (n = 6) and rubbing, massaging or patting the back (n = 3). A small number of

Similarities and differences between South Asian and White British families in non-medical
management of asthma

Both South Asian and White British families discussed South Asian families tended to use more additional
the adaptations and non-medical management measures such as keeping the child warm

strategies they have tried to relieve asthma symptoms South Asian families were more likely to try religious,
Both groups had made changes to the home herbal or alternative therapies and modify a child’s diet

and environment
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South Asian families talked about symptoms of asthma being reduced by taking the child into another
environment. This was usually to a warmer country in South Asia (India, Pakistan or Bangladesh).

While diet was mentioned by White British families (e.g. the importance of eating healthily, cutting down
on junk food), South Asian families were much more likely to adapt their child’s diet in an attempt to
control symptoms; all South Asian families alluded to this practice. Avoiding physically cold foods, such as
ice cream, and giving warm foods was a common strategy. Additionally, there was the issue of the intrinsic
‘hot” and ‘cold’ properties of different foodstuffs (based on the Ayurvedic system, where an individual can
affect their physical or mental status by taking either more or less of a particular hot or cold food).

[My husband] and [doctor] don‘t agree with it. Whereas I've experienced where she’s had it and it's
gave a cooling effect . .. | think grapes are cooling fruits. And the next day she does ... not wheeze
but she coughs.

063FM, mother, Indian Gujarati

But then | do keep alert, you know, to see how much ice cream they’re having or how much cold
thing they’re having. Like, obviously, their ice cubes, and when they put in the glass, | see how much
they put in the glass, because that might, it makes them worse sometimes.

031FG, mother, Bangladeshi

There was a small amount of reference to the use of religious remedies by South Asian families such as
praying, blessings, reading Scriptures (n =9), wearing talismans (n = 3) and bathing in Mecca water (n=1).
This was mainly by participants who identified themselves as Muslim.

And herbal remedies, | don’t trust most of the medicines here today. To use what my mother and my
father give me from the ancient history to me it doesn’t sound right.
109FM, mother, Bangladeshi

Parents talked commonly about alternative therapies. These took the form of herbal or natural remedies,
religious remedies, acupuncture, breathing exercises or Buteyko, or magnetic therapy.

Well | rather have her alternative method therapy, if it was acupuncture or a healing method you
know those oil massages and everything like that.
106FM, Indian Gujarati

Yeah, this breathing exercise, it opens your lungs and you breathe out and it opens your lungs every
time you breathe out. [...] Let’s say in the morning and at the night because at night sometimes | get
chesty coughs and sometimes | get chesty cough in the morning so that’s what | do to help me.

106FC, Indian Gujarati

It was @ magnetic one he did, it was a magnetic therapy or something? We paid for that one as well,
[laughs] but it was anything to get them better [laughter].
122FM, Indian Gujarati

Families often mentioned herbal and natural remedies taking various forms: oral, inhalation or applications.
These remedies included drinking warm water (n = 1); turmeric (n =5); honey, lemon, ginger or linseed in
water (n = 11); Ayurvedic medicine, ready-made herbal medicines bought from a shop and herbal drinks.

If he [child] wheezes then she would say to keep him well covered up and warm ... To give him warm

water to drink.
112FM, Bangladeshi
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In Indian community, they give (hudhra) which is turmeric powder in the milk which cleans out the
chesty cough out, so we just boil the milk and put some powder on [...] turmeric powder, and mix it
and it doesn’t taste of, it doesn’t have any taste, just let the milk goes a bit yellow. You treat that,
soon the cough kind of settles or it’s cleared out, so that was one thing as a child he has normally
always get.

121FM, Indian Gujarati

I've always used it. You know, when you've got the flu or you’ve got a cold, Vicks and hot water
and steam, lemon and honey and that sort of thing. It's just ... I've picked it up from somewhere.
There in your head somewhere.

105FM, Punjabi Sikh

Yes. | give him honey in boiled milk three times a week as | don’t give him cold milk because it affects
his asthma because | think it will keep him feel better.
103FM, Pakistani

And he’s started this one now. He's taking it, it's an Ayurvedic medicine and it’s helping, well, people
say it helps with the asthma. And, you know, that’s why we've started him on, see if it helps him.
121FM, Indian Gujarati

Control of asthma

Both South Asian and White British families talked about keeping their child’s asthma under ‘control’;
however, there is no one set definition of asthma control. It was not always clear whether or not these
references related to formal measures of asthma control used by families’ healthcare providers. In some
cases, the previously discussed non-medical management behaviours (see Non-medical management
of asthma, above) were also described as being carried out in order to keep things ‘under control’.

For example, in both groups there were various understandings and misunderstandings of the meaning
of asthma control.

I don’t want to give him puffs all the time when he doesn’t need it. So I'm rather hopeful as he grows
up, he grows out of it so as long as he is getting better and you are giving him when he needs it and
as he gets old he doesn’t have this problem to just try and keep it in control.

104FM, mother, Pakistan

However, a number of parents related asthma control to the regular and appropriate use of
asthma medications.

| think a lot of it is to do with the medication, if he came off his medication | think he would be quite
a poorly child.
180FD, father, White British

Some families also reported feeling that, as a result of variability in asthma symptoms after some trial
and error and tailoring of medication, they were now more able to achieve good control of their
child’s asthma.

And the only times, really, she’s had to have an inhaler is when she’s been poorly. So I've just
increased it, you know, I've just increased it on myself, because, | know, when she’s poorly, she gets
linked, it triggers off her asthma, so I've just increased it at those times, until she’s been over her,
she’s been feeling a lot better.

115FM, mother, Indian Punjabi

We reduced the dose but he became unwell after a week or two so we went back to normal.
123FM, mother, Indian Gujarati
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Interacting with NHS services
Data demonstrated that, for families with a child with asthma, there were three key ‘'moments’ when they
might interact with the NHS. These were:

1. during the process of getting a diagnosis (mostly with the GP but in some cases with ED staff);

2. when the child had an acute asthma attack (NHS Direct, out-of-hours service, ED); and

3. during ongoing management (most likely to be the practice nurse or, for some South Asian families,
the pharmacist).

Diagnosis Getting a diagnosis for asthma was experienced as difficult in both South Asian and White
British families. Seven out of 14 White British families and 13 out of 30 South Asian families reported that
they had not received a direct diagnosis of asthma, despite the fact that all of the families recruited in to
the study had been prescribed asthma medicines (Table 12). Many South Asian and White British families
described problems in getting a diagnosis which were common to both groups: undue delays in the
process, feeling ‘fobbed off’ or not being taken seriously, repeat visits to the GP with recurring problems,
and feeling that HCPs were reluctant to make a diagnosis. Not receiving a diagnosis led to feelings of
frustration, upset and anger.

It’s just getting people to listen, that’s what used to get me so angry because nobody would listen to
me. When | used to take him doctors | used to mention my nephew had the same symptoms and
now he is on all these inhalers. Because your nephew has got these symptoms don’t mean to say
you have got the same thing, it's just chest infection, it’s just something it’s just common to him,
that’s what | used to get. | used to go in there and come out upset all the time.

172FM, mother, White British

There was a perception among families that HCPs (usually the GP) did not take their concerns seriously
or were reluctant to diagnose their child with asthma and that this was related to a child’s age,

TABLE 12 Similarities and differences between South Asian and White British families in interactions with the NHS

as a difficult and lengthy process for both South Asian
and White British families

There was a perception among families that HCPs
(usually the GP) did not take their concerns seriously or
were reluctant to make a diagnosis

Not having a diagnosis for their child’s symptoms led to
a great deal of uncertainty about the best course of
action for families

South Asian and White British families had similar
concerns about the quality of healthcare services and
staff. These particularly related to inconsistency,

HCPs not doing their job properly and ineffective
communication skills

South Asian and White British families valued staff who
were knowledgeable, informative and able to
communicate effectively, who were supportive, caring
and were child-friendly

® Getting a diagnosis for asthma was experienced often e White British families were more likely to describe

accessing the GP out-of-hours service in an emergency
or non-routine situation

South Asian families were more likely to describe
self-referral to the ED

South Asian families were less likely to be attending an
asthma review and were more likely to be seeking
additional information from pharmacists

Concerns over the quality of health care were
exacerbated for those whose first language was

not English
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the implication being that asthma is not or cannot be diagnosed in younger children. Some families
reported having been told this directly by their HCPs, but then did not understand why they had been
prescribed asthma medication.

Now we, that’s the funny thing, I just don’t know if I'm coming or going with them. | want to know if
she has got it [asthma]. If she has, then, is it a permanent thing? Or is she going to get out the phase?
So, when | did ask, he goes that ‘with kids, you can’t tell’. And | go, ‘What is the cause of it’. He goes
‘it could be many stuff’. He’s not given me a full diagnosis. He hasn’t told me, he hasn’t even
confirmed she has got asthma.

108FM, mother, Bangladeshi

This experience was common to both South Asian and White British families. Not having a diagnosis for
their child’s symptoms led to a great deal of uncertainty about the best course of action. Without an
official ‘label’ of asthma, parents were unclear about whether or not to give medicines or how to manage
symptoms. A small number of families reported ambivalence about the diagnosis when they did get it and,
in some cases, they sought a second opinion (six South Asian and two White British families). Some
parents were surprised that the symptom their child had (e.g. persistent coughing) was in fact a symptom
of asthma. A number of families reported relief, with some reporting vindication on receiving the
diagnosis. They felt that this conferred a status that gave them access to reviews and medications, in
addition to making it easier to communicate the information about the condition to their child and to
others, such as the child’s school.

Well the difference is that if, if you have got asthma then | can say that my child has got asthma.
I mean if somebody ask me, | just say no, no, no the doctor hasn’t diagnosed it as asthma,
| always say that.
106FM, mother, Indian Gujarati

In some cases, a diagnosis had been made or communicated by hospital staff following an acute attack
and associated emergency visit to hospital. For those families, this had been a defining point in
the process.

Acute attacks A significant proportion of families had experienced the need to access the NHS in an
emergency or non-routine situation. This had involved decisions from the parents about two things: (1) the
severity or usualness of the child’s symptoms, and (2) where to seek help. The general perception among
both South Asian and White British families was that the GP was the first point of contact in managing
their child’s asthma, where appropriate (see Table 12). However, when symptoms were perceived to be
beyond the assistance or expertise, or if the practice was closed (in the evenings and at weekends),
families needed to make a decision about where to take the child. White British families were more likely
to report using their own doctor’s out-of-hours service when the practice was closed (9 out of 14,
compared with 3 out of 30 South Asian families) and when compared with other options such as walk-in
centres or NHS Direct. In contrast, South Asian families were more likely to self-refer to ED in an
emergency (13 out of 30 families).

Seven out of 14 White British families and 15 out of 30 South Asian families had experienced one or more
emergency visits to the ED. In seven White British families and three South Asian families this had occurred
following advice from another HCP: the GP, NHS Direct, the out-of-hours service or the walk-in centre.

In some cases, being ‘referred’ to the ED on the first occasion led families to independently follow this
process on subsequent occasions.

| just went to my GP and say I'm seeing the same symptoms. They referred him to the hospital. And
[we’ve] just been going from there.
114FM, mother, Pakistan

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Lakhanpaul et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

65



66

PERCEPTIONS OF FAMILIES AND HEALTHCARE PROFESSIONALS

A small number of South Asian families reported having been worried enough to call an ambulance,
whereas none of the White British families had taken this step (though some had had an ambulance called
on their behalf by a HCP). Both South Asian and White British families described dissatisfaction in relation
to the experience at the ED, which included long waiting times for getting to see a HCP or getting a bed.

When our son had breathing problems, we went to the hospital and waited a long time. Everything
seems to take too long. We went to the hospital around 12 midnight and came back about 5 am

in the morning.
118FD, father, Indian Punjabi

White British families were more likely to feel that the GP cannot be an expert in asthma and, as a
consequence, a small number of families felt that there should have been a referral on to an asthma
‘specialist’. However, where South Asian families felt dissatisfaction with the GP, they were more likely to
divert straight to the ED. Some South Asian and White British families had received information relating
to diagnosis via the ED’s HCPs and in some cases this was interpreted as meaning that the staff at the
hospital had more expertise and knowledge about asthma than the GP.

Ongoing management The ongoing management of a child’s asthma often required that families
interacted with HCPs on a regular basis. Outside acute attacks or exacerbations, this usually took the form
of the regular or annual asthma review with the practice nurse. Most families who described attending
reviews (approximately one-third of South Asian families and two-thirds of White British families) were
satisfied with this process (see Table 12). Here, the review was seen as a process which involved ‘checking’
things, such as inhaler technigue and peak flow, rather than about getting a diagnosis or new information
or for changes in medicines.

It's more a question and answer session as to how they have been, but that’s not a review of their

medication because it's the doctor surely who has to sanction any new or alterations.
179F, father, White British

The nurses who provided this service were viewed positively by both South Asian and White British
families. In the families who were not accessing the annual review (more likely South Asian families), this
was often either because they did not consider it of much value or because they were seeking advice from
other sources, such as pharmacists. Almost one-third of South Asian families specifically described
accessing the pharmacist for advice about a child’s asthma and medications. Sometimes this was for a
second opinion, sometimes for additional information about the medicines and in some cases the
pharmacist demonstrated how to use inhalers or spacers. For parents who had difficulties with English,
using a local pharmacist who spoke the same language meant that they could get clarity about the
information given to them by the GP.

You see [my wife] want more information, probably haven’t got time or something so that’s why she
went straight to the pharmacist . . . the pharmacist says the same language she speaks. Sometimes
doctors do not speak the same language, the Gujarat language. So you see she tells me now, so
that’s why sometimes she doesn’t understand what doctor say . .. She still don’t believe in the doctor,
she will believe in doctor but not that much, not 100%, like 90% so she will always go for second

opinion to the pharmacist.
101FD, father, Indian Gujarati

Only three White British families discussed the pharmacist and in all three cases it was in relation to trying
to access medicines in an emergency without a prescription, and not about advice.

Negative experiences A larger proportion of South Asian families (21 out of 30) discussed negative
experiences when interacting with HCPs than did White British families (6 out of 14). However, the
concerns were broadly similar and included being given inconsistent or conflicting advice, feeling that
HCPs were not doing their jobs properly and poor communication.
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Consistency of management One concern expressed by both South Asian (7 out of 30) and White
British (5 out of 14) families was about inconsistency of information and management by different HCPs.
Families reported being given conflicting advice by nurses, GPs and HCPs, which caused confusion,
particularly with regard to medicine use.

The only thing | am slightly confused about, which | don’t think information is good, | am not entirely
clear about how she is supposed to take, | am sure | have had different guidance from [younger child]
about how to use the inhaler as | am for [older child].

181FM, mother, White British

Professional skills and training Both South Asian families and White British families had mixed opinions
about the skills and quality of care provided by HCPs and this tended to relate less around the profession
of the individual (nurse, GP or pharmacist) and more about how well they were felt to be doing their job.
Complaints about professionals often related to things they were not doing: not treating asthma well

or appropriately enough, not taking enough time to treat, ‘fobbing’ patients off, making incorrect
diagnosis, not providing enough follow-up, not communicating well enough, or, in a small number of
cases, acting in a ‘rude, patronising or unprofessional way'.

When we went to the GP surgery they were unhelpful. They never paid attention.
102FM, mother, Indian Gujarati

Communication skills Both White British and South Asian families felt that there were communication
issues relating to insufficient information giving, inadequate explanations about asthma and not having
diagnoses communicated. As described above, a number of South Asian families also reported being
unable to communicate directly in English with HCPs, and were therefore making decisions about

who to access based on language needs.

Yes the main issue was about English lanquage, there were difficulties about getting an interpreter.
123FM, mother, Indian Gujarati

Positive experiences As well as negative experiences, 6 out of 14 White British families and 27 out of
30 South Asian families described positive experiences with HCPs. In the White British families, these
included feeling that HCPs were knowledgeable, keeping parents informed and giving explanations,

being ‘life-savers’, not rushing appointments, being child-friendly and giving good demonstrations. For the
South Asian families, this included being supportive and understanding, being thorough and
knowledgeable, and being proactive and child-friendly.

One thing for sure [the asthma nurse] made us comfortable. She was honest, she was very
understanding of our knowledge. And she knew what she was talking about. She knew how to
communicate, that’s the vital and clear point | want to focus [on].

102FD, father, Indian Gujarati

School and asthma

Both White British and South Asian families reported that the management of asthma in their children’s
school was variable. In some cases, schools were described as being very proactive and having systems for
recording asthma and using medications in relation to each child. In contrast, in other schools, the process
was perceived as being fairly haphazard. School staff (which included teachers, teaching assistants and
school nurses) were described as having varying degrees of knowledge about asthma and associated
medicines. There were concerns from many parents (8 out of 14 White British families and 10 out of

30 South Asian families) that school staff did not know enough about asthma and this led to feelings

of uncertainty about how it would be managed when children were at school (Table 13).
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Similarities and differences between South Asian and White British families in school and asthma

South Asian and White British families were concerned South Asian families were more likely to report children
about asthma management in school, particularly the missing days from school than White British families
administration of medicines and the knowledge

and training of staff

But without being awful to them | don't think they are that clued up on [asthma], which is another
thing really. They have got a good system where they document when he has had the inhaler but |
said just keep an eye on him because it's his first day back. | kept him off for the rest of that week but
you can’t keep them off forever can you. And | was on eqg shells and | did come away thinking do
they even know to use the [inhaler] ... And you try to talk to them and they have got 30 children in a
line trying to get in the room and the time is limited. But there is a school nurse there so presumably
she would be . .. And [child] has told me before when he has needed his inhaler and it hasn't been
the teacher that gives it.

Ensuring that medications were up to date, accessible and administered appropriately was discussed in
two-thirds of White British families and more than three-quarters of South Asian families. Having a clear
diagnosis of asthma and understanding how medicines should be used was also mentioned by a small
number of White British families, who were concerned about what they should tell the school in the
absence of having received a diagnosis.

Management of a child’s medication by school staff appeared to be more of a concern in relation to
younger nursery and primary school-aged children. Once children were older or began secondary or high
school, they were more likely to be responsible for carrying and administering their own medications.
South Asian families were more likely to report children missing school because of their asthma

(17 families) than White British families (three families).

Impact of asthma

Parents discussed the impact that asthma had on them, their families and their children. For parents and
carers, the main impacts were around taking time off work (four South Asian parents, two White British
parents) and the emotional impact, fear and worry caused by seeing their child ill or in distress

(23 South Asian families and five White British families).

It's quite shock . .. shocking really. I'm quite traumatised at times because it was ... a couple of times
we had to take her in and out, it wasn’t just once. It was like coming . .. straight after she was
diagnosed it was so difficult and, on occasion, every 2—-3 months, this was a couple of times we went
to the hospital. The first thing it was go to A&E and | don’t think you’re allowed to go to A&E now for
such things unless it’s really, really severe. Yeah, all we did for five hours in hospital or even longer,
half the night in hospital we had to spend with her while she was on the bed and she’ crying and
screaming and they put the nebulisers on ... and it’s quite . .. she’s so small and tiny. Tiny little girl.
Poor thing. She was screaming, she didn’t like the mask thing on her face, it was happening all

the time and she was getting scared of hospitals, was thinking ‘what was going on?’.

While many families felt that asthma should not impede a child’s life, six South Asian families and two White
British families talked about children missing activities or sport because of their asthma. For some South
Asian families, there was an additional concern and worry expressed in terms of what a diagnosis of asthma
may mean for the child as they grew older. This included a possible impact on their future job prospects
(n=7) and, for a small number of families with a daughter, the possible impact on future marriage prospects
was discussed. White British families, in contrast, were less likely to express concerns in this way (Table 14).
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Similarities and differences between South Asian and White British families relating to the impact
of asthma

Asthma caused worry for many families South Asian families expressed concern related to the impact that
asthma might have on their children’s lives as they grew up
South Asian families were more likely to discuss the restrictions
that asthma caused for their children’s day-to-day activities

Suggestions for service improvements

Families had many thoughts and ideas regarding future interventions or projects. These included
developing a cure so that children do not have to be reliant on long-term medication, and offering a
better diagnosis pathway so that a diagnosis of asthma is made clearer to parents through appropriate
tests and relevant follow-up appointments, thus helping to remove ambiguity. Families reported wanting
more information on the condition, the warning signs, how it should be managed and what the inhaler
was prescribed for. It was suggested that a telephone advice service or advice centre for asthma, where
people were trained and have knowledge on asthma, would be beneficial. Parents suggested that for
acute attacks, when advice was required quickly, a telephone advice service would be very useful. There
was a desire for more information about asthma from someone who is knowledgeable. Families felt that
using schools to educate and provide information and to run courses would be useful, with nurses
teaching schoolchildren using demonstrations also being seen as beneficial.

Parents felt that advice, such as in leaflets or on posters, needed to be given in multiple languages. It was
reported, however, that families would prefer a bilingual person to help convey messages and give advice.
Families reported that multilingual leaflets were available at the pharmacy but suggested that they could
be placed in temples and other community venues to aid ease of access to the information as well as
raising community awareness. Additionally, families suggested that HCPs could visit temples and schools
to talk about asthma and the symptoms, in addition to offering advice. Families reported wanting
somewhere to go where they could communicate with HCPs, such as a community centre. A community
centre would enable parents to meet other parents who have children living with asthma, in addition to
allowing nurses and doctors to run talks and presentations. Families indicated that getting information into
the community was important and, in order to do this, it was suggested that using bilingual people and
lay facilitators in local community centres that people knew, which were run by people and leaders in the
community who they recognised, would be most effective.

Practical elements of asthma management were highlighted as important factors to consider for future
service improvements, for example helping children to learn about their inhaler or spacers, where to put
their lips and when to breathe. Families also suggested that alternative remedies such as yoga, exercise or
massage therapies would be useful in order to manage asthma. Families perceived that there was an
inconsistency of care and therefore suggested integrating medical health records so that all HCPs treating
the children were aware of past medical history.

Children’s understandings and experiences

Children’s data were explored, collated and discussed separately from the adults’ data to ensure that
the children’s perspectives were clearly identified and accommodated in the intervention design process
in later phases.

Children’s understandings of asthma
Children talked about their understandings of what asthma is. This was mostly described as a ‘problem
with breathing’. Some children gave reasons or causes of asthma (often confused with triggers),
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which were similar to those given by their parents (e.g. weather and environment, being hereditary, or
caused by or related to colds and viruses).

I just think, I'm just born with asthma. As mum keeps saying over and over again, the damp weather,
yes, it just, you know, some people get colds and coughs from the damp weather, you know, | may
have caught asthma from the damp weather and it just carries on in that type of weather.

063G, Indian Gujarati

I know it runs in families and stuff because me and my mum have got it.
174FMC, White British

A number of children from both groups reported that they did not know what asthma was or what
caused it.

Interactions with healthcare system

Children discussed what they could and could not remember about having visited the doctor, the nurse
or the hospital. Their memories of these interactions depended largely on their age or how long ago the
visit happened. Few children could remember getting a diagnosis, but several recalled recent visits to

the GP or practice nurse. These experiences were of a broadly neutral or positive nature. Both South Asian
and White British children described the visits to the nurse or GP and related it to the need for monitoring
or checking their asthma and medicines.

They listen to my heartbeat and they just generally check me over.
177FMC, White British

He [doctor], he'll tell you what's happening, what's wrong, and if you have asthma or if you don’t
have asthma, and he’ll tell you if you need a, the stuff for the inhaler you when you put it in.
107FC, Pakistani

Recalling acute attacks and related visits to hospital often involved more emotive descriptions, such as
feeling afraid or upset.

| sometimes worry about like . .. | remember when | had the asthma attack, | was so scared, | thought

I was going to die or something. And my mum was like, ‘oh don't be silly” . .. Not now because |

know that | won't die. Because if | would die then | probably would have died at the asthma attack.
105FC, Indian Punjabi

Like, | didn't like [staying in hospital]. I like, | like ... | really missed my dad and my mum, and my
brother and my sister and my little sister.
114FC, Pakistani

Young children often remembered specific details about the visit to the hospital, for example that there
were toys to play with, or what they had to eat.

Just a little bit scary . .. because sometimes you have to have injections ... At the hospital | had the
yucky medicine and it was pink and | thought it was yummy at first, but it was yucky.
111FC, Indian Punjabi

I had to have a gas mask, and | had to have injections, and like, it hurt . ..
107FC, Pakistani
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Children’s self-management of asthma

In the majority of cases, for South Asian and White British families, parents were responsible for reminding
and instructing a child about her or his inhalers, particularly those who used medications regularly in the
morning and evening. However, children did also actively take a role in their own asthma management,
especially as they got older, and often with encouragement from parents. Families discussed systems they
had devised to help children remember their medicines.

Like so ... so always have two inhalers of the same colour, like. So, if like . .. say if like this was
another blue inhaler, if this one ran out then I'd tell my Mum or Dad or sister to go to the chemist to
get another one so I'll always have two whether they're full or not.

105FC, Indian Punjabi

I have got a brown one which | have to take two puffs morning and night, but then | have got a blue
one which | take when it’s super bad.
174FMC, White British

Both South Asian and White British children talked about sometimes being ‘nagged’ by their parents when
they refused or forgot to take their medicines. Children identified their mothers as being most likely to
help, instruct, or remind them about needing and taking their medicines. This also related to managing
acute attacks where it was often the parents who spotted symptoms and encouraged children to use

their inhalers.

I just, just suddenly | thought | could choke differently and I just really started to cough and ... | had
to literally run to get my pump and ... | couldn’t breathe properly. So | had to take one. Well,
sometimes it's me [who decided to take my medicine] . .. most of the time. Because sometimes it's
Just a cough a normal, natural cough. But sometimes it might be mum, she can go ‘oh [name] | would
take your pump if | were you’.

063FC, Indian Gujarati

Children’s perceptions of asthma

One of the biggest impacts of asthma described by children was the impact on their ability to take part in
play activities, sports and physical education (PE). In these circumstances, breathlessness and coughing
were the commonest symptoms, with children either sitting out or avoiding activities.

Well, if it's bad Mum tells me to take my inhaler to school in case | end up coughing really bad. | have
had to do it once before but it was sports day and | wasn’t feeling too good but | still did it.
174FMC, White British

Because you know when | run the wheeziness starts and make me cough so much | get puffed out
and I really don't like it. So that’s why | take the inhaler sometimes when we come back from sports
or anything. Like in school when we have sports day and sometimes | get puffed out, sometimes | say
to the teacher or head teacher if | am puffed out | just say that | need my inhaler because | am puffed
out. So we take the inhaler and stay out for about five minutes and go back in and then | am fine.
106FC, Indian Gujarati

The most commonly mentioned emotion related to asthma among children was embarrassment. However,
this was usually through the child explaining that, although asthma could be considered embarrassing,
they themselves were not embarrassed. Instead, this embarrassment often related to the perceptions of
friends and peers (further details in School and friends, below). Other common feelings expressed by the
children were fear, feeling upset and unfairness.

Why can’t I live a normal life like the others?
114FM, Pakistani
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That | have to cough when my sister doesn’t cough, or | have to have more medication than she has
to have. It's a bit annoying sometimes but you get used to it.
177FMC, White British

I wouldn’t say ‘oh, I've got asthma, | don’t want people to feel sorry for me’. | just want to, you know,
forget about it, put it to one side and when it comes, we’ll deal with it and then, when it goes,
that’s it. End of story. Get on with your life. And, when it comes, you know, just sort it out.

063FC, Indian Gujarati

School and friends

A child’s peers and friends were described as having an important role to play in their experiences. Having
friends who understood about their asthma, and in some cases could help if needed, was deemed
important for South Asian and White British children. In some cases, this included having friends who
themselves had asthma. Although it was widely discussed in the interviews, few children felt that having
asthma and having to use an inhaler caused embarrassment for them personally (three South Asian,

three White British).

At school it doesn’t affect me much, people don’t tease me or anything, they treat me normally, their
friends are aware of my asthma, some of them have asthma themselves and they help me.
120FC, Pakistani

Despite asserting that asthma did not make them feel embarrassed, asthma was a cause to feel different
or ‘not normal’, and a small number of children described managing information about their asthma as a
result. For some, this also meant having to explain to others what asthma was. Some children reported
that only their close friends knew about their asthma. One girl felt that using her inhaler at school
attracted unwanted attention and one South Asian child reported being teased about their asthma.

Child: No, I told some of them but I didn’t want to tell anybody at first and then | told a couple of
people and then it started spreading.

Interviewer: And why didn’t you want to tell them?

Child: Because I was shy that they might laugh or something like that.
177FMC, White British

I don’t know anyone else at school who has it none of my friends have it | have to explain it a lot . ..
they understand | have got it and | think they are alright because they know it’s not catching.
174FMC, White British

Children discussed the role of friendships and teachers as important in helping them to manage their
asthma and medicine use while they were at school.

I was playing in the playground and I felt a bit wheezy, so | went to my teacher and said ‘[teaching
assistant] | feel a bit wheezy’, and she said ‘Go inside and tell [teacher],” so | went inside and told my
teacher. She said ‘have a few puffs on your inhaler’ so | went to get it out of my book bag but |
couldn’t find my pump, | could only find that little thing to shake. | felt a bit like, ‘where’d it go?’ and
they rang up my dad and my dad got it from because | left it at home and then | did a couple of
[puffs] and then | still felt wheezy so | went to the office and then they said | had to go home so |
went home.

115FC, Indian Punjabi
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Interviewer: What about at school, do your friends know you have got asthma?

Child: Yes and they mostly help me, like they usually go get it [inhaler] for me.
175FMC, White British

Suggestions for service improvements

Some children, along with their parents, discussed ways in which they could increase their understanding
of asthma and offered ideas for future interventions. Children reported wanting to speak to someone who
had experience of asthma, whether it was someone living with asthma or a HCP.

Well, | would like to meet somebody who's knows a lot about asthma, like, who has asthma, and like,
is a doctor, to know more about asthma. Like, how they, have they helped the person like they had
asthma and now they don‘t, they live a normal life, like you, you don‘t have asthma.

115FC, Indian Gujarati

Children also suggested that face-to-face demonstrations would be useful to learn inhaler techniques.

They should say it to you face-to-face or, you know, they should tell you in some way how ... what's
it for, how it will help, how, you know ... what it does and why | need it.
063C1, Indian Gujarati

Some children and their families also described ways in which information could be provided that they
would find most useful.

[On the website there should be] what happens in like, the lungs, and what’s happening in your body,
and like, and things to improve on it. Like, what to do to help it. And stop it.
128FC, Pakistani

Pictures maybe.
115FC, Indian Gujarati

A presentation about it to a group of people sit down and some of the teacher can present. [...] They
tell you things that | did not know like in more detail. The effects of inhaler, what it does and how it
affects you. [. . .] The chemist and the GP were ok but the school one explained it best and easy
to understand.

125FC, Indian Punjabi

[Blecause, at the Gurdwara, we do Punjabi school where you learn the alphabet. And we could do
something like that at each Gurdwara so, and like, people like adults could come with them and they
could learn about it as well if it, if their child has asthma and they haven’t been to a doctor yet, [...]
know about it.

115FC, Indian Gujarati

The interviews with families and children provided an opportunity for those affected by asthma to offer
their perceptions of the barriers and facilitators to optimal asthma management, in addition to providing
them with the chance to discuss their own ideas and how improvements to services and quality of care
could be improved. These data formed the basis of the intervention development (see Chapter 5), shaping
the development of the content and the delivery methods. Following on from the interviews with families
and children, HCPs who have had experience of working with South Asian children living with asthma
were interviewed to discuss their perceptions of asthma management and ways in which services and
quality of care could be improved.
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Healthcare professional interviews

Healthcare professionals are key stakeholders in service improvement and as such they were included in
the project in order to identify their perceptions of the barriers and facilitators to optimal asthma
management in South Asian children.

Sampling

Purposive sampling was utilised to ensure representation from medical (primary, secondary and tertiary)
and nursing professionals from acute and community services and from professionals at different stages in
their careers (Table 15).

Data collection

All HCPs spoke English, enabling all interviews to be conducted by the research team. Participants were
offered the option of one-to-one or group interviews if more than one person at a particular practice
wished to participate. In recognition of their limited availability, flexibility in the approach to data collection
with HCPs was crucial to securing their participation in the study. Methods of recruitment were amended
to ensure that adequate HCPs could be recruited into the study and that interviews could be carried out
at a time convenient for them. The interviews were conducted using a semistructured format with a
guestion schedule based on the interim findings from phases 2 and 3 (see Appendix 4). Demographic data
collection forms were completed at the end of each interview. All interviews were conducted face to

face at the participant’s place of work and were digitally recorded and transcribed. There were 37 HCPs
recruited: four GPs, one trainee GP, one health visitor, one inclusion manager, one nurse, two paediatric
ED registrars, one paediatric respiratory consultant, two paediatricians, three community pharmacists,

one paediatric intensive care unit consultant, one practice manager, three practice nurses, one research
assistant, five school nurses, one senior hospital play specialist, two staff nurses, one student children’s
nurse, one ward sister, three community children’s nurses, one foundation year 1 (FY1) doctor and one
clinical operational lead. Data saturation (ensuring validity of the findings) was reached for the entire
sample and gave particular confidence in relation to smaller, subpopulation numbers. Validation was
ensured by checking back with the clinicians that their messages had been accurately represented

and heard.

Analysis

The interviews were analysed using standard methods of thematic analysis to identify key themes. In
addition, the data from the interviews were further organised according to principles of intervention
mapping and were compiled into charts to facilitate the intervention design process (see Chapter 5).
To maintain professional anonymity, the professional roles of the interviewees have not been
disclosed in this report.

Results

The following key themes were identified and are discussed below: consultations with South Asian
families; South Asian family barriers to asthma management; and professional and organisational barriers
to asthma management.

TABLE 15 Inclusion and exclusion criteria for HCPs in phase 3

e HCP ® None
e Currently involved in the provision of services for children of South Asian origin,
either directly or via commissioning

NIHR Journals Library www. journalslibrary.nihr.ac.uk



VOL. 2 NO. 28

Consultations with South Asian families

Time

All HCPs reported that having insufficient time to talk to children and their parents and carers was a
major problem. GPs reported how they struggled to cover as much information as they would like in the
already-brief appointments. This was made more difficult when there was a language barrier or multiple
issues to be discussed. ED staff and pharmacists also discussed limitations on consultations imposed by
time pressures.

| quess there are always the usual time pressures. There is not enough time, no asthma nurse.

Time — if | have the ability at a time that is convenient to me and we can talk and then discuss it then,
I would have no problems in employing an interpreter with every family | see. However, the only
practical way of doing it out of hours is by a language line which involves making a phone call, getting
the family to the phone for a stilted two-way conversation which | usual only resort to for serious
cases. | appreciate that this is not best practice but one of the limitations of working means that |
simply cannot spend that amount of time with every family | see.

Communication

Language barriers were the biggest single issue raised by all HCPs. The presence of a language barrier
impacted on the time taken for all types of consultations. The ability of the HCP to explain and give
information in a language that was understood resulted in simplified and less detailed information. Where
possible, interpreters including family or friends brought in by patients were used. Several HCPs mentioned
concerns about the quality and veracity of interpretation when informal interpreters were used. The
Language Line service was also used by professionals, but this was regarded as slow and difficult to use.

| think language can be a difficult barrier, although we use Language Line reqularly, it is not an ideal
situation to have.

Some HCPs felt that, in some instances, communication difficulties led South Asian patients to be less
confident about asking questions and left professionals feeling unsure that the information had been fully
understood. Although they recognised that it was their responsibility to ensure understanding, they felt
frustrated that this was not always possible within the time constraints of a short consultation:

With a lot of the parents that come in with prescriptions when we start to counsel them and ask how
the doctor has explained it to them they will be quiet and just say ‘Yes’. They won't say too much.
We will say take this and needs to be puffed four times day and they will just sort of nod their heads
and we have to say ‘would you like me to explain it again/did you understand?’.

Some HCPs reported deliberately adopting a different approach for some South Asian families where
English was not a first language — speaking more slowly, providing less detailed information, and providing
simplified explanations in a more direct and matter-of-fact style. Most HCPs reported engaging with
parents during a consultation rather than directly with the child.

It Is just a question of mirroring the patient. It is not that ‘I act this way with a South Asian family’.
It is basically reacting to an individual really. If there are more than two people there it may need a bit
more time and effort.

Obviously | tailor the language and when you change the language | think your manner changes as
well, especially as there is a Bangladeshi ethnic minority as well and | have to really explain things
quite slowly to them, just to make sure that they understand it.

| give less information, because | have made the assumption that giving more information will just get
lost due to the potential language barrier.
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Healthcare professionals’ provision of information on asthma

Most HCPs felt that they did not have sufficient time to provide information to patients and families. They
reported that they tended to focus on medicines and inhaler techniques, offering very little information on
explaining what asthma is or the impact of lifestyle or diet. Information was largely delivered verbally,

with half of HCPs routinely using leaflets in English because translated versions were not easily available.
Demonstration devices were felt to be useful but not widely available as a result of recent recommendations
that devices should be single-patient use only due to issues with infection control, with multiple devices
being difficult to store.

My priority is making sure they understand what medication does and when to use it.

I make it very clear at the top what medication is and how often they should be taking it. That’s all |
deal with.

We talk about food allergies and common triggers and get them to do food diaries — so that side of it
I would be happy. The medical/cultural treatments — | wouldn’t understand and as | don’t know
about them it would be hard to give professional advice on them.

Healthcare perceptions of South Asian family barriers to

effective management

Healthcare professionals reported that most problems experienced by families (of all ethnicities) were due
to a lack of knowledge or misunderstandings about asthma and that this was particularly relevant in
South Asian families. HCPs reported that this was due to language barriers, maternal education levels,
and general unfamiliarity with asthma.

My perception is that the parents cannot clearly say what is happening, that they don't really
understand what you are telling them.

Healthcare professionals felt that South Asian families” understanding and expectations about asthma

as a chronic condition could impact on a HCP's ability to achieve effective consultations and overall
management. HCPs felt that South Asian families compared the UK NHS and treatments received in the
UK with health services in South Asian countries (e.g. India). Their perception was that families looked to
doctors to ‘fix' problems rather than engaging in long-term management strategies. HCPs also described
differing styles of family structures and parenting in South Asian communities, with, for example,

a different style of managing children, less expectation for children to take a role in self-management,
and the role of extended family and community leader in directing management all being factors that
influenced asthma management.

Healthcare professionals suggested that South Asian families relied more on ED services, were less
engaged with preventative or primary care services, and were less likely to adhere to prescribed
medication, in addition to expressing a higher level of related symptoms of "breathing difficulties’ than
White British families.

I did find it a bit frustrating with the management, because | would give them a management plan
and then they’d come back three months later and they’d done something completely different

to what I'd said, and invariably they’'d stopped all the medication.

I think the worst for me is when the parents say [in front of the child] ‘Well they won't take their
inhaler, so there is no point’. That is really quite then to show the child that it is not that bad and that

actually yes it can be managed.

I have found that a couple of the parents expect you to have a cure for asthma.
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Community knowledge and attitudes

Some HCPs felt that general awareness of asthma was low among South Asian communities, particularly
among older generations. They felt that this impacted on symptom recognition, acceptance of asthma
as a diagnosis and the understanding of asthma and its management.

Medications

Most HCPs felt that families of all ethnicities were often reluctant to use medicines, in particular inhaled
and oral corticosteroids. In addition, several HCPs recognised an increased risk in South Asian families
of stopping treatment despite advice to the contrary from HCPs.

There definitely appears to be a reluctance to stay on the steroid inhalers.

There seems to be a perception that there is a case when they don’t need it [medicine] but they fail
to realise that it is because of [their medicine] that they are feeling ok and that it is not just the
inhaler it is to do with the medicines as well.

Professional/organisational barriers to the management of asthma

Interprofessional communication

Most HCPs reported that communication between services and professionals was problematic, with
several significant consequences for families. Examples include limited options for co-ordinated working;
information about patients being lost; contradictory messages being given to patients; long-term
management planning being impaired and effective; and timely follow-up being compromised.

Conseguences of communication difficulties were magnified if patients moved house across city/county
or across county borders and families changed their GP and/or hospital. In these circumstances, most
professionals reported that they were reliant on parents to pass information between services. Referral
pathways between services were similarly reported to be problematic. HCPs felt that pathways were
unclear, involved multiple forms and were unduly restricted by location, a process contradictory to the
vision of developing quality integrated services for children:

There’s a huge variation between the various GP practices and there’ll be some practices that you
hardly ever get a referral from.

We rarely get to meet the GPs that manage patients from the other end, so we consider that a barrier.

Ideally | write a little note in the system, a letter gets printed and that goes to the GP, ideally the GP
would read that letter, knows what | was thinking, the parents will present to the GP because

| have told them to, the GP will read the letter and take action. That would be an ideal situation.

Does that happen? Does the GP read the letter? Maybe not. Do the parents attend the GP? Maybe not.
Do | chase that up? No.

Available services

All HCPs reported some confusion among South Asian families concerning the nature and availability of
asthma services. Many were reported to experience difficulty with keeping track of the numerous NHS
services for children with asthma, and as a result often were unsure where to refer children so that they
received the optimal service. For example, it was reported to be difficult to identify whether or not primary
care practices employed a trained asthma nurse. Several expressed the view that the multiplicity of services
often resulted in a lack of continuity of care and resulted in families visiting different services at different
times. Several HCPs expressed concern that South Asian families were less likely to attend annual asthma
reviews provided by the primary care practices to particularly review the child’s medication and

inhaler technique.
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The down side is probably that they don‘t want to come [to the review] and | think that is — asthma is
particularly difficult . .. the patients need to come back for review.

Professional knowledge and training

All HCPs interviewed for the study had received some asthma training but few had undertaken any specific
paediatric education for asthma. There was a diverse opinion on the need to pursue further training.
Several suggested that further training would be helpful while others reported that the existing options for
further training were sufficient and that further mandatory training would consequently impact on service
delivery. Most professionals reported being familiar with either the BTS guideline or a local guideline for
the management of asthma. However, adherence to the guidelines was reported as variable: half of HCPs
interviewed perceived variations in training and knowledge among professionals as a barrier to

effective management.

I think across the board, training is an issue. People don’t always get the right educational support to
manage professionally in that role. You learn by dealing with them in the right way, but it is not
always the correct way and that is where confusion arises in patients and parent’s minds.

Diagnosis of asthma

Healthcare professionals reported very few problems regarding diagnosis. They indicated that they did not
perceive underdiagnosis or undertreatment to be issues in South Asian families, and stated that they were
not aware of issues in accepting diagnosis in South Asian families. Participants reported that it was usual
for HCPs to make a structured diagnosis using testing where possible, depending on the age of child, and
that it was generally best practice for the GP to diagnose asthma as they are most likely to be aware of the
child’s history. Asthma diagnosis in preschool children can be an issue with HCPs, with a reluctance to
make a diagnosis unless there are strong features that increase the risk of asthma such as personal or
family history of asthma. GPs indicated that they could not always make a clear diagnosis and they would
suggest a review with a nurse. HCPs felt that South Asian families often did not return to these follow-up
appointments, which may contribute to problems with diagnosis. HCPs did not suspect underdiagnosis

in South Asian families as they described parents as ‘overanxious’ and as tending to be very quick to seek
help. HCPs reported a general desire among parents to want tests or something concrete to be done,
and this was particularly noted in South Asian fathers, but a number of interviewees went on to note
that this was a general parental issue and not specific to South Asian families.

Have you had any difficulties around diagnosing asthma in South Asian families?

Not particularly. | don’t think this is necessarily related to Asian families. We always, | think the
party line from paediatricians and GPs is, the age at which you make that diagnosis, given the very
high prevalence of viral induced wheeze and then significant crossover between symptoms, so | don't
think it's necessarily to do with South Asian families. They seem to be equally accepting of the
diagnosis as Caucasian families are. | don’t think it would be an underdiagnosis because by and large,
Asian families are quick to seek help.

Is that more noticeable in South Asian families versus white families or is that more
normal for families generally?

I am not quite as sure about that distinction as | am about the families being concerned. |
suspect probably more families want some clarity — fathers more actually. Definitely there are certain
things that fathers want. They need to feel that their trip has been justified in some way and that just
being sent home with a casual nod is not always to their liking. | am not quite sure about that as | am
about the clear distance between accepting a fever on its own is not a matter of great concern.
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School management

Despite children spending most of their day at school and, therefore, there being a need to ensure that
they are being managed effectively when at school, few HCPs felt that they could comment on school
management of asthma as they felt that this was outside their remit. However, the education professional
interviewed for this study expressed a view that teachers and other members of staff in schools were
provided with very limited training on the management of childhood asthma.

Interviewer: What about the rest of the teachers in the school, would they also be able to help the
child with an inhaler?

Participant: I would say not all of the staff are trained. The main teachers are not trained.

This interviewee also felt that the limited availability of school nurses means that schools are reliant on
parents to share information and provide their child’s medicines to school staff.

Interviewer: You are not getting letters from the GPs or the hospitals, | take it?
Participant: No.

Interviewer: So you are entirely reliant on what the parent tells you the GP said?
Participant: Exactly!

Interviewer: Sensitive issue there.

Participant: Yes, it is something that is not the ‘done thing’.

Suggestions for service improvements

Healthcare professionals had numerous thoughts and ideas regarding ways in which the quality of, and
access to, care could be improved. These included the utilisation of an asthma nurse for follow-up
appointments or the monitoring of children’s asthma, as well as being available for home visits. HCPs
indicated that they thought this would be particularly useful for South Asian families. In an ideal scenario,
asthma nurses were seen as linked to tertiary clinics, with regular contact with GPs still being necessary as
the nurses should not provide an independent service. HCPs perceived that patients were more likely to
attend specialist appointments than to attend a GP appointment, and therefore providing more access to
appointments with asthma specialists was a further suggestion. The possibility of giving asthmatic children
48-hour open access to GPs, so that once a diagnosis has been made the child can be seen quickly to
reduce anxiety for parents, and reduce unnecessary presentations at ED, was also suggested. A further
option was to lengthen GP appointments specifically for asthma to ensure that information can be
discussed in detail and so that both patients and GPs did not feel rushed and miss out vital information.

Healthcare professionals highlighted that inconsistency of care was a problem and suggested training for
HCPs to be consistent across the region, so that everyone gives the same, consistent advice to families. It
was suggested that asthma management should be added to regular, rolling education programmes for
HCPs, with content regarding how ethnicity might impact management, or basic training in South Asian
languages, though problems with the large number of languages this might involve were also highlighted.
Following on from the discussion regarding language, HCPs felt that leaflets with asthma information in
should be translated into multiple languages, or be written in simple terms or with a lot of diagrams in
order to make information more accessible. HCPs also indicated that better access to interpreters would
help with diagnosis or management strategies and would help improve parental understanding. To ensure,
or aid, consistency of care, HCPs suggested that combined or shared patient medical notes should be
available for all professionals involved in care so that they could automatically see any developments or
changes such as hospital attendances or changes in medicine.
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Healthcare professionals held the view that South Asian mothers do not drive, and therefore suggested
that services need to be local and accessible, and also need to take into account school days or holidays.
Having a drop-in centre or training evening in local pharmacies or community-based venues where a
doctor or nurse is available to demonstrate inhaler techniques or discuss management plans was felt to
be a way to overcome geographic and travel issues. HCPs also suggested that more information and
education is needed in schools so that children learn basic ideas about asthma when they are young.
Additionally, this may reduce any stigma associated with asthma and the use of inhalers, which may
subsequently reduce non-adherence with treatment.

Anywhere, probably in GP surgeries where we are trying to get them in more: give them more time on
appointments. The more educational devices in different lanqguages the better. Use the things that the
normal mother can understand. The mum can come and be a bit more involved in the child’s care

rather than relying on the dad to come. But probably at the hospital — have an asthma specialist there.

| think that is general, but more so with South Asians, who do seem to like a home visit and then have
a telephone — triage thing — because a lot don't like to visit and it would be nice to have a number

(if they have a problem) and be able to triage on the phone — or we could triage them on the phone.
Then we need more interpreters, | think.

What's worked quite well in the past with adults is we’ve sometimes had specialist asthma nurses
coming into practice, and running clinics, (haven’t we?) and we’ve found that we’ve been quite
successful with that, sending out the invitations and patients have come quite happily to have their
inhaler, medication, whatever, reviewed. But, so, | don’t know if there was a specialist community
paediatric nursing service available, whether patients would feel that that was something special,
relating to their condition and a spec- a resource that they were able to tap into if necessary.

A follow-up person who would be employed solely to look at previous discharges from the day to
ensure that the action plans for follow-up of those patients have been implemented.

Giving a training to the few pharmacists in that area would be helpful and literature resources would
be really helpful possibly giving to the patients like are they new diagnosed with asthma to get the
basic understanding of the basic issue and the facts and may be like we have blood pressure days,
diabetes and do they have any national asthma day.

This phase of the study provided an opportunity for parents, carers, children and HCPs to offer their
perceptions regarding barriers to optimal asthma management in children. The Children’s Outcome Forum
report recommends that, when considering strategies for improving outcomes for children, health
professionals should work in close partnership among themselves, and that other agencies (developing an
integrated approach with families, children and young people) must be placed at the centre of such
initiatives.? As well as incorporating the perceptions of key stakeholders, the study was also designed to be
sensitive to the needs of the NHS in providing solutions that are feasible and sustainable. The tailoring of
generic services and the improvement of the cultural competence of existing organisations was one way
this could be achieved.™® This phase was, therefore, designed to explore ways in which existing services
could be enhanced for a wider population by using a comparative White British sample in order to explore
key issues that were similar for both White British and South Asian families which could be effectively
addressed in a common, generic intervention programme. However, the analysis also revealed several
issues that were specific to South Asian families which should be addressed by tailoring of interventions to
meet these specific needs. The key findings from the families (parents, carers and children) and health
professionals from this phase are summarised below. These findings were designed to be synthesised into
the multifaceted tailored approach required to develop the asthma intervention framework and formed the
basis of the next phase of the study (see Chapter 5).

NIHR Journals Library



DOI: 10.3310/hsdr02280 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

Summary and discussion of key findings

Understanding asthma, including the recognition of symptoms, triggers and management strategies, is
central to effective asthma management for children. Having this knowledge supports the development of
a partnership between families and health professionals and increases the opportunity for the child and
family to be fully involved in decision-making. Health professionals, therefore, have a responsibility to
deliver information to families and to check the understanding of this information. The BTS guidelines*
recommend what information should be shared with patients, with the Scottish Intercollegiate Guidelines
Network and Asthma UK (www.asthma.org.uk) having developed leaflets that are available for HCPs to
provide to patients and families. Despite these resources being available and national recommendations
instructing health professionals to take a role in providing education as part of their consultations and
management plan, families in this study reported either that information had not been provided to them
or that they had difficulty in understanding the information. None of the families recalled an asthma
management plan being provided by any HCP, despite this being a national recommendation which has
now been included as one of the national asthma quality standards.* Both South Asian and White British
families also highlighted issues related to the consistency, timeliness and quality of the information
provided which often lead to confusion about the different medications available and the techniques
required to deliver them (e.g. how to use inhalers). The families requested that information be provided
both face to face and in written format for later reference. Only half of the HCPs in our study provided
South Asian families with information in a format other than verbal. This may not be a reflection of the
quality of care received, but may be a result of lack of availability of information for non-English speaking
families in written or other forms.

Understanding what asthma is and how it is managed was also found to be variable among South Asian
and White British families (including children), with similar confusions and misconceptions regarding
causes, triggers and nature of asthma in both groups. Both groups had similar views on issues such as the
origins of asthma, role of genetics and the perception that one could ‘grow out’ of asthma. It is apparent
that further efforts are required to check if the diverse ranges of healthcare providers delivering an asthma
service understand and adhere to national guidance on information provision. This includes checking
whether or not the children and families understand the information being provided to them.

This study revealed that, to some extent, all families, regardless of ethnicity, had to overcome barriers
related to information provision or in understanding the information provided. However, these barriers
were more pronounced for South Asian families because of language or translation issues. Where families
had no previous exposure to asthma prior to diagnosis — South Asian families in particular — they tended to
be less familiar with bio-medical definitions of the characteristics and management of the condition. HCPs
should not, therefore, assume a level of understanding among families, something which should always be
checked at the beginning of any consultation. Interestingly, the South Asian families did not directly raise
language barriers as a major issue; however, the data suggest that this may because they had developed
their own mechanisms to overcome these. Families reported that they used strategies such as seeking out
GPs who could speak the same language, choosing to attend the ED where interpreters were more easily
available or accessing their local pharmacist who was often of the same cultural background or could offer
advice in a language other than English."®" HCPs did raise language as a major barrier and felt that they
had limited provisions to overcome it. HCPs also suggested that they required more time for their
consultations with South Asian families in order to effectively utilise interpreters, talk slowly or use
alternative ways of addressing the communication difficulties. They also raised concerns that, due to time
constraints, they were not covering all of the issues which may affect South Asian families, such as dietary
changes (see Suggestions for service improvements, below), and subsequently may provide those families
for whom English was not their first language with less information than they would provide to

White British or other English-speaking families.
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Healthcare professionals reported that during consultations with families, their own focus was on
addressing the medications required for treating asthma, with little attention given to a more holistic
approach to management. This included the influence of the physical environment (e.g. rain, cold) and diet
on asthma exacerbations, or the impact of asthma for the child as they move into adulthood, factors
which were perceived as important by South Asian families. This was partly related to a lack of time to
address additional issues but also, potentially, to a lack of cultural competence and awareness of the issues
that may be important to South Asian families. Furthermore, this is complicated by the fact that South
Asian families may be more likely to be given additional (and possibly contradictory) advice about asthma
by members of the wider family and community (in the UK and overseas). For example, South Asian
families were more likely to describe being advised about particular dietary inclusions or exclusions and
about the use of complementary therapies of various kinds, or seeking support from religious leaders
(supported by phase 2 data), issues often overlooked by HCPs. It is important, therefore, to encourage
HCPs to positively engage these key individuals, some of whom may also be providing a caring role to the
child, and to be aware of the types of information that is being shared within families and communities to
better understand the context in which a child’s asthma is managed. Asthma education programmes
within the UK, such as nurse-led asthma reviews, traditionally focus on the direct family unit of parents
(often the mother) and child, with little acknowledgement of the need to include the wider family.

Accessing appropriate care is essential to ensure a timely diagnosis, optimisation of treatment and the
prevention and management of acute attacks. Previous experience of contacts with the health service

can influence future health-seeking behaviour,'®? both positively and negatively. As with other chronic
conditions, the aim for asthma management is to keep a child functioning at the optimal level, attending
school and preventing hospital attendance.’ Within the NHS, primary care services are available to initially
provide a diagnosis of asthma and regular reviews to optimise management, with ‘out-of-hours’ services
and emergency services being available for urgent care and acute severe attacks. In practice, however,
emergency attendances for all clinical problems are increasing,' with a higher attendance rate for South
Asian children with asthma than for White British children. Drivers for this health-seeking behaviour need
to be understood if families are to be encouraged and supported to manage their asthma and to choose
primary care services in preference to emergency care. In this study, difficulties expressed by parents
regarding the most appropriate place of presentation during an acute attack highlighted an important
problem with current provision and access to the NHS. South Asian families in this study chose to access
the ED if they were unable to access their GP. In contrast, White British families were more likely to use the
out-of-hours service provided by the NHS. These differences were driven by previous experiences of using
the health system (e.g. being referred to the ED during previous acute asthma attacks, or experiencing
negative or delayed appointments with their GP) as well as difficulties in the recognition of the severity of
symptoms and, as a consequence, this delayed timely access to treatment.

In the current study, none of the South Asian families and very few of the White British parents had any
formal means of assessing their child’'s symptoms. No parents had been provided with written asthma
plans, while a minority of White British families reported using peak flow meters. No one reported
employing any objective measure of severity. Without being able to assess severity, parents are unable to
know at what point and where to access health care for early intervention. This may also lead to a quick
deterioration in the child, with the need to seek urgent care from the ED and, in some cases, to call an
ambulance for help.

Both White British and South Asian families expressed feelings of being ‘fobbed off’ within the healthcare
system and described delays in getting a diagnosis, which subsequently led to feelings of frustration or
anger. Despite this, all families described the need to use the GP as the first point of contact in a
non-acute situation. In an acute situation, the patterns of presentation to primary care or emergency
services differed between the groups. Despite their disappointment with ED waiting times, South Asian
families would self-refer to the ED and bypass other services in the next event if they had previously been
referred there via NHS Direct or the out-of-hours services; this reinforced the idea that South Asian families
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perceived hospital services as more expert or knowledgeable than primary care. They were also more likely
to call an ambulance if they were concerned about their child.

Organisational discrimination

Despite a tendency for families to feel that they had not been discriminated against, the interviews with
HCPs revealed the potential existence of problematic cultural stereotypes about South Asian families within
the NHS. South Asian families were viewed as ‘difficult clients’ rather than being recognised in the context
of the structural discrimination facing patients whose needs are not aligned with the majority White
population.’® A tendency to see South Asian families as inappropriate users of services (e.g. overuse of
A&E services, non-attendance at follow-up) was present in our data; this reflects the stereotype of
minority ethnic patients themselves being part of the problem of providing adequate services, a type of
‘victim-blaming’. However, HCPs did also recognise that services were not currently structured in a way
which would enable them to meet the needs of South Asian patients, especially in relation to having the
time to give more information and to use interpreters.

Children’s experiences

The team considered it important to engage children and to gain an insight into their perceptions of living
with asthma. The children also provided suggestions for interventions. By involving them in this phase of
the study, a partnership and relationship with them that supported their involvement in phase 4 of the
study was developed.

This phase of the study found that there was considerable similarity in the experience of asthma described
by South Asian and White British children. As with the adults interviewed, children from both groups
expressed some confusion around either the causes or the triggers of asthma, and described not knowing
what asthma was or why they had been diagnosed. These findings suggest inadequacies in the education
of children about their condition. In their interviews, both groups of children focused on their experience
of acute attacks and described the strong emotions they felt during or about these attacks. They reported
often feeling frightened and upset.’®*'%> However, when describing their interaction with HCPs, they could
not recall discussions about why acute attacks might arise or what to do in this situation. This suggested
that HCPs were not communicating these important messages adequately to children. In their recall of
visits to the GP or practice nurse, children reported discussions of administering and monitoring
medication. They could not recall any holistic discussion about school attendance or more general quality
of life issues.

Previous evidence in health research has consistently demonstrated that ‘feeling normal’ is important to
children.’®>7'%” A desire to be ‘normal’ was commonly expressed by children in the current study. This was
sometimes in relation to the unfairness of restrictions associated with having asthma in comparison with
siblings, or the embarrassment of having to use inhalers in public. Research has documented feelings of
embarrassment about having asthma among teenagers, with those who felt embarrassed about their
asthma significantly less likely to carry or use inhalers in front of others.'®> Feelings of embarrassment were
expressed by children from both groups in this study. Parents and focus group members also described
potentially negative reactions from members of the wider South Asian community if they were aware of a
child having a diagnosis of asthma. This highlighted the possibility of children in South Asian communities
having greater potential of experiencing asthma-related stigma.

One way in which children could be made to feel ‘different’ from other children, especially at school,
was in relation to non-participation in sporting activities. Despite the fact that children with asthma are
encouraged to participate in sport,'®® children (and parents) reported a lack of engagement in these
activities. This would appear to reflect a lack of appropriate guidance for parents, children and teachers
about appropriate management of asthma. Parents, in particular, expressed concerns that schools were
not always fully knowledgeable about medication and how to administer this. Nevertheless, in general,
children acknowledged that friends and teachers were important agents in helping them to manage
their asthma, indicating that schools can be important sites for delivering asthma interventions.'®®
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PERCEPTIONS OF FAMILIES AND HEALTHCARE PROFESSIONALS

Suggestions for service improvements

Families, children and HCPs offered numerous suggestions for how the provision and quality of service
could be improved. Families discussed how an advice centre or telephone service would be useful for
when questions arose. Families, children and HCPs suggested working closely with and in schools to
educate and inform children, not only those with asthma but also the wider community, to improve
education and remove the stigma associated with asthma and inhalers. Families, children and HCPs also
suggested that presentations or information centres at easily accessible local community venues, such as
temples or community centres, might be places where doctors, nurses or people with experience of
asthma could provide information or demonstrations of inhaler techniques. Children reinforced their desire
for face-to-face demonstrations or meetings with people who had experience of asthma. Families and
HCPs suggested the production of leaflets and posters in multiple languages to ensure that most people’s
information needs could be catered for. Families reported that a better diagnosis system was favoured, as
current difficulties with diagnosis caused stress and anxiety to families. HCPs had many suggestions for the
improvement of care, including lengthening GP appointments, providing follow-up appointments with
asthma nurses and the provision of education programmes for HCPs to ensure consistency of care.

This consistency was something that both families and HCPs alluded to, with the suggestion of integrated
medical health records between all HCPs. These suggestions fed directly into the next phase of the MIA
project and helped to develop the intervention framework.

Conclusion

Building on the findings from phases 2 and 3, the study of families and HCPs identified the need for
interventions that addressed multiple levels of influence on health outcomes at the patient, provider

and system levels. This included understandings, beliefs and behaviours of all parties (parents, children,
communities and HCPs), in addition to the impact of how healthcare services were organised. The findings
also reinforce the importance of collaboration with service users and other stakeholders and the relevance
of exploratory qualitative methods of inquiry. Listening to the voices of participants in this detailed way
enabled the research team to understand the perceptions and experiences of parents, carers, children and
HCPs. The project was thus able to reflect on issues considered important to those receiving and delivering
care, and to work with both groups to design an intervention programme which includes those issues at
its core. This work was subsequently taken forward into the fourth phase of the project, the collaborative
intervention design which is discussed in the following chapter.
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Chapter 5 The development of potential
collaborative intervention strategies (phase 4)

Chapter summary

This chapter presents the structured, collaborative, step-by-step process, moving from the evidence
gathered in phases 1 to 3, integrating this, prioritising and underpinning it with psychological theory to
design an intervention planning framework for the asthma management pathway in children, and finally
presenting an example of an integrated, multifaceted intervention programme for one priority area chosen:
getting a diagnosis. As noted earlier, the process was informed and directed by the principles of IM and
the application of this approach will be highlighted where applied.

Phase 4, based on the findings of phases 1 to 3, sought to produce an intervention planning framework to
address the asthma pathway, with the ultimate aim to optimise asthma management and then to develop
an acceptable and achievable evidence-based and theory-informed collaborative exemplar intervention
programme focused on one key issue drawn from the planning framework. The systematic evidence
synthesis in phase 1 provided the evidence base which guided the interview schedules for phases 2 and 3.
The qualitative data from phases 2 and 3 identified the issues that the families, communities and HCPs
perceived as needing to be addressed in relation to asthma and its management pathway. The data also
provided the underpinning evidence and content for the intervention planning framework and final
exemplar program. While the aim was to tailor the intervention plan and programme for the South Asian
families, the White British families were included to identify if there were common problems that existed
across groups, and to establish any issues that were specific to one group. An exemplar asthma
programme (to optimise the initial steps in asthma diagnosis) was developed from the intervention
planning framework. Only one key issue was identified to demonstrate the process used to move from the
planning framework to a final, collaboratively developed, integrated, multifaceted intervention program.
To do this, psychological theories were used as they provided structure for addressing the issues identified
and the type of interventions that could then be utilised (both content and means of delivering the
intervention) (see Appendix 17). To support this process, a rapid review of existing asthma interventions
was conducted during this phase and provided the team with examples and ideas of when intervention
prototypes for this study were being considered (the delivery mechanism for the intervention)

(see Appendix 10). The information was integrated and presented to our collaborative participants for
refinement so that a feasible tailored programme for one key issue could be finalised. The findings from
the project were disseminated at local events, after which we explored participants’ experiences of being
involved in participatory research with the view to improving or refining future collaborative activities.

Phase 4 comprised five sections and has been reported as sections A-E below. Owing to the integrative
process used in this phase, overlaps exist among sections A to D.

Section A sought to combine and condense the charted data from phases 1 to 3 to identify 11 key themes
that needed to be addressed to optimise asthma management and to develop an intervention planning
framework based on these themes.

Section B reports how the 11 key themes were presented to the participants at workshops, a summary of
who attended the workshops and the processes by which the themes were prioritised. The prioritisation
process identified ‘getting a diagnosis’ as a key issue. As the participants were asked to consider the whole
asthma pathway in this project and a socioecological approach was being used, ‘getting a diagnosis’ was
approached from a socioecological and holistic perspective, covering a number of steps required within the
diagnostic process. These steps included an awareness of asthma, recognition of symptoms, accessing
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health care and the investigative process to make the diagnosis of asthma, and not solely the narrow steps
of investigating the child to confirm or refute a diagnosis. ‘Getting a diagnosis’ was used as an exemplar
theme to demonstrate the step-by-step process used to achieve a programme for the themes. It was not
feasible within the timescale to undertake this for each theme. This exemplar theme resulted in the
development of outcomes and objectives for a proposed intervention programme generated using IM
matrices (see Appendices 5 and 7; Chapter 1). This subsequently led to the proposal of a three-arm
multifaceted integrated intervention programme, which was refined at collaborative finalisation
workshops. The process used for this theme provided a model process which could be used for any of the
other themes identified.

Section C outlines how the components of the proposed three-arm intervention were selected by members
of the research team, advisory panel, CFs and external advisors. Specific considerations were given to the
feasibility of implementing the intervention within the NHS.

Section D presents the iterative process through which the revised draft intervention was taken, returning
to a combined professional and layperson workshop (including children) for further refinement and
finalisation. As a result of this refinement, a fourth arm was subsequently added to the intervention

and the proposed intervention programme was finalised.

Section E discusses the finalised intervention programme and how the dissemination was approached
using events tailored specifically for the relevant audiences.

Figure 4 shows how sections A to D linked together to result in the production of an asthma management
pathway intervention programme. The diagram shows that the qualitative data provided the content of
the intervention and the specific areas that needed addressing with psychological theory giving the project
a way of achieving change. The diagram shows the delivery mechanism through which these changes
were achieved and implemented.

Finalised ACT on

IM matrices . Asthma.
intervention
4 ) é ) programme
¢ Data from phases e Selection of
1,2 and 3 theory-based
combined methods
e Prioritisation
¢ 11 themes workshops e Selection of e Finalisation
identified practical strategies workshop
* Needs assessment
for ‘getting a e Assessment of ® Programme
diagnosis’ feasibility expanded to
four arms
e |dentification of e Three programme
programme arms selected
outcome,
performance
objectives and
change objectives Braft ACT on
IPF N J Asthma - J
intervention
programme

FIGURE 4 Representation of phase 4: sections A to D. ACT on Asthma, Awareness, Context (cultural and
organisational) and Training; IPF, Intervention, Planning Network.
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Section A: formatting the qualitative data

The qualitative data gathered from focus group attendees and key informants in phase 2 and from
South Asian families and HCPs in phase 3 was subjected to a modified framework approach utilising
the standard fields of IM to define actors, domains, behaviours and determinants (see Chapter 1 and
Appendices 5 and 7 with examples), rather than a framework based on a priori themes. This permitted
the streamlining of the process of data integration and, crucially, allowed behaviours or determinants of
behaviours identified (e.g. attending the ED) in different data sets to be charted multiple times if they
occurred in multiple domains. This allowed them to be easily viewed and combined (see Appendix 7).

Identifying themes

Identified behaviours and putative determinants were discussed and grouped inductively by the research
team, using the constant comparison method to compare and consider each behaviour and determinant
against other behaviours and determinants to allow the identification of similarities and differences.
Behaviours, determinants and groupings were collated, compared and contrasted until data saturation was
reached. This process resulted in the identification of 11 key themes (Table 16).

Creating an intervention planning framework

The 11 key themes, each corresponding to an aspect along the asthma management pathway and
underpinned by evidence collected in previous phases of the study, were combined within an intervention
planning framework. This enabled the examination of potential barriers and facilitators to asthma
management identified within each theme (from phase 1 to 3 data), as well as behaviours and
determinants within each theme potentially amenable to intervention.

Using the intervention-planning framework

The intervention planning framework presented an overview of the aspects of asthma management that
required intervention, complete with the evidence base supporting that need and example interventions
that had been applied in previous research (see Appendix 10) shown in the rapid review of existing asthma
interventions. The intervention planning framework can be a valuable research tool, but moving from an
evidence base to developing an effective intervention is challenging. Techniques based on steps 1 to 4 of
IM were used as the basis for a structured approach to intervention design. Given the volume and
complexity of data generated during phases 1 to 3 and the time and resource constraints of the project, a
pragmatic decision that only one theme from the intervention planning framework would be selected for
further development (see Finalisation workshops, below) was taken to demonstrate the translation of

TABLE 16 Key themes from qualitative data

—_

Being able to talk to doctor and nurses
Being able to use the services
Community awareness of asthma
Getting a diagnosis

Having suitable information on asthma
Medicines for asthma

School and my child’s asthma

Types of services available for asthma

Quality of care

O VW 0 N O U M W N

N

Understanding asthma

—_
—

What to do day to day
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gualitative data into an evidence-based tailored intervention program. Expert advice was sought from

K. Bartholomew, an expert on IM, for this plan in order to ensure that a comprehensive and holistic
perspective could still be taken when designing the intervention framework with the inclusion of only
one aspect. Collaborative workshops were thus carried out to enable the selection of a theme for further
development (section B). Despite selecting only one theme, it can be argued that the methods employed
to design the intervention programme for this theme provided a model process that could be applied to
other themes.

Section B: collaborative workshops

Four workshops were held: three laypersons’ workshops (two targeted to South Asian families and one
targeted to White British families) and one HCP workshop. Three layperson workshops were necessary due
to the different preferences of communities among South Asian groups and between South Asian and
White British families regarding venues, days and catering arrangements.

Collaborative workshops were used in order to facilitate the collaborative development of the intervention
programme. Health promotion officers from Asthma UK were present and brought added value to the
workshops. Children and families had the opportunity of meeting with the health promotion officers at
the workshops, and therefore, even though the children and families were there to be part of the research
study, they gained something additional at the workshops by having direct access to additional
information on asthma and awareness of what Asthma UK could offer.

The workshops enabled the participants to review the findings and set priorities for intervention
development. The analyses had identified 11 key themes that could be suitable for the development

of an intervention programme. A modified nominal group technique (NGT), advocated to achieve group
agreement,'”® was used in the workshops. While NGT enables minority opinions to be heard, there is still a
risk that minority opinions can be dismissed if quieter and less assertive group members are unable to
vocalise their positions in a group discussion. The research team therefore decided to include discussion
and revision elements of NGT but also opted for individual voting rather than table consensus

(the latter being typical of NGT). This ensured that all participants were given the opportunity to be

heard. The methods for enabling meaningful collaboration and prioritisation of these 11 themes by all
participants over a series of workshops are detailed here.

Layperson workshops

® The findings were presented orally, supported by PowerPoint displays and hard copies available at
each table.

O Participants were grouped according to language requirements.
O (CFs provided simultaneous whispered translations during the presentation in one of five languages

as required by participants.

® The ranking data sheets (see Appendix 9) were presented, along with examples of how to
complete them.

O Alinear ranking was used, with no equal placing allowed.

® Participants were asked to rank the 11 key themes based on the presentations they had just heard.
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® This was followed by a small group discussion of the 11 themes presented, which focused particularly
on the level of need for an intervention to be developed for each of them. The team reassured the
participants that all of the themes were recognised as important and would be presented in the report.
A facilitator from the research team and a CF were present to support the groups and answer any
guestions that arose during the exercise.

O The aim was not to achieve consensus but rather to share different views to provide participants an
opportunity to consider their initial choices.

® Participants were asked to use the second data sheet to rerank the themes.
O A linear ranking was used, with no equal placing allowed.

® Participants were asked to use the third data sheet to explain their reasoning or add any other aspects
of managements that they felt had been omitted in the workshop.

® The data from the first and second workshops were tabulated with the Borda approach used to
calculate overall priorities (Table 17) for ranking results.

Children’s involvement in determining the research themes

Children’s workshop methods

The children participated in both the prioritisation and the finalisation workshops. The workshops were
more successful in enabling children’s participation compared with interviews. Evidence suggests that to
work effectively with children the research methods used need to engage children’s interest'’! and take
into account variations in age, understanding and ability. We therefore chose to use more discursive
workshops and visual-based methods rather than the presentation and written methods used with adults.

The first workshop involved the children’s involvement in a prioritisation exercise using ranking tools.
Diamond ranking is a method of ranking that has been used successfully with children.'”"~'”* Diamond

TABLE 17 Ranking results

Getting a diagnosis

Understanding what asthma is

Types of services available for asthma

Being able to talk to doctors
and nurses

Not all doctors and nurses treating
asthma well enough

Medicines for asthma

Having suitable information on asthma

School and my child’s asthma

What to do day to day

Community awareness of asthma

Being able to use the services

Getting a diagnosis

Not all doctors and nurses treating
asthma well enough

Types of services available for asthma

Being able to talk to doctors
and nurses
Understanding what asthma is

Medicines for asthma

What to do day to day

Having suitable information on asthma

School and my child’s asthma

Being able to use the services

Community awareness of asthma

What to do day to day

Getting a diagnosis

Medicines for asthma

Information and support for families
School and my child’s asthma

Understanding what asthma is

Not all doctors and nurses treating
asthma well enough

Knowing about and using services
for asthma

Raising awareness and understanding
about asthma

Knowing what to do in an emergency
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ranking requires participants to arrange a set of nine statements in a diamond pattern (1-2-3-2-1 format,
creating a diamond shape) according to their opinion of their relative importance to each other. Diamond
ranking allows equal positioning of some items, which previous research suggests makes ranking exercises
easier for children to complete.””* We modified this approach into a 14-card diamond ranking using a
1-2-4-4-2-1 format, retained the clear top and bottom priorities and allowed equal ranking in the
middle. To account for the different ages and abilities of the children present, we opted to allow children
to conduct either a modified diamond ranking followed by a standard linear ranking (no equals allowed)
or only a diamond ranking. The data from these exercises were tabulated and Borda approach'”® used

to calculate overall priorities (Table 18) for ranking results. In addition, the children were given the

option of an alternative ranking method, Budget Pie. Each child was given £300 in toy money in small
denominations and a board with the various aspects of management marked upon it with a plastic wallet
affixed that could hold the toy money. Each child was asked to divide their money between the aspects of

TABLE 18 Children’s ranking results

South Asian children’s rankings (n=21)
Having an asthma attack
Being looked after well enough by doctors and nurses

Using pumps, inhalers and medicines for asthma

Being able to get the help | need

Having information about asthma
Understanding what asthma is

Having someone tell me I've got asthma

Being able to talk to doctors and nurses
Having asthma and being at school

Being able to talk to my parents about asthma

Friends, family and neighbours knowing about asthma

Different places and people | can go to get help for
my asthma

Being embarrassed by having asthma
Doing different things to everyone else
White British children’s rankings (n=1)

Knowing what to do in an emergency

Not all doctors and nurses treating asthma well enough
Medicines for asthma

Getting a diagnosis

What to do day to day

School and my child’s asthma

Knowing about and using services for asthma
Understanding what asthma is

Information and support for families

Raising awareness and understanding about asthma

Having an asthma attack (£1470)
Using pumps, inhalers and medicines for asthma (£630)

Being looked after well enough by doctors and
nurses (£620)

Being able to get the help | need (£530)

Having information about asthma (£450)
Understanding what asthma is (£420)

Being able to talk to doctors and nurses (£380)
Having someone tell me I've got asthma (£300)
Having asthma and being at school (£260)

Being able to talk to my parents about asthma (£260)

Friends, family and neighbours knowing about
asthma (£190)

Different places and people | can go to get help for
my asthma (£190)

Doing different things to everyone else (£180)
Being embarrassed by having asthma (£120)

Not all doctors and nurses treating asthma well
enough (£110)

Knowing what to do in an emergency (£50)

What to do day to day (£30)

Getting a diagnosis (£20)

Medicines for asthma (£20)

Knowing about and using services for asthma (£20)
Understanding what asthma is (£20)

School and my child’s asthma (£10)

Information and support for families (£10)

Raising awareness and understanding about asthma (£10)
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management (based on the 11 core themes identified), thinking about what was most important and, if
tackled, would make the biggest difference to them. Facilitators were available to assist with placing
money into the board but did not direct the children’s choices. The amounts allocated were totalled and
the overall amount awarded was used to determine rank position.

Healthcare professional workshop methods

Healthcare professionals were also requested to participate in the ranking exercise described above. It was
recognised, however, that securing their attendance at a workshop would be difficult and therefore an
alternative process was designed.

® An e-workshop format (sometimes referred to as a modified Delphi) was used for the HCPs in order to
enable maximum participation. The gquestionnaire link was sent by e-mail to all participating HCPs.

® The e-mail contained an overview of the 11 themes identified, how they had been identified and the
aims of the e-workshop.

® Participants were asked to rank the 11 themes based on the information provided by labelling the
issues 1 to 11, with no equal placing allowed.

® Participants were asked to explain their reasoning or add any other aspects of the management
pathway that they felt had been omitted in the workshop.

® The data from the questionnaires was tabulated with the Borda approach used to calculate final
positions (Table 19) for ranking results.

Finalisation workshops

Workshop attendees

All participants from phases 2 and 3 who indicated agreement to be contacted were invited to attend the
workshops. This was in addition to community members who had returned expression-of-interest (Eol)
forms, but had not yet been recruited into the study. Participants were also encouraged to invite extended
family members to the workshops in response to findings from phases 2 and 3. These phases argued for
wider community inclusion in intervention development, with workshops an excellent opportunity to
engage the wider community in developing asthma interventions and to raise the profile of research. The
finalisation workshops brought together the South Asian and White British participants in order to help
identify generic and specific components for the intervention programme. Bringing both groups together
demonstrated a shared goal and helped to validate the findings.

TABLE 19 Healthcare professional ranking results

Managing issues arising from language barriers

Informing South Asian families” knowledge, expectations
and understandings

Supporting professional education and training

Making time to deliver care

Improving information and education

Standardising the quality of management

Facilitating interprofessional working

Managing behaviours arising from South Asian cultures
Developing cultural competency

Facilitating management of asthma at school

Improving diagnostics
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One hundred and twelve South Asian participants (62 community members, 29 parents of children with
asthma and 21 children) and six White British participants (four adults and two children) were involved in
the workshops.

Selection of the exemplar theme to demonstrate the intervention programme
development process

An exemplar theme was chosen for which a multifaceted intervention programme could be developed and
process demonstrated following the review of the ranking data from the collaborative workshops by the
CFs and research and advisory team. Workshop rankings indicated that the processes and procedures
involved in ‘getting a diagnosis’ were a high priority for families, but not for HCPs, who ranked it much
lower down. As mentioned previously, in relation to this project, ‘getting a diagnosis’ covered a number of
steps required with the diagnostic process and not solely the narrow steps of investigating the child to
confirm or refute a diagnosis. Data underpinning the ‘getting a diagnosis’ theme, therefore, overlapped,
with some other themes identified that emphasised the need for a multifaceted integrated approach to
tackling themes. The notable discrepancy in the ranked priorities between families and HCPs suggested
that ‘getting a diagnosis’ was ideally placed to allow further dialogue between families and professionals;
notably, highlighting the professionals’ suboptimal delivery, even where guidelines and procedures are in
place. As the planned intervention programme would be designed around the needs of the children and
families, this underscored one of the fundamental principles of the MIA project and current NHS policy,”?
and was a further reason why this theme was considered a priority for further development. Data from
phases 2 and 3 revealed that ‘getting a diagnosis’ underpinned all aspects of condition management,
including access to asthma services, information and education, and knowledge of acute asthma attacks.
By intervening in the diagnostic process, the educational aspects and knowledge of how to approach

an acute asthma attack could also be incorporated into an intervention and thereby incorporate
children’s voices.

Using techniques drawn from intervention mapping to develop intervention
programme components

To develop the exemplar intervention programme, a structured approach to analyse available data was
undertaken utilising techniques drawn from IM, which in turn draws upon psychological theories. The
adapted process was developed in conjunction with K. Bartholomew, an international expert in IM.

IM typically follows six iterative steps (see Chapter 7). However, the aim of the MIA project was not to
implement and evaluate an exhaustive intervention programme, but rather to assess the collaborative
methods used in enabling children, families, communities and professionals to work together to develop
an intervention programme. As a consequence, an adapted IM approach was taken, utilising IM steps 1
to 4 (Table 20 and Figure 5). IM is an iterative process and, thus, each step was visited on more than
one occasion.

Intervention mapping steps used in the MIA project

1 Needs assessment
Identification of outcomes, performance objectives and change objectives

Selecting methods and practical strategies

A wWwoN

Creating an organised programme plan
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1. Needs assessment

— Literature review

— Collect preliminary data
- Identifying the at-risk

group

4. Intervention Design 2. Proximal programme

—ACT on Asthma objective matrices

- Clinical support arm — Relevant theories and

- Raising awareness arm frameworks

- Education and skills - Performance objectives
training arm - Change objective matrix

— Advice centre arm

3. Theory-based methods and
practical strategies

- Social cognitive theory

- Self-regulatory theory

FIGURE 5 Intervention mapping methods used. ACT on Asthma, Awareness, Context (cultural and organisational)
and Training.

Needs assessment

The literature and scoping reviews of phase 1 and qualitative data collection of phases 2 and 3 comprised
the needs assessment, which permitted the identification of the barriers and facilitators to achieving
effective asthma management in South Asian children.

Identification of outcomes, performance objectives and change objectives
Following the selection of ‘getting a diagnosis’ as the exemplar, the main programme outcome focused on
achieving a clear, accurate and timely diagnosis of asthma.

Performance objectives, which can be defined as specific sub-behaviours that feed into the overall
programme objective, were constructed by answering two questions:

1. What do participants currently do?
2. What do participants need to do instead to achieve the desired programme outcome?

Members of the research team participated in a ‘brainstorming’ session to generate steps to articulate the
performance objectives guided by the answers to the above questions. Additionally, the performance
objectives were informed by salient theories from clinical and health psychology which explained
determinants and maintainers of health-related behaviour (see Appendix 17).

Phase 1 indicated that achieving a diagnosis might be related to improved knowledge, high self-efficacy,
outcome expectancies and perception of risk. As a consequence, self-regulation theory'’® and social
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cognitive theory'”” were used to enable the creation of change objectives. Change objectives result from
merging performance objectives with theory.

Section C: draft intervention production with assessment
of feasibility

Selecting methods and practical strategies to bring about change

Section C, mapping to step 3 of IM, ensured that change objectives were linked to practical, feasible strategies
for behaviour change which were also theoretically embedded. When completing this phase to identify
practical strategies and provide the team with examples and ideas, previous interventions that had met with
success identified from the scoping review (see Appendix 10) were considered in conjunction with theory.

Scoping review

The scoping review identified 408 examples of asthma interventions trialled for, with or on children;

four were targeted to South Asians. Three of these interventions focused on education and clinical support,
with one including additional elements of raising awareness. The scoping review of interventions
undertaken as part of this study (phase 4; see Appendix 10) demonstrated that the majority of current
asthma interventions have been developed by professionals and then tested for effectiveness with a target
population; in most cases, this was a majority ethnic population. The interventions identified in the review
often lacked a multifaceted integrated approach, with most being delivered in one setting with little
consideration of the experiences of patients across the whole pathway of care. Most interventions (whether
universal or tailored) are developed from the perspective of service providers rather than including a detailed
exploration of patient perspectives. Comprehensive asthma programmes were reported from the USA'”® or
Australia, with very few reported in the UK. Furthermore, very few culturally tailored interventions were
identified by the review, with fewer still ‘generic’ interventions tested in minority populations.

The scoping review was useful in highlighting previously successful interventions and the delivery methods
used to direct the research team to the most successful intervention methods. This scoping review
informed subsequent sections of the project. In addition, to ensure that any practical strategies would be
fitting and culturally tailored to the target population, the qualitative data from phases 2 and 3 were also
considered, especially with data regarding ideas for future interventions (Figure 6; see Appendix 11).

Phase 1 data
from review

Intervention
scoping
review

ACT on
Asthma

Qualitative
data from
phases 2 and 3

Psychological
theory and
change

methods

FIGURE 6 Process of selection methods and strategies to effect change in the MIA project. ACT on Asthma,
Awareness, Context (cultural and organisational) and Training.
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During the process of selecting methods and strategies to effect change, modelling was noted to be a
recurring theory-based method which addressed a number of change objectives (i.e. to encourage parents
to believe that going to the GP has value for them and their child; to enhance parents’ belief that they will
be able to have an effective consultation with their GP; to encourage a child to believe that expressing
their symptoms will be of benefit to them; and to enhance HCPs' belief that improving consultations will
improve management). Thus, from a theoretical perspective, the use of vignettes or role-model stories to
demonstrate success in managing these objectives was deemed a very appropriate component of an
intervention programme. Vignettes and stories were also attractive because they can be delivered in
multiple contexts and formats and can be produced within a fixed budget.

The MIA project aimed to develop a feasible intervention programme with the subsequent step to

consider the scope of the draft intervention. An expert steering group comprising L.K. Bartholomew, the
CFs, the advisory group and external experts was consulted to evaluate core versus peripheral elements of
the intervention. The steering group suggested a number of additions and considerations (see Appendix 12)
to support feasibility. These suggestions are summarised below.

1. The impact on NHS workloads, including organisational capacity to cope, needs to be considered when
raising awareness of asthma.

2. Integrated and secure information technology (IT) services were deemed essential for
programme Success.

3. Strong support from HCPs to enable behavioural change, encompassing education, skills training and
organisational revisions would be necessary for implementation.

4. Lay and professional educator partnerships could be pragmatic and effective educational
delivery systems.

By taking the above points into consideration in addition to the qualitative data from phases 2 and 3, the
research team were able to identify salient components of an intervention programme aimed at improving
‘getting a diagnosis’ of asthma. Mindful of the IM model and the scoping review of interventions, it was
concluded that awareness (addressing knowledge deficits), context (mindful of cultural and organisational
parameters) and training (to enhance self-efficacy and encompass education) were essential components of
the intervention program. This led to the coining of the name ‘ACT [Awareness, Context (cultural and
organisational) and Training] on Asthma’ when making reference to the intervention programme. ‘ACT on
Asthma’ recognises that achieving a diagnosis of asthma does not only rely on the medical investigations but
starts with awareness of the symptoms, awareness of the services available for diagnosis and awareness of
the procedures for diagnosis. These all require the involvement of children, parents, communities and HCPs.
The context in which the programme was to be implemented was equally important. Within the UK, health
service organisational barriers impede presentation to professionals, communication between families and
professionals, and professionals’ ability to utilise existing asthma diagnostic pathways. Training enables
children, families and professionals to achieve greater awareness and overcome organisational barriers.

Translating strategies into organised programme components

The process used to develop the "ACT on Asthma’ intervention programme resulted in a multifaceted
intervention, simultaneously addressing several levels of the socioecological model. Each arm of the ‘ACT
on Asthma’ intervention programme was translated into component parts. The programme was thus
based on both the principles of participatory research — shared knowledge expressed by service users and
providers, starting at grassroots level and building upwards — and the socioecological approach of moving
the focus away from individual knowledge, attitudes and behaviours and towards the wider layers of
influence that include the community and social context, environment and organisational systems.

The research team reviewed change objectives and strategies to identify key components that were
encompassed by the majority of strategies. Consideration was also given to strategies that fit the theories
we were drawing upon. It was during this process of developing and designing intervention components
that the value of IM appeared most evident: intervention components and content of material was

© Queen'’s Printer and Controller of HMSO 2014. This work was produced by Lakhanpaul et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

95



96

THE DEVELOPMENT OF POTENTIAL COLLABORATIVE INTERVENTION STRATEGIES (PHASE 4)

directed by previously noted strategies from the scoping review (see Appendix 10), and theory.

For example, the suggestion of the use of layperson and professional educators was informed by social
cognitive theory, with respect to role models who would be culturally and professionally acceptable.
Similarly, the use of vignettes and stories woven into education and training modules was informed by
modelling. This presented the opportunity to demonstrate effective coping or develop beliefs that
particular strategies would have benefit.

The draft ‘ACT on Asthma’ intervention diagnostic programme

The intervention programme was underpinned by the findings from the qualitative research work carried
out with communities, parents, children and the HCPs in phases 2 and 3 of the project and informed by
the systematic evidence synthesis in phase 1. The proposed intervention programme represented an
enhanced service for the management of paediatric asthma. The data from previous phases of the study
highlighted the need for consistency within the NHS. Consideration by the team regarding the delivery of
consistency across a range of services across an asthma pathway led to the draft programme being centred
on a co-ordinating team with satellite arms reflecting the different elements of the programme, providing
a multifaceted but integrated approach. The proposed arms of the intervention programme are the
mechanisms for delivering the intervention, and these do not change regardless of the ethnicity of

the families involved. However, the content for each arm comes from the data collected in the previous
phases, and as such the content would need to be tailored for South Asian families based on differences
reported in the data (see Tables 8-14). Each arm of the enhanced service linked into the others; however,
by co-ordinating from one central team, consistency of message and the ability to effectively co-ordinate
asthma management across the multiple services involved would be enhanced. The basis for each

arm is presented below.

Clinical support arm

The aim of this arm of the programme was to ensure consistency and quality of diagnostic approach
regardless of where the patient presents for diagnosis and management. The aim was not to take over all
asthma management, but to offer additional support to GPs.

Supporting evidence for a clinical support arm from phases 2 and 3

® Parents and professionals reported that inconsistent and contradictory advice, information and services
are given by different professionals at different times and in different places. Furthermore, parents
reported long delays in receiving any information regarding asthma, and that access to detailed,
relevant information was difficult and reliant on having a diagnosis of asthma.

O These variations caused confusion as to the correct management or correct avenues for regular
and emergency care, in both families and professionals. These variations were found to diminish
parental confidence in individuals and the NHS, and affected the seriousness with which asthma
was taken. These variations also diminished professionals’ respect for colleagues. Parents perceived
these variations to be particularly problematic when crossing between primary, secondary and
tertiary care and this was because notes or child information were not always shared across
different institutional boundaries. Professionals supported addressing this problem and highlighted
that the lack of information sharing between sections of the NHS was a significant problem.

® Families perceived that GPs did not test children for asthma due to time or financial constraints or a
lack of interest in doing so.

O HCPs reported that testing was not always needed and that clinical diagnosis often sufficed;
however, HCPs also reported that at times where further testing or further patient education may
be desired, they could not access such services due to either unclear referral pathways, lack of
knowledge of available services or the inability to request only a one-off review from a
tertiary service.
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Parents reported that EDs were used for various reasons relating to service provisions.

O @GP services were shut or appointments were unavailable.

O Parents also viewed EDs as appropriate for a child with difficulty breathing because GPs were not
equipped to handle acutely unwell children, either in terms of equipment or knowledge.

O Parents also indicated that knowledge of alternatives to ED presentation were low. This was more
common for the South Asian families.

Schools reported that information regarding diagnosis of asthma was largely provided by parents.

This indicated that a school’s ability to manage asthma in a child relies on parents’ understandings and
acceptance of the diagnosis, as well as parental provision of information and inhalers to the school.
Parents and professionals specifically requested a more co-ordinated service across primary, secondary
and tertiary care that would encompass not just children with diagnosed asthma, but also those

with possible asthma or using an inhaler so that these families could access information and education
in a timely manner.

Raising-awareness arm

The aim of this arm of the programme was to increase awareness of asthma among South Asian families,
communities and professionals working with South Asian families as a means of enhancing the timeliness
and accuracy of diagnosis of asthma in South Asian children. Our work recognised that this was more
relevant for the South Asian families than the White British families; this highlighted the importance of the
inclusion of this arm.

Supporting evidence for raising-awareness arm

Interview and focus group data identified that parents waited several years after the onset of symptoms
or treatments before a clear diagnosis of asthma was made. Some did not receive a clear diagnosis at
all. This was perceived to be due to numerous factors including:

O alack of familiarity among families and community members of asthma as a possible explanation
for children’s symptoms

O a perception of normality for children who are coughing or have reduced activity levels in response
to UK living conditions and weather

O misattribution of symptoms of asthma to other conditions which are then managed accordingly

O alack of familiarity among families and professionals in the varying presentations of asthma in
young children

O a perception that asthma cannot or should not be diagnosed in certain categories of child
(e.g. those under 5 years or those without an acute attack)

O alack of importance attached to asthma by families, extended families, community members
and professionals.

Parents found this delay in diagnosis distressing, as they were concerned that, without diagnosis,
treatments may not have been implemented as quickly as needed, or at all. In contrast, HCPs felt that
appropriate treatments could be offered without a clear diagnosis.

Interview data further identified that for parents, having a clear diagnosis of asthma increased the
importance and significance that parents attached to asthma management.

South Asian families were influenced by extended family, key informants and general community
members in varying ways:

O Even though families did not necessarily perceive the influence, parents still echoed views and
suggestions prevalent within the South Asian community.

O Parents have competing priorities, particularly when caring for other family members in addition
to children.
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O Although parents believed traditional attitudes to be changing, they had not changed yet.

® Parents reported feeling that schools did not always understand their child’s asthma or medication
needs, and may not always recognise asthma in children or have the capacity to act appropriately.

Education and skills training arm

The aim of this arm of the programme was to provide a multicomponent programme of education and
skills training modules that would provide a shared and consistent platform for education and training for
all. This would ensure consistency of messages across the service. This was an important arm for all
families, both South Asian and White British, but as we see from previous phases (2 and 3), the content
needs to be specifically tailored.

Supporting evidence for education and skills training arm

® Families perceived long delays in receiving a clear diagnosis of asthma, which they felt impacted on the
treatment received, the information and support provided and the importance the families then placed
on the condition.

O Families believed that GPs did not feel any need to confirm or diagnose asthma and were happy to
prescribe antibiotics, cough medicines and inhalers without a diagnosis. Often they did not explain
the diagnosis even if the term asthma was used.

O HCPs also reported that time and language barriers prevented detailed explanations, or that
detailed explanations were not necessarily part of their role or part of diagnosing asthma.

® Interview data further identified that for parents, having a clear diagnosis of asthma increased the
importance and significance that parents attached to asthma management.

® Knowledge of asthma symptoms, signs, treatments and outcomes among families and communities, in
specific relation to children, was limited.

® Similarly, knowledge of how the NHS works, and specifically the roles of multiple HCPs and the
diagnostic pathway for asthma, was very limited, particularly among individuals who were not UK born.

® Among healthcare and educational professionals, confidence in management in specific relation to
paediatric asthma was variable, with options for training and education reliant on individual choices for
continued professional development rather than a co-ordinated programme with regular updates.

O Parents highlighted the variable knowledge among GPs, hospital doctors, nurses and teachers as
an area of particular concern.

® The level of knowledge and skill in managing paediatric asthma varied between parents and
between professionals.

® The content of information and advice given to parents by professionals in different settings was
variable. This caused considerable confusion and eroded faith in the healthcare service. Ensuring
consistency of information and message was vital.

® Modular education and training programmes can be effective in enhancing chronic disease
management, for example DESMOND (Diabetes Education and Self-Management for On-going and
Newly Diagnosed) for diabetes.'”

Working closely with healthcare practitioners and partners enabled the research team to discuss the
feasibility of the proposed ‘ACT on Asthma’ intervention. The intervention was modified and refined with
input from stakeholders. However, the research team made efforts to engage with commissioners, but this
was largely unsuccessful. MIA was progressing at a time when there were many changes to the structure
of the NHS. Commissioners’ time, attention and focus was therefore engaged with these very complex
processes, which meant that their involvement in research was not prioritised. In addition, some
commissioners approached at the outset of the study were not in their roles at the end stage of the study,
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which again influenced the strength of partnerships established in earlier phases of the study. The
intervention could therefore not be assessed for feasibility from a commissioning perspective. Future
research should further attempt to engage with commissioners to gain insight into the sustainability
and likelihood of successful implementation of the intervention programme. Previous studies'’® have
shown that elements of the proposed intervention programme, such as the face-to-face and electronic
training, can be successful and effective, further validating the proposed intervention. However, further
research needs to be done to assess the practicality and feasibility of implementing the ‘ACT on
Asthma’ intervention within the NHS. This should include further refinement of the intervention

with commissioners.

Economic evaluation

A health economist was employed to review the programme in order to identify the key cost elements and
in reference to specific examples, to assist in costing this intervention programme to the NHS. A scoping
exercise, rather than a definitive economic analysis, was conducted. It was not a cost-effectiveness analysis
and aimed to provide an indication of the resource items that might require costing should the proposal be
implemented (see Appendix 13). The economic evaluation showed that full implementation of the ‘ACT on
Asthma’ programme would be relatively costly. However, the MIA study has provided information that can
be utilised in several contexts and offers insights into both substantive issues of asthma management and
a process of working with communities, families and HCPs from which both parents and providers can
draw a range of actions to improve the asthma management pathway for children.

Section D: finalisation workshop

Once the exemplar theme to be addressed in this study had been chosen and a draft exemplar
intervention programme developed to address it, the draft programme was presented and collaboratively
refined at the finalisation workshop by including both South Asian and White British adults, children and
health professionals (see Appendix 14 for photographs of the workshops).

® Participants were divided in advance into groups:

O  Children were kept with at least one parent, with parents potentially separated from each other.

O Groups were intentionally mixed between adults, children and HCPs.

O Those requiring interpretation were placed together according to language required, with
interpreters available throughout the workshop.

The draft intervention programme was presented to all participants.
Small group discussions were used by each group to explore one particular aspect of the
intervention programme.

O Participants were asked to consider if they would or would not use this aspect, how they might
improve it and what problems they could foresee in implementing it.

O Tables were not asked to achieve consensus.

O Where diverging opinions existed, tables were asked to note down both/all opinions.

O Each group nominated one person to scribe and then summarise the group opinions to
the workshop.

O For each table, one child and one adult presented the table’s views.

Sampling and recruitment

All participants who indicated agreement to be contacted were invited to attend this workshop: no
additional participants were recruited into the study at this stage. Thirty participants participated in the
finalisation workshops (two HCPs, 15 parents with a child with asthma, 12 children and one

key informant).
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Methods

Participants were divided in advance into groups. Adults, children and HCPs were intentionally mixed,;
however, those with a need for interpreters were placed together according to language requirements.
CFs were present to act as discussion facilitators and interpreters throughout the workshop. The draft
intervention programme was briefly presented, followed by directed small group discussions to explore one
particular aspect of the intervention programme. Group opinions were then fed back to the workshop.
Within each group the facilitator was tasked to ensure that the tone and language remained accessible to
the children present. This validation and revalidation process ensured that thoughts and feelings on the
intervention from the communities involved could be heard and to ensure that participants’ messages had
been heard and interpreted correctly. It was an iterative process whereby changes to the intervention
programme were based on findings from this workshop to ensure that any changes were applicable

and appropriate.

Workshop findings

The revisions were incorporated into the proposed intervention programme elements, with ‘ACT on
Asthma’ modified to a four-arm programme, with the addition of an advice centre, based around a
co-ordinating team.

Supporting evidence for the addition of an advice centre arm

From the finalisation workshop, it was evident that participants desired an advice centre, and they
suggested a mobile unit where drop-in sessions, educational sessions and raising awareness could all
occur. Parents felt that an advice centre would be useful, particularly if it was led by a trained layperson
with bilingual staff. An advice centre could be a place for coffee mornings or to meet with other parents
who live with a child with asthma, reducing any feelings of isolation that may exist within the community.
In addition, many parents and HCPs in phases 2 and 3 suggested the utilisation of an advice centre.

The finalised ‘ACT on Asthma’' programme

As a result of the iterative process involved in programme modification, the final ‘ACT on Asthma’
programme comprised four arms. Each arm represented an intervention strategy. The four arms
represented education and training, clinical support, advice centre and raising awareness. All arms were
co-ordinated by a central team (Figure 7).

Education and training arm

The education and training arm would be presented as 14 modules, drawn from the qualitative data in
phases 2 and 3. The content of the education modules was informed by the qualitative findings from
previous phases alongside the understanding of the inter-related, multidimensional nature of problems
that arise along the asthma pathway. This emerged from the family data in phase 3 and suggested that
the issue of diagnosis inevitably impacts on other aspects of asthma management. This highlighted the
necessity for the educational modules to incorporate other aspects of asthma management alongside
getting a diagnosis. Some of the modules included were generic and relevant to all families; however,
some were more relevant to the South Asian families and tailored to them to respond to the data reported
in previous phases, particularly relating to complementary therapies and diet and asthma.
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Education and training modules

1. Fourteen available modules, each
available for children, adults or professionals

2. Each module available for face-to-
face delivery with written backup

3. Training for educators who wish to
deliver modules to others

o-ordinating
team </

1. Linked computer
systems to GPs, ED
and pharmacies

2. Monitor service
provision and

Clinical support

1. Single referral for any asthma
support required

2. Electronic advice for professionals
seeking medical advice

Awareness raising

1. Targeted to South Asian
communities

2. For healthcare and educational
professionals

Advice centre

1. Telephone advice line for families
(including callbacks in appropriate
language for those not fluent in English)

2. Drop-in centre, either fixed location
or mobile, with asthma resources
available

FIGURE 7 Finalised ‘ACT on Asthma’ programme.

Modules selected were:

1. signs and symptoms — general knowledge of the symptoms of asthma or of asthma as a potential
explanation for common symptoms
2. medicines for asthma — knowing what the different medicines are, what they are for and the benefits
and negatives of taking them
3. inhaler skills training for children — specific ideas and tips for supporting children to take
inhalers effectively
4. complementary therapies for asthma — advice and information on the evidence for or against the use
of complementary therapies for asthma, including herbal treatments and breathing exercises
5. diet and asthma - specific advice on traditional dietary restrictions or encouragements within South
Asian communities thought to be beneficial for asthma management
6. how to use the NHS — overview of NHS structure, what services are available and the importance of
returning to seek further information and support, including the right to ask questions
7. acute versus preventative management — overview of why preventative management matters and the
psychological principles of self-management
8. achieving effective consultations — communication skills training in how to achieve a successful
consultation, with tailored advice according to whether it is being delivered for laypersons or for HCPs
9. mythbuster — common myths, ideas and suggestions in relation to asthma, with the evidence for and
against each one
10. household adaptations and asthma — the current guidance on what changes to make around the
home and why/why not
11. what to expect for a child with asthma — looking at what to expect from a child with asthma, levels of
activity, strength and future careers
12. diagnosing asthma in children — explaining the diagnostic pathway for asthma
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13. explaining asthma to children — skills and tools for explaining asthma
14. asthma and school — what parents should expect from schools, what schools should expect from
parents, managing absence.

The modules would be grouped together and delivered as a fixed course. Completion of all modules
would be necessary for completion of the course, although this could be achieved intensively (over a 2-day
course) or gradually (by attending evening sessions over a period of weeks or months). The modules would
be delivered face to face by a lay facilitator and a professional facilitator working together. There would
also be a resource pack available online and given in hard copy to attendees. The modules would have
three delivery formats: one for children, one for parents/laypersons, and one for professionals. Although
presented differently, the content would remain broadly consistent regardless of delivery format.

Clinical support arm
The clinical support arm would be based on a linked computer system that could be used for referrals, for
electronic advice and to monitor prescriptions for inhalers and audit data on paediatric asthma outcomes.

The IT package would include a computerised pro forma that prompts the professional to perform the
required education, follow-up, referrals and tests, and monitors their completion. This pro forma would be
the only referral needed to access any asthma service across the region, with the professional ticking which
services are required and the co-ordinating team liaising with other service providers to fulfil the request.

The co-ordinating team would map all asthma resources in the local area, including the expertise and
resources available at each GP practice in relation to diagnosis and management of asthma in children.
This would enable the co-ordinating centre to receive referrals and advice/information requests from GPs
or other HCPs and direct their queries to the appropriate resource.

Advice centre arm

An advice centre that anyone can attend, staffed by a mixture of volunteers and educators, would be set
up. The advice centre would contain hard copy and electronic resources relating to asthma, functioning
as a library. It would also be a centre for informal advice and conversation and a location for evening
education and skills training modules to be held. The advice centre would also be available by telephone,
with links to the Asthma UK advice line, such that local persons could ring the advice centre, and if their
query could not be answered locally, Asthma UK could be contacted as needed.

Raising awareness arm

The raising awareness arm has two key elements to consider: greater awareness of the signs and
symptoms of asthma in children and the strengths and limitations of the diagnostic pathway for asthma
in children.

Section E: dissemination

The intervention programme and emergent findings have been disseminated to the participants and to
relevant external organisations in targeted events to highlight specific components of the intervention to
the relevant audiences. As a consequence, the nature of the dissemination activities varied significantly.
Dissemination activities have ranged from local presentations to wider dissemination events, including

publications and conference presentations. A full list of dissemination activities can be found
in Appendix 15.
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Participant feedback

As the overall aim of the MIA study was to use a collaborative participatory approach to design an
intervention to optimise the asthma management pathway for South Asian children with asthma, it was
important to explore participants’ experiences of being involved in this type of research study to determine
whether or not it was a beneficial process.

To assess participants’ views of their involvement in the MIA project, a sample were asked to take part in a
short interview. While it was important to try to capture participants’ experiences of the project, the
research team felt that this interview should be relatively brief given the considerable time and effort that
many community-based participants had already committed to the project. The interviews thus covered
three main areas:

® experiences of taking part, including experiences of working relationships with other participants and
their perceptions of partnership in the research

® perceptions of the usefulness of involving families and professionals and whether or not they felt that
their contribution was relevant to the study

e whether or not participants felt that children gained from being involved in the study and how (see
Appendix 16 for extended results).

The feedback from the participant interviews suggested that beneficial relationships between researchers
and participants were developed. The majority of study participants reported positive experiences of
participation, including beneficial working relationships with the research team and with other participants.
Focus group and parent participants in particular valued the learning that they felt had occurred in the
process of their participation in the project. An extended discussion of the feedback is given in

Appendix 16.

Discussion

Phase 4 sought to develop an intervention programme based around ‘getting a diagnosis’, selected for the
striking disparity between South Asian parents’ and HCPs' rankings. ‘Getting a diagnosis’ was approached
from a socio-ecological and holistic perspective, covering a number of steps required within the diagnostic
process. These steps included an awareness of asthma, recognition of symptoms, accessing health care
and the investigative process to make the diagnosis of asthma, and not solely the narrow steps of
investigating the child to confirm or refute a diagnosis. In this way, a more collaborative approach was
adopted, key to conducting health research with service users and providers.

The aim of phase 4, coupled with the overall aim of the MIA study, was to develop a tailored intervention
planning framework and to draw from this a tailored, multifaceted, integrated asthma intervention
programme. This was achieved and is presented as the ‘ACT on Asthma’ programme. ‘ACT on Asthma’ is a
multifaceted, integrated programme, identifying multiple actors, behaviours and determinants that make up
barriers to effective management. These data have already been, and will continue to be, made available to
service providers and commissioners, from which further evidence-based intervention programmes can be
developed. Throughout the study, a modified framework analysis was used to prepare the data for the data
breakdown and integration of phase 4, section A. These techniques were drawn from IM (see Chapter 1)
but modified to be more applicable to the broader-based approach of the MIA study. This modified data
breakdown approach developed for use in the current study has both strengths and limitations. All data
gathered during phases 2 and 3 were successfully tabulated in the same manner within a predefined
framework, enabling the selection of appropriate social or psychological theories for each element in the
table, thereby incorporating flexibility while ensuring a systematic and transparent approach. Additionally,
tabulation permitted cross-comparison and identification of the same behaviour or determinant across
multiple sources and domains. This allowed the research team to highlight key points where one
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intervention might be applicable to multiple groups or settings, yet still be able to identify unique
behaviours and determinants where specific interventions are needed. This ensured that all needs could be
considered in developing the programme. This is consistent with the principles of the socioecological model
upon which this study is based, but also permits focus on core elements with potential to target the widest
number of behaviours and determinants. This broad-based approach draws upon multiple sources of
information which encompasses multiple issues that can be teased out, with each one worked up into an
intervention programme as required. These advantages enable the development of an intervention
programme that is multifaceted in terms of its evidence and theoretical base and capable of reaching the
target audience. Furthermore, the use of explicit structured tables ensured that focus on programme
objectives and reduction of subjective bias was enhanced, which was vital in the implementation and
evaluation stages.

Chapter 6 contains further reflections, discussions and conclusions regarding the overall process of
collaboration as used in the MIA project.
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Chapter 6 Discussion, conclusions and
future recommendations

Working with minority ethnic communities, engaging multiple organisations in a changing NHS and
involving children in research brought many complex challenges to the MIA project, the overarching
aim of which was to use a collaborative method of designing healthcare interventions to develop an
intervention programme for South Asian children with asthma. Each of the earlier chapters in this report
closes with a discussion and conclusion of each phase of MIA, all ultimately leading to the ‘ACT on
Asthma’ intervention programme. This chapter will, firstly, critically reflect on the strengths and challenges
of using a participatory approach to meet the methodological objective of the project in developing a
multifaceted tailored intervention. This is followed by a discussion of the substantive findings relating to
asthma management in South Asian families (asthma being used as an exemplar condition for this study)
and an outline of the implications of this work for policy, practice and future research.

Critical reflections on the study approach, strengths
and challenges

Intervention mapping provided the research team with the opportunity to utilise a process that was
systematic, and ensured that the research was informed by theory and that the different levels involved in
asthma management were considered. Through working in a multidisciplinary fashion, all team members
were able to learn from different people and found the experience enriching.

Principles behind using a participatory research approach with South

Asian participants

The MRC guidance for designing and evaluating complex interventions advocates a staged approach
involving end users in the design process, and suggests that interventions that are tailored to the needs of
minority ethnic groups are more likely to be successful.®® The MIA study aimed to address both issues:
tailoring for the needs of the South Asian community and also developing a participatory staged approach
that could be translated to other communities and other clinical areas. The MIA team made a positive
decision to test the approach on two groups considered to be ‘hard to reach’: minority ethnic groups and
young children.

Despite the existence of ethnic variations in health and disease,? minority ethnic groups are
under-represented in medical research.’?® This is ethically questionable,'® introduces bias'' and limits
generalisability by overlooking the influence of potential genetic predisposition, diet and environmental
factors on responses to disease and medication.?”:"2¢'82 Varying explanations for the under-recruitment of
minority ethnic groups have been suggested, including investigator bias,'® misunderstandings regarding
the aims of research among potential participants,’®*'8* the use of universal methods for recruitment,
informed consent and data collection rather than those tailored to the community,* 3857188 Janguage
barriers with associated time and cost implications,®°"'#3 the need to use CFs/lay researchers™' and
additional efforts being required for the dissemination of results to participants and communities.®” With
an aim to overcome some of these perceived barriers, the MIA study adopted a participatory research
approach utilising culturally sensitive methods such as working with CFs, using audio consent and
identifying venues acceptable to the communities concerned (see Chapter 2). This approach enabled

the researchers to take a broader perspective; not focusing solely on NHS-led strategies for asthma
management, but accommodating a wide range of attitudes, beliefs and experiences with regard to
asthma, and recognising the priorities of service users. The project was intended to provide a ‘proof of
concept’ testing to establish the principle for tailoring interventions for use with South Asian communities.
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Successes and challenges in using a participatory approach
Taking a participatory approach, and following IM methods, was extremely resource intensive, both
financially but also in terms of staff time and staff engagement.

A challenge when using participatory research is that the scope of the project can grow, as it is not
apparent from the outset what the needs and agendas of the participants might be. Given the volume of
data generated in the study, it was not feasible to develop an entire intervention, but rather in developing
this plan and demonstrating a methodology for development of a tailored intervention programme, we
have laid the foundation and provided the data for intervention development addressing remaining themes
within the plan to take place in the future.

Recruitment of South Asian participants

One of the key challenges in the MIA project was to successfully engage South Asian families and
community members in the research. Despite exceeding recruitment targets throughout, the resources,
energy and time required to sustain recruitment and retention of participants over the study period were
significant. The study team had prior experience of working with CFs and recognised their value in
supporting access to identified communities. CFs were, therefore, central to the success of the recruitment
and retention of participants within the study. The snowball sampling method of recruitment adopted for
the MIA study can lead to the positive selection of a limited subsection of society. It has many benefits,
however, including enabling access to groups otherwise reluctant to engage with any forms of social or
health research.

Research participation is known to be influenced by the manner and context in which participants are
approached, as well as the role and position of the person recruiting them.'®*'%° The CFs were selected
from the participants’ ethnoreligious communities and it is assumed that they were more aware of cultural
sensitivities and needs of participants. As a result, this increases the level of trust between participants

and the university-based research team. The CFs also played a key role in assisting the academic team to
interpret the qualitative data in a culturally sensitive way during the analysis phases of the project.

The project followed an iterative process, with constant referral back to CFs and community members,
supporting validation of the process and interpretation of the data and enabling them to guide the
direction of the project. The success of these strategies suggests that the term ‘hard to reach’ needs to be
reconsidered as a descriptor for minority ethnic communities. Successful engagement was determined by
advice from the CFs and parent representatives involved in the study. Reflection, revalidation and
endorsement of findings from the workshops reinforced the successful manner in which participants were
engaged within the study. Parent representatives on the project steering group also assured the research
team that the MIA project had explored different ethnic groups in a more thorough and comprehensive
manner than other research projects they had been involved in. As the CFs had previously been involved in
other research projects, they were able to comment on the new methods for recruitment and engagement
used in the MIA project. Despite successful engagement methods, the challenges encountered must not
be underestimated. Recruiting and training CFs is time-consuming.

Identification and recruitment of the CFs in the MIA study was eased by the fact that several had worked
with members of the research team on previous community-based projects and, thus, were experienced in
interviews and focus group facilitation. As a consequence, only minimal refresher training on issues such
as consent and research ethics was required. This prior experience reduced the financial costs and time
related to recruitment and training. Additional facilitators were needed to meet the specific language and
cultural needs of MIA participants; however, this required further expenditure on training which was often
outside normal working hours. In addition to being skilled, it is also important that CFs ensure that they
have a good understanding of the particular topic they are involved in researching. The CFs in the MIA
study were thus paid to attend a special briefing sessions on issues relating to asthma and its management
in children. The cost of training community-based researchers in research methods and costs associated
with the need to familiarise them with the context and content of the study need to be recognised and
included in any research funding application.
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One limitation of having the CFs centrally involved in recruitment to the community study and to the
workshops was that they predominantly approached families or other community members drawn from an
established group of contacts. This may have limited the demographic profile of available participants and,
as a consequence, the research team regularly reviewed demographic data to try to overcome this possible
limitation. Additionally, the repeated use of the same CFs, who drew on the same communities or
contacts, may eventually result in ‘research fatigue’. Research fatigue, when individuals and groups
become tired of engaging with research, can be found in all forms of research.™" It can be particularly
problematic in qualitative and participatory research, where a high degree of active personal involvement,
constant thought and consideration and long-term involvement are required by participants.'' Research
fatigue manifests in a reluctance to engage further with existing research or a reluctance to engage with
new research, and typically occurs in two contexts: projects that require participation over time'®? and
research groups where requests for participation are common, such as limited or ‘hard-to-reach’
populations.’®3'%* Both contexts were relevant to the MIA project. Research fatigue was minimised by
providing feedback on the outcomes of the research. This enabled participants to perceive the benefits of
their involvement by clearly delineating expectations and requirements at initial engagement'’ and
included consideration of school and religious holidays. Awareness of research fatigue led to a request by
the research team to extend the timeline for the study to reduce the intensity of the commitment
requested from participants. Future participatory research studies may wish to consider ‘slowing the study’
to account for the ‘research fatigue’ described here and thereby enhance the retention of participants
throughout the study period.

An additional successful, easily transferable strategy for including diverse perspectives was the inclusion of
parents as members of both the research team and the advisory group. The parent research team member
(and grant co-applicant) was present at each research meeting, allowing for direct and immediate
feedback on research methods and data interpretation. The parent representative on the advisory group
provided a second individual who was removed from the day-to-day running of the project, but continued
to provide a valuable role in presenting a parental perspective to the overall management of the project in
addition to contributing to design of interview schedules and data interpretation. Both parent advisors
were also key players in the recruitment of participants.

Utilising workshops to facilitate community and parental engagement

Three participatory workshops were held in phase 4 of the study to prioritise key themes from earlier

data and to review the proposed intervention (see Chapter 5). The benefits of participatory workshops are
that they can provide participants with opportunities to engender shared ownership of research data in
addition to opportunities to meet others, share perspectives and test ideas in a non-judgemental and
informal forum.™> During the MIA workshops, participants (including children) worked in partnership with
the research team in setting priorities, determining the ongoing direction of the research and tailoring

the intervention programme. However, it is also important to recognise the limitations of this process.
One key issue involved the difficulty in achieving a balance between the depth and breadth of information
presented. Furthermore, the participatory nature of MIA resulted in a diverse set of participants at

the workshops with variable knowledge and experience of asthma, and diverse language needs. The
finalisation workshop included children and adults working together, which also brought further diversity
into play. This required intense preparation to ensure that all participants could access and understand
the information being presented and to keep all participants effectively engaged. This planning and
preparation required a significant investment of time for the research team and this needs to be fully
recognised and costed in research funding bids.

Language differences within the workshops were addressed by having each CF provide simultaneous
translation, with breaks to allow for differences in the speed of translation. In addition to providing direct
translation, the CFs were able to provide context to the discussion for the participants. While largely
successful in facilitating the use of five different languages during the workshops, this approach also has
drawbacks as simultaneous translation can be disruptive for participants.’® The investment of time and
effort on the part of many MIA participants was significant as many were involved in both interviews and
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workshops. This was minimised by carrying out interviews in participants’ homes and workshops in venues
local to the respective communities. These venues were accessible by public transport, with taxis made
available for those with specific needs. Workshops were held either at weekends or in the evenings at
times judged to be suitable to most participants. While convenient for community participants, this had
likely reduced the level of engagement of HCPs. This highlighted an important dilemma in accommodating
competing needs. Low-value vouchers for local shops were provided for workshop participants to thank
them for their participation, and an on-site creche was for provided for those who needed to bring along
children not directly involved in the study. Additional considerations included providing refreshments
(including full meals) for the participants and accommodating diverse dietary requirements. These practical
and logistical challenges were minimised by working with established, community-run ‘South Asian’
centres and similar venues, many of which had expertise in catering for their local communities.

Collaborating with healthcare professionals

Engagement with HCPs was considered to be a crucial element in the study. A range of HCPs were invited
to be members of the advisory board and take part as participants in phases 3 and 4. They were selected
not only for their knowledge related to asthma but also for their experience in commissioning or providing
local services. Access to HCPs for focus groups and individual interviews was facilitated by the PCRN and
CLRN. HCP participants included frontline clinical staff in addition to service managers and commissioners.
It was hoped that, in this way, further insight into the organisational and aspects of asthma could be
gained. However, engaging and retaining HCP involvement in the study was often challenging. Attendance
at workshops and at advisory group meetings proved particularly difficult for HCPs, despite the offer of
financial reimbursement to employers to support their release from primary activities. Holding workshops at
weekends and in the evenings was preferred by the family and community participants, but presented a
barrier to the participation of healthcare providers. HCP engagement in the study was also negatively
impacted by the concurrent reorganisation and reconfiguration of services being undertaken during the
course of the study. This meant that not only did personnel in key positions change through the duration of
the study, but also participation in research generally appeared to be a reduced priority, especially for those
participants faced with uncertainty about their employment or those taking on significantly revised roles.
Membership on the advisory team was also difficult to sustain. Changes within organisations meant that
staff turnover was frequent, leading to individuals on the advisory panel leaving to take up positions
elsewhere. This state of flux within the NHS thus had an impact on the conduct of research, requiring
additional time and energy from the research team to attempt to recruit and sustain involvement of HCPs.
While recruitment to interviews was eventually successfully achieved, with some HCPs attending
community-based workshops, the research team decided to use electronic ‘workshops' for HCPs, which
were of value, but perhaps not as successful as engaging people in direct group interaction. In this study,
therefore, the HCPs were found to be ‘harder’ to reach than the South Asian community.

Critical reflection on children’s involvement in the Management and

Interventions for Asthma project

Research collaboration with children is encouraged and has been embedded in national policy.? However,
the evidence supporting involvement generally and collaboration specifically is limited. This gives the
impression that the drive towards collaboration is based on the assumption that collaboration is best
practice, rather than on evidence of its effectiveness.’” The MRC guidance for designing and evaluating
complex interventions®® proposes involving end users in the design process and, clearly, within the context
of this project, such users are children as well as parents. Collaborating with children requires additional
time commitments by trained personnel and provision of child-friendly resources. As a consequence,

this has a cost implication.

There are several reported benefits to collaborating with children. These include identifying different
perspectives on research topics and methods; improving the suitability of research tools for use with other
children; improving the quality and depth of interview data by enabling other children to be more relaxed
and open; improving the dissemination and uptake of research by enabling target children to identify with
a child of a similar age and characteristics; enhancing adults’ perceptions of children’s knowledge and
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value in research; increasing children’s self-confidence and self-esteem; and teaching children valuable
skills."19.198200 The MIA study obtained informed consent and enrolled children into the study as
interviewees in phase 3, but also directly engaged the children in prioritisation and intervention
development through their active participation in the phase 4 workshops. It is important, therefore,

to reflect on the strengths and challenges of this approach.

Interviews with young children

All children in the MIA study were of primary school age (aged 5-12 years). They were invited to be
interviewed either with their parents or separately. Review of the interview transcripts and reflection by the
study team has highlighted some of the challenges encountered when interviewing children at this young
age, including limited depth of data. While qualitative experts have laid down internationally accepted
standards for conducting good quality qualitative interviews,?°'2°® such as building rapport between the
interviewer and interviewee, the use of open-ended questions and consideration of the location and space
for the interview to optimise comfort and focus, a lack of specific guidance when conducting interviews
with the 5- to 12-year-old age group has been noted.?®* Research has demonstrated that very young
children can provide important information and insights regarding their health experiences. However, there
has been relatively little research into the practicalities of applying standard qualitative techniques to
young children.?%®

Building rapport with children during the interviews for this study was at times challenging. To overcome
this, several techniques were used; the use of first names only (thereby avoiding identifying the interviewer
as a researcher or a medical doctor), asking the parents to be present at the beginning of the interview

(or throughout if preferred) and the use of activities such as drawing, writing or games to engage the
children. However, each of these techniques created additional challenges. Parents frequently introduced
the interviewer to the child, for example ‘a doctor who wants to ask you questions about your asthma’,
thus setting the tone of the interview. Additionally, parents invited to join the interview at the beginning
found it difficult to then leave the interview, which changed the dynamics of the interview from a child-only
interview to a family interview. Further problems included children not wishing to participate in the activities
provided, such as drawing, and the activities themselves increasing the length of time required for the
interviews, which placed additional burden on the child and interviewer.

Open-ended questions are recommended in qualitative research but are more difficult to adopt when
interviewing young children. In this study, children struggled with answering hypothetical questions and
responded more easily to closed questions, which limited the depth of the interviews. This experience was
in line with Irwin and Johnson?®® and Wilson and Powell*°® who reported that closed questions were less
taxing on a child’s linguistic and reasoning skills and less daunting. Considering the use of peer researchers
or of alternative participatory methods of data collection such as games, especially with the younger
children, may have been more effective methods of eliciting accounts of their experiences.

The timing and locations of the interviews were further relevant considerations. Interview dates, times and
locations for the MIA study were all selected by the parents. Accessing children after school was more
practical but meant that, as a result, some of the children were tired at the time of interview. Parental
choice of time and venue may also not be one that is preferable to the child, demonstrating that in trying
to overcome as many barriers as possible to increase recruitment of children by engaging with parents, the
child’s choice of interview style may be overlooked. In addition, the length of question schedules should be
adjusted to accommodate the additional time required to engage in any ‘creative’ or ‘relaxing’ activities
and consideration should be given to whether or not multiple meetings may be required to enable a child
to develop familiarity with the interviewer.

Workshops with children

The children participated in two styles of workshops: prioritisation workshops and finalisation workshops.
Evidence suggests that to work effectively with children, the research methods used need to engage
children’s interests'’* and take into account variations in age, understanding and ability. There was greater
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scope to adapt methods to suit children within the workshops than in the interviews. It was possible to
offer multiple methods of engagement within one event and, as a result, children were able to work
together as a group. More discussion and visual/physical-based methods were adopted in place of the
presentational and written methods used with adults.

Summary and discussion of key findings

One of the objectives of the MIA study was to use a participatory model of research with the South Asian
community. The collaborative approach utilised in the study was successful in reaching its recruitment
target and retaining participants throughout the project, despite the challenges faced. This illustrates that
the South Asian community, including children, are not ‘hard to reach’ if appropriate techniques are
adopted. The finalisation workshops brought together the South Asian and White British participants in
order to help identify generic and specific components for the intervention programme. Bringing both
groups together demonstrated a shared goal and helped to validate the findings. Participants were
valuable partners in the decisions made throughout the process and were integral to shaping the final
‘ACT on Asthma’ intervention programme.

Asthma management in South Asian children

This section of the report addresses the achievement of the substantive objective of the MIA project, which
was to explore the barriers and facilitators to effective management of childhood asthma in South Asian
families, provide the evidence for the asthma intervention planning framework and produce the tailored,
multifaceted MIA asthma intervention programme ‘ACT on Asthma’.

Each phase of the study is briefly described and discussed. Further information is provided in earlier
report chapters.

In aiming to address the ethnic inequalities in asthma outcomes and management identified in Chapter 71,
the MIA study aimed to understand the underlying reasons for the barriers to optimal asthma management
for South Asian children across the whole pathway from diagnosis to treatment, from living with asthma

at home and in the community to requiring admission from an acute attack. Furthermore, the project
sought to gain insight into the perspectives and experiences of communities, families and HCPs.

The socio-ecological model which underpinned the project recognised the significance of considering
issues that arise from the community context, the individual family and child, and the organisational/
environmental context. An overarching evidence-based, integrated, needs-driven, multifaceted asthma
intervention planning framework was then developed to address the barriers identified for both healthcare
providers and families. The ‘ACT on Asthma’ intervention programme was devised for one of the key
themes identified by families: ‘getting a diagnosis’ (see Chapter 4). This was achieved as the culmination of
a phased approach involving a literature review, a community-based study of understandings of asthma,
and interviews with parents and children in families living with childhood asthma and service providers,
followed by the collaborative development of an intervention. Chapter 5 describes in detail the supporting
evidence for each aspect of ‘ACT on Asthma’.

The community study: perceptions of childhood asthma in South

Asian communities

Phase 2 of the MIA study aimed to address lay perceptions of asthma and the impact of cultural, religious
and wider socioenvironmental influences and to form a holistic picture of the context of childhood
asthma in South Asian communities.

This phase, often not included in similar studies, has time and financial implications and may require

culturally sensitive research methods to be utilised (see Chapter 3). The additional benefit of including this
phase in the study, therefore, needs to be justified. As demonstrated by the socio-ecological model,
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patients do not live in isolation but rather within the context of their family and the community all having
an influence on behaviour. Understanding these influences can, therefore, enhance the effectiveness of an
intervention and also provide evidence that health programmes need to target the wider community as
well as that of the individual patient or family.

The focus group discussions with community members suggest that, in many cases, lay understandings

of asthma contrast with medical perceptions of cases, triggers, symptoms, treatment and outcomes,
suggesting a need for better public information about asthma within these communities. Key findings in
this phase were the variations in the meaning and use of the words ‘asthma’ and ‘wheeze’, particularly
where language barriers were also present, beliefs about the heritability of asthma, understanding of
asthma as episodic rather than chronic, concerns about asthma as a contagious condition, concerns about
the negative side effects of asthma medication, the presence of stigma related to an asthma diagnosis,
and strong beliefs regarding the benefits of alternative remedies and treatments including dietary
modification. These perceptions of asthma and its impact can affect parental expectations and
management, as well as families or individuals’ relationships and interactions with their community.

Data suggested that fear or embarrassment that one’s child is unwell, potentially due to reactions from
community members, may be preventing parents from seeking help and managing their child’s asthma
effectively. Findings from phase 3 (see Chapter 4) further confirmed the continued influence of community
norms and attitudes and, thus, the importance of including community members in intervention
development when working with South Asian communities. These influences were recognised by the
children and families, and led to one of the arms of the exemplar intervention programme (‘ACT on
Asthma’; see Chapter 5) focusing on raising awareness of asthma within the South Asian community.

At the same time, community members identified a range of issues relating to access to healthcare
provision and the quality of care such as poor provision and lack of organisation of care within the NHS.
These deficiencies in health care must also be addressed if true improvements are to be seen.

The management of childhood asthma: the perceptions of families and

healthcare professionals

In phase 3, children, parents/carers and HCPs were interviewed to identify key factors relating to optimal
asthma management. The inclusion of the White British group in this phase enabled the research team

to identify which interventions were amenable to a universal approach, and which required tailoring to
specific communities. Many of the problems facing families of a child with asthma were common to all
communities: lack of understanding and knowledge about the origins or triggers of asthma, poorly
communicated information, a lack of a written asthma plan, inconsistent care between HCPs, and
dissatisfaction with the health service. However, some issues, such as barriers relating to information
provision, were present in both groups but were exacerbated for South Asian families because of language
barriers or translation issues and due to limited provision of information. Issues particularly relevant to
South Asian families included the use of complementary therapies or adjusting diet to manage their child’s
asthma. South Asian families were more likely to use the emergency services if they could not access their
GP. The findings indicate one of the reasons for this was difficulty in recognising the severity of symptoms,
resulting in delayed access to treatment.

As we have seen, families prioritised the category of ‘getting a diagnosis’ for asthma as an important area
of intervention. This category encompasses issues for both families and healthcare providers. Interview and
focus group data identified that many parents waited several years after the onset of symptoms or, in
some cases, treatment, before a clear diagnosis was given to them. Diagnosis was dependent on parental
recognition of problematic symptoms and knowledge of what is ‘normal’ for children and, for a minority
of parents, a desire to avoid the stigma of illness (factors at the individual/family/community level). Prior to
diagnosis, many families were unaware of asthma as a possible explanation for children’s symptoms or
misattributed the symptoms to other conditions. Timely diagnosis, however, was also related to the
knowledge and practices of HCPs with whom parents and children came into contact and the way in
which services were provided (factors at the organisational/environmental level).
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Families perceived long delays in receiving a clear diagnosis of asthma from health professionals, which
they felt impacted on the treatment received, the information and support given and the importance

that they attached to asthma management. They also reported variable knowledge of asthma among GPs,
hospital doctors, nurses and teachers and that the content of advice and information given to them,
including around diagnosis, varied between professionals and individuals. Inconsistent, and what parents
sometimes perceived as contradictory, advice added to their confusion about correct management,
reduced their confidence in the NHS and, in some cases, affected the seriousness with which asthma was
taken. HCPs often had a different perception of the need for objective tests for asthma but also reported
that where additional testing or patient education was desired they were often unable to access services
due to unclear referral pathways.

Children (White British and South Asian) expressed similar perceptions of asthma to those of their parents,
including beliefs about the contagious nature of asthma, mixing up causes and triggers of asthma and

not understanding what a diagnosis of asthma meant. Children also described a fear of an acute attack.
These data are consistent with previous research findings'®%2%72°¢ and highlight the lack of effective
education-based interventions or their effective implementation. Compared with the adults, children were
more focused on acute attacks. Confirming previous research,’®*'¢> both White British and South Asian
children described experiencing strong emotions during acute attacks and often felt scared or upset. Other
feelings described included embarrassment or feelings of not being ‘normal’.

Healthcare providers also identified several issues that led to poor asthma management for children.

These included barriers that occurred during consultations with South Asian families such as time and
communication issues as a result of language barriers, perceptions of barriers to asthma management

for South Asian families and professional and organisational barriers to asthma management. HCPs
acknowledged that their focus was often on addressing medication requirements for treating asthma and
indicated that they gave less attention to more holistic approaches to asthma management. HCPs also
acknowledged that services were often not structured in a way that would enable them to meet the needs
of South Asian families adequately, especially in relation to having the time to give more information and
to adequately address the additional communication support needs which some families required.
Professionals were also aware that parents faced difficult decisions about accessing care during acute
episodes. Parents often used the ED because GP surgeries were closed, or because they were not
confident that GPs were equipped to handle acutely unwell children, in terms of equipment or knowledge.
Parental knowledge of alternatives to ED presentation was limited. These environmental factors were thus
clearly identified by both parents and professionals as major barriers to optimum management. Many of
the professionals interviewed were aware that parents received variable information about asthma. Both
professionals and parents specifically requested a more co-ordinated approach across primary, secondary
and tertiary care that would encompass children with diagnosed asthma, but also those with possible
asthma or those using an inhaler, so that these families could access information and education in a timely
manner. Both parents and professionals felt that there was an important role for schools in disseminating
information about asthma as well as in helping parents and children living with asthma.

Identifying barriers and facilitators to optimal management is important; however, MIA has been able

to provide further insight into some of the factors underpinning these barriers and, just as importantly,
provided further evidence on levers that could be used to bring about change. Organisational
discrimination such as the existence of ‘cultural stereotypes’ (i.e. viewing South Asian families as ‘difficult
clients’) was also apparent.®® If change is to be successful, organisational barriers and culture within the
NHS need to be addressed in combination with the health beliefs and attitudes of families

and communities.

The integration of the primary qualitative data collected in phases 2 and 3 led to the identification of
11 key themes: being able to talk to doctors and nurses; being able to use services; community awareness
of asthma; getting a diagnosis; having suitable information on asthma; medicines for asthma; school and
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my child’s asthma; types of services available for asthma; quality of care; understanding of asthma;

and day-to-day management. These themes were needs led, addressed the whole pathway of the child
and would each need to be addressed by an integrated intervention programme delivered by an integrated
system to comprehensively address optimal asthma management for South Asian children. However,
recognising resource constraints within the NHS and wider society, it is unrealistic to expect such a
comprehensive programme to be implemented simultaneously, and so participants were asked to identify
one priority theme for which an intervention programme could be developed which would be acceptable
to families and HCPs for implementation.

From the 11 key themes identified, the South Asian families in this study prioritised ‘getting a diagnosis’,
whereas the HCPs located this much lower down their order of priorities (see Tables 17-19). There was a
further discrepancy noted when analysing the children’s data, with children prioritising acute asthma
attacks. This discrepancy and perception in what matters to the family or child compared with what is
important to the HCP supports the current view that patients should have greater control and power in
their health care and decision-making.”’

Data from phases 2 and 3 (see Chapters 3 and 4) revealed that diagnosis of asthma underpinned all
aspects of condition management, including access to asthma services, information and education, and
knowledge of acute asthma attacks. By intervening in the diagnostic process, the educational aspects and
knowledge of how to approach an acute asthma attack could also be incorporated into an intervention,
thereby incorporating children’s voices. This led to the decision to use ‘getting a diagnosis’ as the exemplar
for the current study. As we have seen, an intervention designed around this issue encompasses change in
knowledge and behaviour for communities and families, change in the behaviour of healthcare providers
and change in the organisation of asthma services.

A further important theme identified by both White British and South Asian parents was ‘what to do day
to day’. However, despite both groups of families wishing to address what they could do ‘day to day’
(other than medication), South Asian families were more focused on home adaptations, diets and other
complementary strategies, demonstrating an area where culturally specific tailoring could be beneficial.
Despite national recommendations being available for HCPs on providing all children with information and
written asthma plans,* ‘lack of information’ was a frequently cited issue during both sets of interviews,
leading to ‘having suitable information on asthma’ being a further priority theme recognised as requiring
an intervention, not only for South Asian but also for White British families. This lack of provision of
information needs to be considered by all HCPs; however, it was clear from the study that providing more
information without checking for understanding would be insufficient. In addition, it was suggested that
tailored information which addressed questions or concerns more commonly raised by South Asian families
was more likely to be effective than totally generic information.

We have presented only a selection of the themes from the MIA study to demonstrate the disparity and
divergent views held by the children, their families and the HCPs. These disparities provide potent targets
for interventions and, consequently, demonstrate a need for a collaborative approach which will thereby
prevent the development of interventions that are driven by the perceptions of healthcare providers

and which fail to take into account issues of importance to parents and children living with asthma.

To develop the exemplar intervention programme for ‘getting a diagnosis’, the data from phases 2 and 3
were used in a modified intervention framework to identify multiple actors, behaviours and determinants that
contribute to barriers to effective management. Through using methods drawn from IM (see Chapter 1),
performance objectives were developed informally by salient theories from clinical and health psychology
and were linked to practical, feasible strategies for behaviour change, which were also theoretically
embedded. The multifaceted final ‘ACT on Asthma’ diagnostic programme consisted of four integrated
arms, each of which represents an intervention strategy. The four arms represented a need for community
awareness, education and training, clinical support and the provision of an advice centre, of which all would
be centrally co-ordinated. Development of the tailored, multifaceted ‘ACT on Asthma’ diagnostic
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programme was one of the main outputs of the study. Integrated programmes for the management of
asthma do exist but most have been developed in the USA or Australia. Culturally tailored programmes are
less commonly available, with the MIA team unaware of any programmes for South Asian children that
have been developed and implemented in the UK.

In summary

Phases 2 and 3 provided evidence from multiple perspectives influencing the overarching asthma
intervention planning framework leading to the ‘ACT on Asthma’ programme developed in phase 4 and
supporting the collaborative approach adopted by MIA. The diverse understandings and priorities of
families and HCPs which emerged in the course of the study (see Chapter 4) support the need to engage
children and their families and not rely solely on the perspectives of healthcare providers. The study
illustrates the need for interventions to be integrated, developed and delivered at the patient, provider and
system levels if they are to be effective.

Conclusions and recommendations for practice and
future research

Recommendations for healthcare practice

The MIA project was a large, complex study raising many questions regarding asthma management,
intervention design and collaboration with communities considered to be ‘hard to reach’. Each chapter has
discussed in detail the findings from each phase of the study. In this concluding section, we will present
some key recommendations for consideration by practitioners, policy makers and researchers.

Marginalised communities have greater healthcare needs and inequality in health outcomes. Redressing
this is central to many governments’ health policies. Patient and public involvement in health research is
widely promoted, yet for minority ethnic communities there is a gap between rhetoric and reality: minority
ethnic communities are viewed as hard to reach and, as a consequence, are under-represented in research
and its translation into health service improvements. A similar picture exists with regard to children. Health
outcomes within the UK, particularly for children, have been shown to be lagging behind those in other
European countries.™ This led to the launch of the Children’s and Young People Health Outcome
Strategy in January 2012 and the publication of the Children’s Outcome Forum Report,??® which set out
key recommendations to bring about change and improve health outcomes for children in the UK.
Recommendations relevant to this report included the need for the wider health system to tackle
inequalities in health, and for children, young people and their families to be more involved in
decision-making and the development of interventions and services to meet their needs. The report?
recommended that organisations and those delivering care on the front line should not only listen to the
voices of children, young people and their families but also set out and demonstrate ways in which they
will do this. At the same time, it is increasingly being recognised that the health and social care delivery
system has not led to improvements in health outcomes®® and that a much ‘bolder’ approach is required.
An integrated system approach is being advocated to prevent individual organisations such as health,
education and social care from delivering interventions in isolation. With this in mind, it will be necessary
for feasible evidence-based services to be locally commissioned that can be implemented within this new
NHS structure and that are tailored to the needs of their local community.

This study provides a template and an evidence-based methodology that can be followed by
commissioners and providers of health and social care, who will need to engage with their local
communities to develop innovative solutions to improve outcomes for a wide variety of problems, ranging
from public health to non-communicable diseases. The model presented here provides not only a way
forward for engaging with children and families (often not included in such activities) but also for
engaging with the diverse communities for whom inequalities in health are evident. The study
demonstrates how, within a new integrated system, evidence-based, needs-led interventions can be
developed. Local detailed studies will, however, always be required to establish the local levels of

NIHR Journals Library www. journalslibrary.nihr.ac.uk



VOL. 2 NO. 28

acculturation, mixture and inherited tradition arising from localised outcomes of the patterns of migration.
Policy makers may wish to consider and ensure methods are in place to engage with consumers to
effectively shift the balance from interventions being driven by providers to more interventions being
consumer led and ensuring that they are tailored to their needs.

Asthma is one of the most common chronic conditions of childhood and provides an example for the
inequalities in outcomes mentioned above. The evidence suggests that the UK health services provides
inferior care compared with services in Europe,' despite the existence of national guidelines* and National
Institute for Health and Care Excellence (NICE) quality standards. Variation in outcomes exists?'® with
guidelines not consistently implemented. Outcomes for minority ethnic children, such as South Asian
children, are recognised to be worse than those for the majority population, with the BTS asthma
guidelines* recommending ‘heightened awareness to the needs of asthma in vulnerable groups’ (p. 21)
such as minority ethnic groups.

A new health inequalities duty created from the 2012 Health and Social Care Act has the duty to "have
regard to the need to reduce inequalities between people of England with respect to the benefits that they
can obtain from the health service’. To achieve this goal, services need to be planned and delivered to
ensure that they reach the individuals who need them most, but equally to ensure a focus on whole
pathways of care, building or strengthening of partnerships and evidence to lever the change.

The MIA study provides the underlying evidence that will help to lever change across the asthma pathway.
The findings from the study not only support previous research reporting on the barriers to asthma
management in South Asian children but provide a deeper understanding of the factors underlying these
barriers, with a tailored approach required to overcome them. Many factors identified by the study were
generic and should be applied by practitioners to all children with asthma.

We recommend that greater effort be made to provide appropriate and timely education on asthma and
its management to families, and to check the understanding of the information provided. This was rarely
achieved among our study participants. In line with national guidelines, parents should be provided with
an asthma plan in a format that is accessible and appropriate. Organisations such as the Academic Health
Science Networks may be able to assist with supporting and measuring such activities. The role of the
wider family in managing asthma also needs to be recognised and HCPs may wish to reconsider

the traditional parent/child consultation and develop a more inclusive approach where appropriate.

As recommended by the BTS guidelines, a culturally sensitive holistic approach to management is required
when addressing minority ethnic children. Public health policies have not traditionally considered asthma
as a priority area for interventions. However, the South Asian community had less pre-existing knowledge
of asthma, although children and families are known to be influenced by the communities in which they
live. The MIA study findings suggest a key role for Public Health policy in addressing broader social
perceptions of asthma and its management in families.

Communication barriers and lack of consistent information, for a variety of reasons, were identified by
HCPs, parents/carers and communities in the MIA study. Effective management of childhood asthma is
underpinned by effective communication. Further work is needed to address the problems created by a
lack of communication support and the need for increased time for consultations with families who have
a lower proficiency in English. Health providers need to consider innovative ways of communicating with
children and families if improved outcomes are to be achieved. Information provided to children and
families also need to be tailored, with South Asian families potentially wishing to address different issues
from the majority population.

The cultural competence of the NHS workforce has been questioned in many research reports. The MIA
study also demonstrates that further effort is needed in this area if organisational discrimination is to
be overcome.
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The procedures used in the MIA project can be adapted using the principles described, and applied in
other settings with other South Asian and other culturally distinctive groups, with due attention to such
local issues as the mix of ethnicity, language, religion and history. In particular, attention should be given
to access to schooling, dietary preferences and family structure. Where ‘complete’ families have migrated,
dynamics may differ from those places where family relationships are more fractured or conducted at a
distance within the diaspora.

The extensive remit of the MIA study has highlighted a number of gaps in current evidence, not only in
respect of methodological approaches to collaborating with consumers of health care and intervention
design in South Asian communities but which can be applied to other ethnic minority and White British
communities. The MIA study focused on childhood asthma but consideration should also be given to other
chronic illness pathways where management is suboptimal and which could be addressed by a similar
process. The 11 key themes presented in the MIA study represent key points along the asthma pathway
where research could be focused. Some additional examples of further research are suggested below.

The MIA project has highlighted how taking a collaborative multifaceted approach to intervention
development can be a successful method of intervention development, but future research needs to
explore the feasibility, practicality and success of such interventions. The four armed integrated
multifaceted 'ACT on Asthma’ intervention programme whose aim is to improve ‘getting a diagnosis’
by addressing community awareness, education and training, clinical support and the provision of an
advice centre, each underpinned by tailored strategies and centrally co-ordinated, now needs to be
tested for its feasibility and effectiveness.

The need to involve the wider family in asthma management and the most appropriate mechanisms for
achieving this in diverse communities should be explored further. Studies should identify effective
means of engaging the wider family and test the effectiveness of this strategy in reducing
exacerbations, reducing hospital admissions and improving quality of life.

Community knowledge of asthma was found to be limited. Further research could explore the value
and effectiveness of techniques such as social marketing to enhance public understanding of asthma in
South Asian communities.

This study identified several challenges in involving children in participatory research and intervention
design. If we wish children to be more involved in decision-making and we wish to ‘give children a
voice’, then we need further methodological studies to guide the development of effective ways to
fully collaborate with children in redesigning services.

Children prioritised fear of acute attacks as a theme they would like further attention being given to.
Research with children to identify ways of improving understanding and the management of acute
attacks but also the emotions related to them should be a priority for further work.

Little evidence is available to help inform parents whether dietary modification is effective in asthma
management. Further research is required to investigate this issue and also the effectiveness of a range
of complementary therapies that are commonly adopted by families.

Organisational discrimination requires further attention from researchers. Ethnographic research
involving direct observation and event questioning as they unfold is likely to be needed to compare and
contrast clinical management and expectations in children of different ethnic backgrounds.

The MIA study has demonstrated that, despite the existence of BTS guidelines, there are significant
organisational barriers to effective management of childhood asthma. Further research is clearly needed
to explore the barriers to the implementation of such guidelines and how system changes to improve
the co-ordination and delivery of asthma services can be integrated into the new commissioning
models of the NHS.
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Appendix 1 Asthma UK systematic evidence
synthesis abstract

Background

South Asian children with asthma are less likely to receive prescriptions, more likely to suffer uncontrolled
symptoms and admitted with acute asthma compared with White British children. Understanding and
addressing barriers are therefore vital in addressing health inequalities. We therefore undertook a
systematic review to identify explanatory factors which underlie barriers and facilitators to asthma
management in South Asian children.

Methods

Data sources — MEDLINE, HMIC, EMBASE, ASSIA, Web of Science, BNI, CINAHL, PsycINFO, OpenSIGLE,
CRD, Scopus, NHS Evidence, Cochrane Library, Campbell Collaboration, RCPCH, ATS, ERS, Asthma UK,
Google Scholar & Asthma Guidelines (BTS, GINA, ATS, Monash, NAEPP, Singapore & New Zealand) to
May 2010.

Inclusion criteria — Qualitative, quantitative or mixed research with primary focus on identifying
explanations for barriers and/or facilitators to asthma management in South Asian children aged
0-18 years with diagnosed/suspected asthma and/or carers and/or healthcare professionals.

Data extraction — Three authors independently reviewed selected & extracted eligible articles with
disagreements resolved by research team discussion.

Results

Fifteen studies encompassing 25,755 children, 18,483 parents/carers and 239 healthcare professionals
were included. The barriers and explanatory factors identified were:

lack of asthma knowledge in families and healthcare professionals.
under-use of preventer medications

non-acceptance/denial of asthma

over-reliance on Emergency Department management
communication problems

non-adherence to medication

use of complementary therapies.

NoukwnN =

Little information regarding asthma management facilitators was identified.
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APPENDIX 1

Conclusion

Several key issues were identified as likely to be ethnic specific to South Asian families, rather than a
reflection of minority status: impact of parental and professional knowledge and beliefs, health service
utilisation pattern explanations and the impact of prejudice and stigmatisation. Other explanations such as
language barriers are not strictly ethnic specific but instead reflect a minority position.

Further research is required to move beyond only identifying what a barrier is and into identifying both
what and why the barrier is and how it impacts on management. Furthermore, understanding the
difference between barriers and explanations that are ethnic-specific and those related to being a minority
will enable the application of generic system-wide interventions where ethnicity is not the issue and
ethnically-tailored interventions where needed.
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Appendix 2 Three-step approach for recruitment

Step 1: initial approach

Individuals and families were given a brief outline of the study and if interested in learning more or
possibly taking part, completed an Eol form and were given the study information sheets. Completing an
Eol form did not commit anyone to participation but was passed to the research fellow for step 2. The
forms contained contact details as well some basic demographics used to enable the research fellow to
identify the language required and to purposively select individuals and families who fulfilled the required
criteria for different elements of the study. All individuals or families who completed Eol forms were
contacted, either to be invited to participate in specific study activities or to be thanked but have it
explained that persons with their particular characteristics had already been recruited into the study.

The initial approach could be made in one of three ways: face to face (direct), via telephone or via letter
(mail shot).

1. Direct approach

During a face-to-face meeting (whether clinical or social or other), the study is introduced and explained
in outline. If the individual or family is interested in learning more, an Eol is completed and signed and
returned to the research fellow in the envelopes provided.

2. Telephone approach

Potential participants are contacted by telephone, identified via clinic lists or by a personal contact.
The study is introduced and explained in outline. If the individual or family is interested in learning
more, an Eol is completed and signed by the person making the call on behalf of the person they
called. The Eol is then returned to the research fellow in the envelope provided.

3. Mail shot

Potentially eligible participants were sent a study pack in the post with a cover letter that briefly
explained the purpose of the study and asked that the study information be read. If interested,
individuals could either complete and return the Eol form using the envelope provided, or contact the
research fellow directly.

In addition to the CFs, the study was advertised using posters, flyers and the university and research
websites such that interested participants could contact the research team directly, and a study website,
http://mia.ocbmedia.com, was designed to signpost individuals to study information in English and in the
main south Asian languages, available in both written and audio formats.

Secondary contacts were made by telephone or face to face. These recruitment methods were in order to
identify and approach potential participants, including CFs, the research and advisory team members,
research participants and clinicians (including pharmacists, GPs, nurses and community and hospital-based
paediatricians) involved with the study. Evidence from the UK and USA3%*’ suggested that mail shot and
advertising would be ineffective for South Asian participants. However, they were included as direct
comparisons with the more personal face-to-face and telephone recruitment. The recruitment data
reinforce these previous findings, with trusted people being a more effective method of engagement.
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Step 2: secondary contact

In step 2, the research fellow (or appropriate community facilitator if English was not the preferred
language) used the returned Eols to contact individuals or families to explain the study in more depth and
provide detailed study information sheets if not already provided in step 1. After leaving time to consider
the study, individuals and families were contacted a second time to ask if they wished to participate. If no,
they were not contacted further. If yes, a suitable research activity was identified (e.g. a family interview, a
focus group, a workshop), and details of the activities provided and consent forms sent out.

Clear guidance on patient information sheets and consent forms has been given by the National Research
Ethics Service of the National Patient Safety Agency since April 2007: see www.nres.npsa.nhs.uk. The
study information was designed in accordance with the guidance contained in the national research ethics
service documents: Explaining Research and Information Sheets and Consent Forms — guidance

for researchers.

Step 3: formal consent

Step 3 involved taking formal consent to participate in the study. Adults consented for themselves, with
parents also consenting on behalf of their children. Children were also asked for their assent to participate
in the study.

Consent procedure

At the point of approach, potential participants were asked to provide some basic demographic
information, which included the participant’s preferred choice of language (see Eol form). Study materials
were then provided, either in English written format or in translated audio format. Where study materials
have been provided in English written format, consent was taken in English in written format unless a
participant who has received English study materials did not have sufficient literacy skills to read the
consent form, in which case verbal audio-recorded consent was used. Where study materials were
provided in translated audio format, consent was taken in the appropriate language following this process:

1. At initial approach, individuals were given or posted the patient information sheet and consent form in
English and an audio recording of the patient information, or directed to the study website where
information in minority ethnic languages was available.

2. At the follow-up telephone call, conducted in the appropriate language:

— Any questions concerning the study material were answered.
— Time/date/venue for focus group/interview were agreed.

3. Prior to the start of the focus group/interview, the researcher, aided by CFs, checked that the
information had been read or audio recording had been listened to, and a further opportunity to ask
and answer any questions was given.

4. The researcher, aided by community facilitators, explained how informed consent is taken as an audio
recording and recorded.

5. The prospective participant was asked to state their name, the date and the time of giving
their consent.

6. The consent form was read out by the CF in the relevant community language point by point and the
participant asked to repeat the words and confirm that they understood and agreed with each point of
the consent form. This process was recorded. If they wished, participants could also initial and sign the
written consent form at the same time.

7. A copy of the audio-recorded consent was given to the participant to take away with them.
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Assent from children

Article 12 of the United Nation Convention on the Rights of the Child recognises a child’s right to ‘form his
or her own views; the right to express those views freely in all matters affecting the child; the views being
given due weight in accordance with age and maturity’. Under UK law, the 1986 Gillick vs. West Norfolk
and Wisbech Area Health Authority ruling determined that children under the age of 16 can give valid
consent provided they are competent to understand the risks and benefits of the proposed therapy.'%®
However, Gillick competency is rarely applied below the age of 10 years.

Informed assent, defined as ‘a child’s affirmative agreement to participate in research’,?"" can and should
be sought when involving children in research. The aim of the assent process is to listen to the opinion and
wishes of the child, to promote and protect their dignity, privacy and confidentiality.?'* There is no agreed
lower age limit at which assent should be sought, although age 7 is often taken as a cut-off for obtaining
assent.'" Children vary in their ability to understand and interpret information, and therefore to assent to
participate in research.'%®2"

In this study, the team sought assent from all children aged 7 years upwards. Children under the age of
7 years were judged by the research team as to their ability to provide assent, and where appropriate,
assent was sought.

Ethics procedures

The process of project approval involved the following four stages:
NHS ethical approval

university approval (project sponsor)

NHS R&D approval
honorary contracts/research passports/letters of confidentiality.

AN =

NHS ethical approval

The Integrated Research Application System (IRAS) application was completed and sent to the Derbyshire
Research Ethics Committee (REC) on 26 October 2009 (ref. 09/H0401/85). The ethics committee met on
17 November 2009 (chairperson Phil Hopkinson). We received a request for further information and
revisions to study documentation on 30 November 2009 and responded on 8 December 2009. We
received the REC decision letter confirming favourable ethical opinion (conditional on permission or
approval granted by each host organisation) on 10 December 2009.

University approval (project sponsor)

Copies of the REC and R&D forms were sent to the University of Leicester Research and Governance
Officer, Mr Graham Hewitt, for approval as research sponsor. Project sponsorship was granted on
19 November 2009.

NHS research and development approval
On 2 July, IRAS R&D forms were submitted to University Hospitals Leicester (UHL) and Leicester City
primary care trust (PCT).

There were significant delays to the project at this stage due to changes of key members of staff and
reorganisation of R&D procedures. R&D forms, study documents and site-specific information forms were
completed and submitted to each trust for review in December 2009. Approval was granted by Leicester
City PCT on 15 March 2010. Approval was granted by UHL NHS Trust on 20 July 2010.

As a later addition to the study, R&D approval was also sought from NHS Leicestershire County and
Rutland (LCR). Approval was granted on 12 April 2011.
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Honorary contracts/research passports/letters of confidentiality

There was a lack of clarity as to the requirement for research passports, honorary contracts and letters of
access, particularly in relation to the CFs. After discussion between the R&D offices and the University

of Leicester, it was agreed that the CFs would be employed by the University of Leicester on a temporary
contracted basis, which included a clause on confidentiality and data protection.

Ethical considerations

National Research Ethics Service procedures were used throughout the study to minimise distress to
participants, safeguard anonymity and confidentiality, as well as guaranteeing continuation of
standard care.

Consent and voluntary participation

All participants were provided with accessible study information and asked for their informed consent/
assent, using either written or verbal methods. All participants were informed that their consent

was voluntary.

Data protection and confidentiality

All study staff endeavoured to protect the rights of the study’s participants to privacy and adhered to

the Data Protection Act 1998. We collected only the minimum required information for the purposes of
the study. Study data, including signed consent forms and recordings, are held securely in a locked
cabinet. Access to the information was limited to the study staff and any relevant regulatory authorities.
Computer-held data, including the study database, are held securely and password protected, with access
further restricted by user identifiers and passwords.

All medical data revealed during-study activities were treated as confidential. A procedure for reporting a
disclosure of any behaviour that could adversely affect a child’s health and well-being was in place during
the study, although this was not required. This limitation to confidentiality was clearly stated on the study
information forms.

Lone working

A large number of interviews and focus groups were attended solely by the research fellow, often in
community centres or participants’ work/homes. The University of Leicester adheres to the Code of Practice
for the Safety of Social Researchers.

Minimising distress

This was not an intervention study; however, in-depth interviews discussing health can be distressing.
Therefore, interviews were conducted in a professional and sensitive manner. Participants were reminded
that they did not have to answer any questions that they considered too intrusive and interviews would be
stopped at any time at the request of the parent or child. In addition, if the researcher felt that the child
no longer wished to participate, even if no request to stop was made, the interview was ended. This was
necessary at times during the study.

102

Separate child and adult workshops were planned, although in the same building at the same time. To
ensure children’s well-being, if at any time a child became distressed during a workshop, they would be
removed from the workshop and reunited with their parents or responsible adult. If a child became ill
during a workshop, they would be reunited with their parents, and if necessary the emergency services
would be contacted. These procedures were not necessary during the study.
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Appendix 3 Recruitment avenues
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Appendix 4 Interview schedules

management & interventions for asthma

MIA: Management and Interventions for Asthma
Focus group question guide

Introduction
Firstly, I'd like to welcome you all to the group and thank you for agreeing to speak to us.

The reason we're here is because a team of researchers from the University of Leicester, De Montfort
University, and the NHS are trying to improve the care of Indian/Bangladeshi/Pakistani children with
asthma. We would like to know what people think about children and families who have asthma, and to
ask for your help in improving the lives and care for children with this problem. This is important because
asthma affects lots of children and can be very difficult for children and parents.

Don't worry if you think you don’t know anything about asthma — we have lots of different things to talk
about and you might find that you know more than you think. We'll also be using a story about a boy
called Samir to discuss some of the different ideas. If you do know someone with asthma or have asthma
yourself and would like to know more about the things we talk about today, we have some information
leaflets that we can give out at the end of the session.

Before we begin | would like to remind you that whatever you say here will be kept confidential. | hope
that you will feel free to express your views. Your names and personal details will not be mentioned in
any report.

| am using a tape recorder to record our conversation because it is difficult for me to write down
everything you say. Please try to speak one at a time so that | can follow what is being said.

1. Let's start with everyone telling us their name and whereabouts they were born? I'll go first ...

2. Can everyone think of a child that they know? Can you describe them briefly? Ill go first . .. (say one
or two sentences about a child you know e.g. I'm thinking of my niece, she’s 6 years old and very lively,
never sits still and never stops talking).

3. If | were to say ‘this is a healthy child’, what would this mean to you?

4. You may have heard the word ‘wheezy’ (in translation or in English if no translation) used to describe a
child. What does wheezy mean to you?

5. Many of you may have heard about a condition called asthma. In your own words, can you describe a
child with asthma?

i. Probe: Is wheezy the same as asthma?
i. Is asthma common?
iii. How do you know if a child has asthma?
iv. What kind of things can happen to someone who has asthma?
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I’'m going to tell you a bit about a boy called Samir. Samir is 6 years old. Samir’s always been prone to
chesty coughs and often wakes up at night coughing. Samir often can’t keep up with his brothers and
sisters when playing and gets out of breath very easily. Samir’s parents took him to their local GP, who
said that Samir has asthma.

6. What do you think that Samir might think about having asthma?

i. Probe: Might he worry about anything?
ii. What about his friends?
iii. What about sports?
iv. Might he be thinking about school?
v. What about going to see doctors?

7. If you were Samir's mother or father, how would you feel about having a child with asthma?

i. Probe: Might it affect the relationship between you and your husband/wife?
ii. Might it affect your relationships with other people in the community?
iii. Might it affect your standing in the community?
iv. Would you want to seek advice from anyone else?
v. Might it affect Samir’s future career prospects?
vi. Might it affect Samir’s future marriage prospects?

8. How might having one child with asthma affect the rest of the family?

i. Probe: Might it affect going out to a family function, like a wedding?

ii. Might it affect the relationships between Samir and his brothers and sisters?
iii. What about the extended family?
iv. Might the family change the way they treat Samir?

9. What do you think that an average person in the community might think about a child with asthma?

i. Probe: Does it matter?
ii. Would they be seen as healthy?
iii. Would they be seen as normal?
iv. Would anyone treat the child differently because they have asthma?
v. Would anyone treat the family differently?
vi. Is there a stigma attached to asthma?
vii. Would anyone worry about having that child visit their house?
viii. What about staying in their house?
ix. Would anyone worry about their child marrying someone with asthma?
x. Would anyone worry about hiring a young person with asthma?

10. Do you think that being Indian/Bangladeshi/Pakistani means that you think differently about asthma to
someone who is not from this background?

11. Do you think that being Indian/Bangladeshi/Pakistani influences the way people respond to a child or
family with asthma?

i. Probe: (If yes or no) — why is that?
ii. Does age make a difference to what people think?
iii. Does being born in the UK or in India/Bangladesh/Pakistan make a difference?
iv. Does religion make a difference?
v. Does being male or female make a difference?
vi. Does your job/role in the community make a difference?
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12. Do you think that doctors might respond differently to a child who's from an Indian/Bangladeshi/
Pakistani family, compared to a child who's not from this background?

i. Probe: Does the doctor’s ethnicity make a difference?
ii. What about nurses?
iii. What about receptionists?

13. If parents want to get treatment for their child with asthma, how do they do this?

i. Probe: Where would most parents go to for treatment?
ii. Who would most parents go to for treatment?

The GP gave Samir two inhalers to use; a brown one to take every day, and a blue one to take whenever
he's wheezy (hold up example inhalers).

14. What do you know about these medicines?

i. Probe: Do they work?
ii. Are there any problems with them?
iii. Are there any times or places that you can’t take them?
iv. Would it be better to take the medicine in a different way?
v. If yes, why?

15. Are there any concerns about a child with asthma taking medicines every day, even if they seem OK?

i. Probe: Is it better to only take medicines when they're wheezing? Why?
ii. Does the type of medicine, e.g. steroid (show the brown inhaler again) make a difference?
iii. Are there any alternatives to using medicines for asthma and wheezing?

16. Is there anything that the NHS could do to help children who have asthma?

i. Probe: What about making appointments with GPs?
ii. What about going to see specialist children’s doctors?
ii. What about going to see specialist asthma nurses?
iv. Is it important whether you see a doctor or a nurse?
v. Is it important whether you see a GP or general paediatrician, or an asthma specialist doctor?
vi. Do you think that where the clinics are held makes a difference?

17. Is there anything people could do to themselves?

i. Is there anything children could do for each other?
ii. If there anything families could do?
iii. Is there anything communities could do?

18. Is there any need for more information about asthma in children and families?

i. Probe: Do you think that people in the community understand what it's like to have a child
with asthma?
ii. Do you think that people in the community understand what children with asthma can and
can't do?
ii. What information is there already?
iv. What kinds of things do you think people need to know about?
v. Why are these things important?
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19. What is the best way of getting information to families and communities?
20. Is there anything else that you feel it would be useful for us to know about a child with asthma in
your community?

Summary

The intention tonight was to talk about how the Indian/Bangladeshi/Pakistani community views asthma.
We've talked about the symptoms of asthma, about where and how to get treatment, and how having
asthma affects a child and their family. We've also talked about how this community might see a child
with asthma and what the community could do to help. Have we missed anything?

Is there anything else you'd like to add before we finish?

Thank you very much for your time. You will be given a voucher for your involvement in this focus group.
If you would like any further information about asthma, please stay behind for a minute and | will
provide some.

1. Could you tell me a little bit about your role in the community and what you do?

i. Probe: How long have you been working in this or a similar role?
ii. What contact do you have with children/families?

2. In your experience, have you met or worked with any children with asthma or their families? Could you
describe a typical child with asthma?

i. Probe: What are the key features of asthma?
ii. Do you have any sense of the numbers of children with asthma in the community?

3. How do you think parents in your community might feel about their child having asthma?
i. Probe: Might they be self-conscious/embarrassed/worried about their standing in the community?
4. What do you think that the average person in the community thinks about children with asthma?

i. Probe: Would anyone treat the child or their family differently because they have asthma?
ii. Do you think that people in the community understand what it's like to have a child with asthma?
iii. Do you think that people in the community understand what children with asthma can and
can't do?

5. Do you think that someone’s cultural background, being ... has any effect on the way they think
about asthma?

i. Probe: What about what causes asthma?

ii. About treatments for asthma?
iii. About what's normal/expectations for a child with asthma?
iv. In relation to how families are treated in the community?

6. Do you think that a person’s religion makes any difference to how they view asthma, or creates
any problems?

7. Does being ... have any impact on how the child is treated by others, including professionals?

8. Probe: Is there a perception of prejudice amongst doctors and nurses?
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Research shows that sometimes parents find it very difficult to have a child with asthma.
1. What do you think might be some of the problems they face?

i. Probe: Within the family
ii. Within the community
iii. With professionals — at diagnosis, getting treatments

2. As far as you know, what kinds of treatments are there for asthma?

i. Probe: How are treatments viewed by the community?
ii. Problems with western medicines, especially steroids?
iii. What might stop someone from using their medicines?
iv. Use of alternative medicines?

A very important part of this research is identifying ways that we can help young children with asthma and
their families.

1. What information or support, if any, should be offered to parents and children if diagnosed
with asthma?

2. What do you think the NHS — doctors and nurses — could do differently that might help families in

your community?

What do you think the community might be able to do that could help?

What could someone in your position do that might be useful?

5. What do you feel is the best way to involve people in the community in any of these suggestions?
(Depending on answer . ..) Why would that work?

W

Question schedule for parents

Hello. Thank you very much for agreeing to speak to me. We're going to talk about you and your son/
daughter (say name) and their breathing. I'd like to talk about when things first started, then we'll move
on to what things are like now. I'll also ask some questions about what happens when he/she has a bad
day, and about any treatments you use.

Please feel free to say whatever you're thinking and please remember that everything you say will be kept
confidential. If at any time you'd like to stop or take a break, just let me know and we’ll do just that.

Let's start by talking a little bit about your family. How many children do you have? Who lives in your
house? Does anyone else help you to look after your son/daughter?

1. When did (child’s name)’s breathing problems first start?

— Initial symptoms/recognition
— Who/how diagnosed

— Information/support provided
— Barriers to diagnosis

O Seeking help
O HCP attitude
O Access to service
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2. People have lots of different ideas about why children get wheezy. Why do you think children

get wheezy?

— Triggers vs. causes
— Heritability

— Contagion

— Gods will

— Diet

. What do you think causes (child’s name)’s asthma/wheezing?
. Could you describe what (child’s name)’s asthma is like on a day-to-day basis?

— Symptoms
— Impact on day-to-day life

Lifestyle restrictions
Time of work
Family life
Schooling

O 00O

. Who makes the decisions about day-to-day things?

O  Mum/dad
o  Child
O Extended family

. Could you describe a recent asthma attack? (substitute bad attack if little response)

— Describe management

O Use of health services
O Use of tests/diagnostics
O Role of extended family in management

. Problems faced

Recognition of need to seek help

Access to service A&E/walk in/GP

Practicalities — finances, time of day, weekends, childcare
HCP communication/attitudes/ethnicity/gender

O 00O

. What worked well?

O Good service
O Good person

. Information provided

What

From who
Useful/not

What else wanted
Timing

O O0OO0OO0OO
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10.
11.

12.

13.

14.

15.

16.

Solutions used/wanted
Let's talk about treatments. What do you hope treatments will do for (child’s name)’s
asthma/wheezing?

— Personal goals of treatment
— Management vs. cure
— Concept of asthma control
— What is good control?

Does (child name) take any medicines for his/her asthma? (substitute inhalers if no response)
(go through medicines one by one)

— When do you use this/how do you feel about it/any problems getting child to take it/how do you
remember to take it/does everyone in family know about it/use in public

— For preventer medicines: when do you stop/who makes decisions/side effects

— Specific attitudes

O Longterm med use
O Inhaler vs. tablets
O Steroids

Who has helped you learn about the wheezing/asthma?

— Sources of knowledge

— Skills

— Overseas advice

— Role of schools/community centres/religious centres
— Use of written management plans

What do the rest of your family think about (child’s name)’s asthma?

— Who knows/gets involved?

— What does child think?

— Does anyone offer advice/do you follow it?
— Impact on management?

What about your friends?

— Do you tell others/stigma?

— Would you tell about another illness/specific to asthma

— Would it be the same for an adult illness? Future marriage?
— Common beliefs about causes

— Common attitudes towards asthma/children with asthma

— Advice offered/follow it?

— Has anyone upset you?

— Do cultural attitudes influence management?

Where do you go for help about (child’s name)’s asthma?
— Usual source of care — GP/A&E/walk-in/family and friends/internet/religious leaders

©  Who do you go to?
O  What is the key issue — opening hours, location, relationship, gender, ethnicity
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O Problems faced getting help

O Communication with HCPs
O Getting prescriptions

17. What would help overcome these?
18. Is there anything that's you've found particularly helpful in taking care of (child’s name)’s asthma?

— What/why?
— Alternative therapies used

What/why

Diet

Heating/furnishing changes

Barriers or facilitators to using different options

O 00O

19. Is there anything else we could do to help you cope with (child’s name)’s asthma?
— What/Why/How

O Specific to your family
O General suggestions for families and children

O Specific points for Indian/Pakistani/Bangladeshi families

Question schedule for healthcare professionals
Hello. Thank you very much for agreeing to speak to me.

The MIA research group are investigating the barriers and facilitators to asthma management in south
Asian children with a view to developing an intervention programme that will be both practical and
suitable. We'll be discussing your experiences of managing asthma with south Asian children and families,
in particular, any barriers you've faced and if, how or why these issues have affected your management.
Towards the end | will ask about elements you'd like to see improved and how we might work together to
achieve this.

1. Please tell me about your experience working with South Asian children and families with asthma
® Diagnosis
O Use of testing
O Acceptance
O Discussion/information given

2. Communication

O language
O Attitudes

w

Particular problems encountered
4. Particularly helpful aspects
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5. How much do you feel you know about the lives of south Asian families?

® (Confidence in knowledge
® (Confidence in achieving working relationships
® Particular issues or helps around achieving working relationship with South Asian families

6. Is there anything you do differently for south Asian families?

® Modification to communication style, information given, choice of treatments
® Why?

7. What barriers do you think parents of south Asian children with asthma face in managing
their children?

® Practical barriers
® SES/education/place of birth
® (Cultural factors

8. Do you feel that there are any organisational barriers affecting how you manage asthma in south
Asian children?

Resources
Time

Training needs
Interpreters

9. What would you like to see made better?
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Appendix 5 Example of chartered data in
intervention mapping tables
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Appendix 6 British Thoracic Society steps
of asthma management

Summary of stepwise management in children aged 5-12 years
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Appendix 7 Behaviours and determinants
from family interviews in intervention
mapping tables

E leven broad themes (no priority):

understanding asthma

community awareness of asthma
types of services available for asthma
getting a diagnosis

not all doctors and nurses treating asthma well enough

being able to talk to doctors and nurses
school and my child’s asthma

having suitable information on asthma
medicines for asthma

being able to use services

day-to-day management of asthma.

1. Parents don't go to booked appointments and reviews
2. Parents do take children to ED
3. Children refuse to engage/be willing to go

(1a) Conflicting roles at home

Can be hard to women to get out/not good to out alone/
have other kids or other responsibilities at home (109), lots
of referrals to reviews disrupt household life (109). More of
an immediate ‘if child is ill then take action’ but when
seems well, have other things to do (109). This is most
prominent in women new to UK, living with extended
families (109), again if live with extended family hard to do
all the trigger avoidance/managing asthma if caring for
elderly relatives (104), hard to find time with mosque,
school, other kids, etc. (108) Is difficult with other kids, who
looks after them, have to divide between parents so can’t
both go to hospital/doctors (111). Very hard if parent
unwell as well, mobility problems (114)

(1b) Don't see the point

Regular trips to GP but don't do anything so what's the
point in going (104), has to be useful or why take time off
work (128)

Don’t want to go to endless round of doctors when child
seems OK (105)

Hospitals are seen as more important, going there or
appointment there is OK, but clinics/children centres not
important (109)

Does go because see as useful, explain to child, practical
demonstrations, gets peace of mind (126)

(1¢c) Finances
Perception of being denied treatment due to cost (103).

Costs money to run a car but essential (104, 125), need
money for taxis if don't drive (129). Costs money in petrol
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and parking (108). Had to buy a car, needed to borrow
money (114). Had to pay for lots of taxis (114). Financial
barriers are minimal as NHS treatment is free (114), but
there is a cost to adapting house (114). Costs in buying
herbal remedies, all private, costs of going overseas to see if
warmer, drier climate helped (114)

(1d) Fear

Some women may fear professionals/organisations,
especially if new to country, associate with social services
telling them not caring for child well enough and taking
child away, so avoid clinics/doctors, etc. (109) Child gets
upset and worried about asthma (111). Parents fear what
will happen to child if parent ill, disabled (114)

(1e) Practicalities

Hard to get time off work when child ill repeatedly

(106, 128, 110, 2, 128), can't get appointments to fit in
work schedule (128), can’t get to pharmacist when is open
(128). Need help from family looking after other kids (119),
or getting to appointments (119). Takes time to get
appointments with GP (1), GP closed, is out of hours

(124, 119). Easy to get appointments (129, 116).
Receptionists generally perceived as rude, have to get past
them to see a doctor (109, 108, 121) is off-putting, less
private, can't get around practice protocols for setting
appointments, etc. (121) One symptom one appointment
rule is annoying (121). Have to use up all annual leave on
sick days, etc. (111) Not hard to get time off, do give
(125, 111)

(2a) Getting there

Need to be able to drive (104, 121, 114, 108); hard to get
to and from hospital — need another family member, can’t
always get hold of them, or wait for transport but can be
hours to get home (124, 119, 114); is hard to get kids to
ED at night — cold, dark, they are tired and want to sleep
(104, 108); not going to use public transport if your child
can't breathe (104). Mum called dad when saw breathing
problem for first time for dad to take to hospital (112).
Can't then park when get home again (108). Would be
better to go to local GP because of all of these problems
but GP isn't good enough (108). Don't want to call
ambulance in case other children are sicker (108)

(3a) Children get scared

— Early hospital experiences frighten kids (106, 103) then is
hard on parents to force child to a place they don't like/
frighten parents to see other kids in ED (124, 109).
Little children scared of doctor (127) but not specific to
asthma - relates to other experiences such as
tonsillectomy. Can be too many people around for little
kids (109)

— Mum worries that having asthma will stress the child
and make it worse, needs quick treatment (104, 106)

— Child doesn’t want to stop what they are doing to take
inhaler (3)

— Parents accept they are getting more worried than the
kids (106)
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1. Amount given

i. Very little/no information given at diagnosis or ever
(103, 109, 106, 131, 101, 129, 117, 118, 119, 123,
125, 163, 108, 110, 111). Think doctors don't
bother, presume familiarity with asthma as is
common in UK but parents aren't familiar (125).
Other parents don't want, don't feel a need, are
doctors themselves (110), or feel it's ok as is and
don’t need more information (111)

ii. Want more (122, 112, 117, 123)

iii. Was given info by GP and hospital (114), was given
but too panicky to listen really (121). Not written
down (121, 111)

2. Content

i. About inhalers

ii. Especially on what it is (117) and how to avoid it
(129), too much focus on inhalers and medicines
(129), what to do in different situations (123), how to
improve his asthma (123) others say advice on not
catching cold, being cold and feeding warm foods
given by GP (124), purpose of spacers and how to
use (108), what to do at home (111) — think they
don't because haven't confirmed diagnosis of asthma

3. Who/when given

i. At diagnosis by hospital (115, 123, 114) from
whichever doctor happen to see, bit by bit
ii. During acute attack at hospital (104, 117, 121)
ii. Pharmacist for inhaler use (103, 116, 114) pharmacist
best (116, 125)
iv. Decide themselves based on previous knowledge (116)
v. Nurses good

— HCPs trained in asthma give more specific advice
(in reference to specialist nurse), rest are too
‘vanilla’ (120, 102), don’t always look at the impact
of asthma or meds on the child (120)

— Asthma nurses give smaller spacer, easier to
use (115)

— Asthma nurses talk to children, show inhaler
techniques (105, 104, 127, 126)

— Can phone asthma nurses, they give advice (105)

4. Sharing between family

i. Up to them to tell other parent (112), explained to
parent who is present (104, 129)

5. Seeking more information (not all do seek more — 123,
108, 110)

i. From chemists (1) (112, 125)

ii. From Urdu newspapers and web pages (3, 120)

ii. UK web pages too (search under asthma) (106, 105,
121) but can be too much or scary information (120),
not sure on validity of information (121), no one
found Asthma UK

HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

(@) Easy to misunderstand/imperfect recall: (112) thinks
hospital said asthma is due to the cold (temperature) —
possibly mix-up with a cold?

(b) Nothing written down (104) so forget/misunderstand
(121). Not all think they want written information,
think they know as they are dealing with it day to day.
Written information better, can refer back to it
(126, 116). Pictures useful in South Asian
communities (116)

() No follow-up to check understanding or remind them
of what was discussed (121)

(d) Want help explaining to child (115, 106, 126, 116)

(e) Mum teach children how to use inhalers (131, 115,
108), dad taught child (116), nurse taught child to use
inhalers, demonstrated, made her practice — good
example (127)

(f) Took too long for services/education to be offered
(104) — school possibly arranged due to
multiple absence

(g) Can only use nurses, etc. when parent figures out they
are there (115)

(h) No one giving written information, either doctors,
nurses, hospital, GP, etc. (115, 128)

(i) Being in hospital makes it more serious, so take
information more seriously (128)

() Wanting more related to previous knowledge/
experience with asthma. If confident/prev in family,
don’t want. If new, want more (115, 103)

(k) Desire for more information (3, 120, 112), don’t have
time to go back and forth to lots of people/visits (120)

(I) Don't ask professionals for extra information or advice
(3, 118). Do ask (126, 121) but don't always get helpful
answers (121)

(m) Just don't know what's right and what's not (106) even
if they do find information
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Behaviours: having suitable information on asthma Determinants: having suitable information on asthma

iv. From someone who speaks same language: layperson
(1), asking around (106, 109, 127, 121), community
centre (2). Don't listen to other people as they aren’t
me and what do they know (116), only listen
to professionals

v. Asthma nurses are good (115, 105, 102)

vi. School nurse/nurse who came to school (104) very
good, personalised plan, listened to mum, made plan
with school

vii. Allergy show at Olympia: can buy salt pipes. Use
alternative practitioner or Indian shops to buy items
available in India

viii. Local Indian shops, alternative practitioners

ix. Don't use community centres or religious centres for

advice or support (3, 120, 116)
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1. Experience of using services

i. Long wait in Children’s Assessment Unit or
out-of-hours service at Leicester Royal Infirmary (LRI)
(104, 118, 123, 108, 111), mum starts to feel ill too
(124), feels like ‘no one bothers to come and see
her’, no beds, no treatment, GP leaves them too long
at surgery, doesn’t review (108)

ii. Bad service organisations delays treatment and delays

diagnosis (118, 123)

Very happy with services (116) but never used

ED/walk-in

iv. Lots of appointments and tests but no answers,
repeated unwell/respiratory problems (123)

v. Tertiary clinic very good, feel more supported, more
confident, liaise with school which is useful (114)

2. Inconsistent information

. GPs give same medicines as parents give at home,
hospitals use other ones (103)
ii. Different management from different doctors (117),
not reassuring, even within one practice (103, 111),
also marked difference between what the doctors say
someone like a qualified nurse (120), contradict each
other in front of patients (115). Nurses say different
to doctors (115), or different to hospital (2). In
asthma clinic is different doctors with different ideas
each time (123). Pharmacists good (125)

3. Service provision

i. Wound up with GP registrar, didn’t know anything,
not reassuring, upsetting to parents (117), don't
know previous history if new doctor (111), best to see
a doctor you know (111), can get telephone advice
from a doctor you know (111)

ii. No follow-up from paramedics to A&E to GP,

no one knows what other said, no follow-up

appointments (118)

Appointments get cancelled, moved about, cant plan

for them, delays getting information (118)

iv. Annual asthma check very good (121)

v. Wonders why didn't get good service at last GP,
but don't always know what good service until go
somewhere new (121)

HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

1. (a) Parents don't differentiate between services (108)

Parents don’t really distinguish between Children’s
Assessment Unit, out-of-hours and ED, all ‘hospital’ or
‘emergency’ (108). Go to hospital, they then send you to
ED or downstairs, etc. (104, 108). Happy with GP and
pharmacist management (116)

ED doctors generally viewed in better light in terms of
treatment

(b) Fear

Get scared. Get annoyed. Don't understand why not
prioritised for breathing difficulties (104, 108). Don’t
understand why not being given treatment (118).

Can't follow explanations as too worried (121), doctors
don't listen or don't seem to take them seriously (121).
Different doctors and nurses don't take asthma seriously
(108), don't give enough nebulisers (108). Previous
misdiagnosis or feelings of not being taken seriously affect
all future interactions with GP, lack of trust (108)

2. (a) Training

® Asthma trained nurses give more specific advice, look
better at impact, Marked difference between what the
doctors will give you in terms of advice and someone
like a qualified nurse (120). The level of knowledge of
HCP is vital (121), or parent perception of knowledge/
experience/training (120)

® Report feeling satisfied with NHS services (3)
GP misdiagnosis early in infancy affected all future
relationships, lose trust completely (108)

(b) Culture

e Feel HCPs have no perception of problems/barriers
faced by parents (103)

® Feel is treated worse as not English, can’t speak English
(124), perceived as hypochondriac as Asian [(163) dad]
but especially by Asian doctors [(163) dad]. Mum
disagrees. Other mum GP told her to stop coming,
but child later ill therefore lose all trust in GP (108)

e Prefer White doctors: get better treatment (103, 109,
122, 163 dad), explain better (123), or don't care about
doctor ethnicity (122/112/106/104/117, 163 mum),
is older generation thing to want Asian doctor (163).
Sometimes is useful to have doctor who is familiar with
your religion (163)

®  When problems with doctors exist/get bad advice, etc.,
it is about individual doctor (103, 112, 104, 106, 117,
121, 125) or nurse, not racial

® No concerns at all (116), good service (116), feel
listened to as a doctor (110), but the hassle of going to
A&E is still there, dont self-prescribe (110)
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APPENDIX 7

Behaviours: not all doctors and nurses treating asthma

well enough

Behaviours: school and my child’s asthma

ubh wN

[&)]

. Have spare inhalers for school (105, 121, 163)

or in bag (105)

. Children miss school (122, 104, 106)

. School too overprotective

. Too much inhaler use at school

. Get wheezy at school, especially when playing

sports (114)

. Use inhalers at school, uses spacer, in office

as not allowed to keep it with him — thinks is good
in case might lose it if he kept it (114)

. Asthma nurse specialist visited school, very

useful (114)

. Secondary school much better than primary (114)

Determinants: not all doctors and nurses treating
asthma well enough

3. (a) Organisation

®  Problems with surgery management (102). Locums who
don’t know child, don’t know previous treatment,
frustrating and annoying for parent (102). No consistent
family doctor, different one each time (118) (either at
practice or A&E). Worse if one-man-band, get to see
him (121)

e Services are haphazard in their delivery (120)

Determinants: school and my child’s asthma

Feel schools not very interested in child’s asthma (124, 122,
106, 117, 111, 114) inhalers common, not very interested.
Others say do notice and care, check on his asthma
regularly (121). No problems at school with other kids
(125), no embarrassment (125), no problems at school
(163). Easy access to inhaler at school (108). School more
concerned, insist on multiple inhalers (126)

School don't have a lot of knowledge about asthma (114).
Don't believe parents word on severe asthma (114)

e Support received

o School were saying to go to GP due to multiple
attacks, school arranged nurse to talk to mum and
head due to multiple absence, was useful, joint
plan (104)

With diagnosis, would inform the schools, told teachers, in
case something serious happened (120, 106). But without
clear diagnosis, don't tell school (120, 106, 118). Don't tell
school if don’t get many symptoms (119)

1. Hard to get multiple inhalers and spacers for school
(126, 121, 108)
2. Children miss school (122, 104, 106)

(@) Necessity

— Parents concerned about child missing school but
feel is necessary — if not well, can't go (122, 104,
128, 110). Particularly if a set pick up at 8.00, if
not well at that time, can’t go even if OK
later (110)

— Mum feels kids get very tired at school which
worries/upsets mum (106). Get tired if been in
A&E overnight (121, 108)

— Lack of sleep from coughing is issue for child too,
especially if have to go to school next day (106)
— Also choose to keep off school for a few days to
minimise/prevent asthma — if send to school, will
run around, isn't warm enough, will make asthma

worse (104)
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(b) Feel school don't understand

— Too focused on attendance figures (104), no
feeling of working together, feel pressured by
school to send child (124, 104), feel threatened by
council about missing school (124) — has to show
proof of illness, very angry about this, feel school

think parents are lying about children being ill (114)

— Feel teachers get angry at parents for keeping
child off school (122) but they catch colds which
sets of asthma at school

3. Concerns over inhaler use at school

i. Do worry about how much inhaler being given at
school (104, 116), think teachers give it out too
quickly (116). Or worry teachers not recognising, not
giving it, sending home still coughing ++ (110). Hard
work on parent to teach school how to give and
when to give, especially if child can't speak for
themselves (110). Causes worry and anxiety in parent
(110). Don't tell school or give inhaler in case he then
take too much inhaler and get addicted (116), might
copy other kids

4. Send kids home

i. Worry about sending into school with asthma, feels

unkind to child, school then ring as ask to collect, but
can't get time off work (128). School don't give
inhalers just call parents and expect them to

collect (111)
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APPENDIX 7

1. Don't speak the same language
2. Communication skills
3. Communicating with children

i. Denies influence of others including doctors — do
what | feel is right (103)

Relationship with GP

Parents don’t understand why doctor not explaining more,
think doctors must know about asthma, must be doctors
don’t care (106), withholding information (106)

Think there is a cultural attitude to trust doctor, not
guestion doctor (111)

Asthma clinic — excellent communication, talk to the
children, explain and say what have to do, do home visits
and school visits, all help family to feel supported,
confident (114)

1a. Affects choice of who to see and who comes

® language barriers in communication (102, 112, 103,
115, 127, 128, 118, 123, 125) — stops mum from
explaining properly therefore doesn’t get right answer
(118), stops mums from going to appointments (129),
can't see asthma nurses (112, 102, 103, 127), can't
explain herself properly so feels doesn’t get best
treatment as doctor doesn’t understand (129)

® Some doctors don't speak English well, and is hard to
understand them, and even worse if mum doesn't
speak English well either (104). Interpreters aren't
always right dialect either, hard to understand (116),
takes a long time to get an interpreter (123)

® Herbalists speak same language (120)

e Everything worse if don't speak same language (2),
makes it more anxious, harder to understand (115)

e Don't ask GP for interpreter — bring own if need or
avoid going (129), don't like interpreters as don’t want
to have to tell anyone else what the problem is (116),
need more interpreters, quicker availability (123), is NHS
responsibility to provide interpreters (123)

2a. Attitude
Don't perceive language or attitude as a problem (108)

® @GP attitude focused on immediate symptoms, how | fix
that today, not longer term (120). Told by GPs is cough/
infection/normal/will grow out of it, so feel have to
manage symptoms alone (120). GP tells them not to
come so much (108), don‘t trust GPs (108)

® In hospital doctors don’t come when asked, only when
they decide is time to see you (123)

e Happy with GP and pharmacist, easy access and
approachable (116)

® The nurse quicker to pick up on something’s not right,
was willing to try different things, whereas the doctors
were of a mind-set to carry on (120)

® |Looking at computer not her (2)

® Have to feel that doctor is able and willing to help you
or no point in going (104)

2b. Feeling able to speak

® Parents not happy with ongoing symptoms (120) but
not sure if can keep going back. When suspected
asthma and child coughed for all winter, still feel can't
suggest is asthma, not their place to tell professional
(116). Takes year to get answers, (123), sometimes still
don't talk to you or don't explain properly to you (123).
If doctors already told me once or twice, can’t ask
again — they won't say anything more, can’t keep
asking (111). Don't always understand doctors due to
language barrier (1) but don’t tell them. Also about
confidence to speak in public or to doctors (109, 117)

® Know word wheeze, but not what parents say first,
unless previous experience with asthma (124)

® Doctor and nurses rude or dismissive (124, 108) or too
harassed, not calming (103), no time to speak (120),
better when give impression of having time (117),
too busy/not enough time in appointment (119)

e Familiarity with UK health service and rights is
important too — don’t know can ask questions, don’t
know what services exist, don't know options for
health, especially if new to UK (109, 128)
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Behaviours: being able to talk to doctors and nurses Determinants: being able to talk to doctors and nurses

® Related to SES and education level (128) — not used to
doctors, don't feel can talk

e Don't feel GP is willing to help (106), not give enough
info, just say ‘do this’, no thought or consideration.
Just give prescriptions (106) . .. Don’t bother to have
conversations e.g. about steroid inhalers — don't trust
that doctor has knowledge or will be interested in
talking (122)

e ED: doctors very good (104), knowledgeable (102).
Some have good relationship with GP (115, 116). No
ethnic prejudices (116, 177), when problem is individual
doctor, not ethnicity

e \Want to have to have a relationship with GP, want
doctor to listen to me (104). 109 prefers female and
young doctors — listen better

e Don't trust doctor due to previous error in medicine (1)
therefore seeks second opinion
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1. Giving medications as prescribed

i. Happy with inhaler (opposed to tablet or syrup) (3),
whatever is fine (123)

2. Self-prescribe

i. Borrowing inhalers from friends/family (3, 105)

3. Not having inhalers available

i. Given salbutamol syrup initially (116)

4. Giving suitable medications at suitable times
5. Not using spacers

Note: parental knowledge of what medicines their child is
on is poor, very few on steroid inhalers knew they were

steroid inhalers, and understanding of how/why they work,

what are going to do or not do is poor

1a. Choice/decision-making

0

o

Making active decisions between use of medicines (in
principle bad) and need to benefit. Helps mum feel in
control if decides when to use inhaler (106), general
principle is best not to give medicines [116, 117, 118,
121, 123, 125, 163 (dad), (108)]. Don't want to give
regular as best for body to learn to fight illness

itself (111)

Choose not to give if child is well/doesn’t have asthma
as daily medicines by principle bad (104, 1, 3, 127, 129,
128, 126, 116, 108, 111) put limits on how long don't
give for (1, 3, 127 — few days, take for 2 weeks then
stop, miss maximum 3-4 days, 128) or limit how long
will take for (129). Or can see is worse when don’t give
So restart, now very sure is right to give every day (123)
Some know benefits but prefer not to use/want to
wean off (104, 108). Long-term medicine use not good
as a principle, generally prefer not to give even if know
is beneficial (106, 121) or try to not use it today if
possible (2, 106). Doesn’t take pred or daily inhalers,
doesnt tell hospital this on discharge — nothing they
can do, and if he’s discharged then he is OK now (104).
Not willing to start steroids as already taking other
medicines (121)

Related to whether or not actually has asthma, if
diagnosis unclear then not sure about giving any
medicines (118, 108) or how long to keep giving

for (108)

Faith in doctor — says to take, so take. No worries about
side effects etc. (119). But in reverse, if doctor says not
asthma, then isn‘t, regardless of symptoms (111)

Necessity/agree with diagnosis

Doesn’t want child to have to use anything, including
acupuncture/herbs, etc., for a condition mum’s not yet
convinced she’s got no clear diagnosis (106)

Didn't agree with diagnosis so adjusted medicines
herself (126). Not sure as is all new, might or might not
be asthma but using medicines anyway for now (117).
Don't know what spacer is for, why need to use
therefore don’t (163, 108) decided themselves not to
keep using (163, 108). Even when was explained, don't
believe spacer can work so don't use (108)

Considers side effects and benefits and decides is worth
it (110). Taking medicines OK as long as it works, but
only salbutamol (111)

. Forget (112, 115, 128, 117, 121). Never forget (119)

Fear: fear addiction (104, 106, 128, 116, 108),
accumulation (102, 126), but this is for all drugs

Older generation propagate fear of steroids (120) — will
hurt the child - so if someone tells you this, even if UK
born, get scared. South Asian community view steroids
as ‘evil’ or ‘poison’? Comes from herbalists being very
anti-steroids. Worry about steroids but not sure

why (121)

Prednisolone tables — seen as used for severe cases

(109, 106), feels like a lot to parents as are multiple
tablets (106), Generally uneasy with steroids (115) but
will give as understands it helps. Worry about side effects
of steroids (128) so don’t give unless feel is essential. Also
some trust in GP — says no side effects so is OK (123)
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Behaviours: medicines for asthma Determinants: medicines for asthma

e. Confusion: misunderstand instructions for how long to
give, or told only to give for a week. Or doctors say to
stop then restart (115). Tries to read leaflets to remind
which is which (126). Different doctors say different
things (117). Not sure has asthma, or if inhalers are for
chest infections not asthma (118). Not sure about using
emergency doses of inhalers (3), not sure what to do if
has attack (126). Ideas about steroids translated to other
inhalers/all inhalers have steroids (122, 106, 109)

—h

. Advice from others/GP: Family say can't give 10 puffs, will
overdose child, makes mum scared especially if not
working (104)
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1. Giving medications as prescribed

i. Happy with inhaler (opposed to tablet or syrup) (3).
Generational thing to want pills (163)

2. Self-prescribe

i. Borrowing inhalers from friends/family (3, 105)

. Not having inhalers/spacers available
. Giving suitable medications at suitable times
. Use of complementary therapies

u b w

i. Widely used — dietary therapies — boiled milk (3) as a
treatment, ginger, honey, turmeric (121, 123, 125,
163), saffron in milk, (121) salt pipe, yoga/breathing
exercises, (117, 125, 108) steam, massages (101,
104, 106), herbal but unknown contents (116),
fennel seeds and hot water, buteyko, uses medicines
from India believing they are herbal (are not), (122)
almond oil if on her chest, rub ghee on her neck
(126), humidifiyer or de-humidifier (117), ayurvedic
plant remedies (121), mixed herbal preparations
(pepper, ginger, cardamon, cinnamon, tamarind and
others that mum doesn’t know) (121). Tulsi (ayurvedic
herb) preparations, linseed and ginger (123)

2a. May choose to give as have seen them work in other
kids (130)

2b. Use ideas from other illness — Olbas oil, Vicks, steam,
etc. (104, 105, 121). Aim to release phlegm, good for
cough. Use paracetamol and cough mixtures (106, 116),
partly on GP advice or chemist advice. Use ideas from
other conditions for asthma — chest physio (102),
Vicks (130)

Buy OTC preparations from Indian shops, don’t know what's
in them but herbal so must be OK (121) — Suduri (cough
mixture) Dextromethorphan, hydrobromide menthol — so not
actually herbal at all. But convinced that herbal medicines
can't have side effects (121)

3a. Some carry inhalers everywhere (2, 120, 112, 104, 105)
but is a hassle or don’t as don't get many symptoms
(3, 119)

3b. Can’t get multiple inhalers or spacers, if want extras to
give to school (127), other say GP gives out multiples
(112) for school

3c. Child won't use at school, gets embarrassed (128),
thinks is waste of time/other things to do (128, 117)

3d. Not sure spacers work, how much is child getting, better
to put in mouth (126)

Spacer useful, child can use it on her own (111)
4a. Maternal knowledge

Mum tells child when to use inhaler (130), child decides
when to use (129), confusion between brown or

blue — some think brown is when wheezing (104), not sure
why two or what they are (129), know why is two but not
sure which is which (126). Not sure what prednisolone is,
maybe for infection (129)

5a. Children get scared of using inhalers, especially spacers
(106, 103). Son doesn’t like prednisolone (104)
therefore don't give (104) but likes using spacer (104)
so use it. Don’t understand the point of the spacer,
seems more logical to use inhaler directly (163)

Doctor said avoid fizzy drinks (119), doctor said all coughing
would stop if they go to Bangladesh (119)

Doctor said to avoid oranges, chocolate, bananas as they all
trigger asthma (121)

Given salbutamol syrup, didn’t work well, not sure why
syrup not inhaler initially (121)

Complementary therapies

e Often in line with western medications but sometimes
to stop western medicines — (123) discussed a herbal
treatment with GP, (114) stopped western meds but
didn’t work (114)
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4a. Belief in usefulness

Believe strongly (122, 123), don't believe, don't use

(3, 108 — it's herbal, it's something they just make up, 110),
desire to do something. Feels relief that is doing

something (130) — go to practitioner as salbutamol ‘not
working’ — recurring symptoms, missing school (122) feeling
of guilt for not doing something (try a remedy or older
sisters inhaler) — ‘anything to be them better really’ (122).
Mostly treatments for cough, but use anyway (125). Tried it,
didn’t work, cost a lot of money (114)

b. Defining what is complementary therapy

Some parents say no but are using (106), not sure what
counts as complementary. Prayer — mostly say no, one mum
says she's been advice to use a line from Quran to make a
tabiz (112), advised to wear camel skin around the neck
(112, 129), put baby duck on the chest (129), but doesn’t
do, prefers to listen to doctor

c. Safety

Parents do a bit of trial and error with complementary
therapies, see if it works, one parent unsure about
experimenting with child, so won't, although would try
themselves (115). If herbal cannot have side effects so may
as well use them. (121) Bought OTC from Indian shops (122)
or India (123). But Chinese herbs not used — concerns over
side effects (122). Some prefer not to use. Best to stick to
doctor advice (3, 127, 112, 119, 123) worried might do
some harm (117), don’t know what they might contain (123)

e. Tradition
Complementary therapies used because older generation
know them, (123,163), was their experience of local healers

(120, 126)

f. Might just be mind over matter/placebo effect (163)
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1. Repeated visits to GP or PED in early years but no
diagnosis/delays in making diagnosis (104, 131, 120,
112, 106, 126,116, 118)

i. Parents views this as delaying necessary
treatment (131)

ii. Affects whether parent believes has asthma or will
follow treatments (118)

2. GP (1, 120, 131, 126) or paediatrician (112, 115)
give diagnosis

i. Hospitals more definitive saying asthma

Not recognising symptoms
Nursery noted symptoms not parents (127)
Relatives noted symptoms and suggest asthma (114)

Parents notice symptoms at home — not sleeping/coughing
at night (106, 109, 116, 119), getting out of breath when
running a lot (127)

Slow onset of symptoms (120)

Parents had to take responsibility themselves (120), noticed
increasing salbutamol use and asking for assessment

Won't believe diagnosis of asthma as dad is asthmatic
and child doesn’t look same as dad when ill, so can't be
asthma (111)

Getting clear diagnosis of asthma
Using tests for asthma

e Peak flow (118), height, weight, other things not sure
on what — report this as part of being diagnosed
(120, 104) or confirming asthma (106, 109)

® No one is clear what test is though, one parent reports
nebulisers and inhalers as part of testing (104)

e Testing was useful (118)

®  Would like confirmation tests (airway function) but
difficult when has other medical and learning
needs (110)

Influence of other health services

e Diagnosed in Bangladesh (129)

. Overlap and confusion with cough/upper respiratory tract
infection/chest infection and repeated visits (130, 120, 112,

106, 109, 103, 126, 116, 118, 121, 108, 110, 111, 114)

for doctors and parents, confusion with tonsils (118)

Wheeze primary symptoms (163)

Communication problem (2, 3) or language barrier
(1,2,3,109, 123)

Not being taken seriously (120, 122), frustration with
repeated viruses, antibiotics, no diagnosis (120,116,
108), GPs seen as too quick to dismiss as a cold/kids
get colds (106, 109). GPs give out inhalers without
diagnosing asthma (108, 116, 126). Give cough
mixtures first then inhalers (119)

Too young to diagnose (106, 104, 117, 121, 163),
symptoms clearer when older (120), or diagnosed very
young (under 1 year old) (119, 123, 114) but confusing
overlap with other infancy conditions — ex prem,
pneumonia, reflux, eczema

Symptoms unclear

O Without an actual attack no diagnosis made (120)
O  GPs can't give diagnosis due to unclear
symptoms (120)
O Presenting with cough more than anything else
(106, 109, 104) or vomit (105)

Doctors unsure, GP says ‘'maybe’ asthma (105, 118,
163, 108), and PED not sure, might be bronchitis/
asthma, can’t be sure if a one-off etc. ‘breathing
difficulties’ used (103, 127), just use inhaler when gets
chest infections (118) so not sure if has asthma or chest
infections. Difficult if other chronic conditions, like
swallowing problems, reflux, ex prem (163, 110, 108),
can delay diagnosis of asthma

Doesn't think is asthma, doctors isn’t asthma (but that
was years ago, don’t seek newer opinion) (111)
Parents diagnosed asthma (110) are doctors, then GP
does as they ask

Paramedics suggest asthma, but no one sure, GP not
sure (118)

Don't recognise as potential asthma (118, 121, 163, 108,
114) [unless have previous experience with asthma then
think about it (116, 124, 128)], even if have family members
with asthma (163), not sure what it is (120) or think will go
away (120, 106, 109), don't expect in family if no one else
has it (128), only consider if friend mentioned it (117)

Confused as no clear symptoms, just tired/slower than
siblings/not wanting to play (128,106, 109, 102),
coughing at night, didn't know was a symptom (128)
Manage at home themselves, thought was a cold (128)
For most, not clear when any one ever actually
diagnoses asthma or who does it, but also not clear if
these matter — parents do whatever anyway?

But, role in highlighting importance of management/to
be taken seriously (105, 120), is more scary if actually
asthma, is worse (111)

(105) given diary and peak flow, could see dips, believed
diagnosis. Used breathing test for asthma — presume
peak flow (103, 109) — helped parent accept it, seen as
important to get right treatment (106), similar for (105)
Have less faith in doctors if can't make diagnosis (106)
(106), without diagnosis presumed it would go away
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Behaviours: getting a diagnosis Determinants: getting a diagnosis

5. Use of tests to perceived as important (3, 104), necessary
for diagnosis (2), makes it a proper condition (105),
spirometry good as can see effects (128)

o If the pumps work doctors say must be asthma (127, 123)

e Also understand that there isn't a quick and simple test
for asthma (123)

® No follow up from paramedics to hospital to GP, no
asthma nurse follow up (118)
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APPENDIX 7

1. Making changes at home

i. Change sheets regularly (3), dehumidifier, anti-allergy
pillows/duvets (115, 163, 114), change to wood or
laminate flooring (106, 126, 125, 111, 114) change
from laminate to carpet (116), stop smoking (109),
warm/extra clothing (3), regular hoovering/cleaning
more/reducing dust (106, 126, 118), took out walls to
make larger space (118), avoid aerosols/chemicals/
cleaning products (105, 163), changing sheets a lot
(114). Trying to build downstairs loo so don’t have to
use stairs when wheezy (114)

ii. Think is related to being physically cold (106, 129) or
small (109). Tried to change boilers, change rooms to
compensate. Dress more warmly (129, 108)

2. Trigger avoidance

i. Symptoms can be triggered by being cold (3, 104,
112, 108), foods, (3) orange juice (1), canals (104),
getting a cold (104, 112, 128, 111), damp, dust,
pollen, local pollution (122, 112, 128, 115, 120, 126,
163, 110), paint (128, 121), cigarette smoke (121),
grapes (163). Suspect cat is a trigger but don't want
to get rid of her (108)

ii. Keeping calm is important, can have attack if panic
(115), so mum keeps her calm (115, 106)

3. Dietary modification

i. Especially avoid cold foods or drinks (1, 2, 3, 106,
104, 129, 126, 125, 119, 123, 125, 111), milk (122,
106, 121), pears and banana (122, 105, 129, 121),
guava and grapes, (125), give soup or hot drinks to
warm body and disperse any cold (106, 104, 119),
avoid beef (112), no fizzy drinks (109, 119, 118, 121,
125, 108), no processed foods (120), foods with hot
or cold properties (121), oranges (121), grapes (163),
sweets/chocolate (111)

ii. Others don't think food relevant (104, 116, 117)

4. Lifestyle restrictions

i. For one is limiting on lifestyle (112, 114) — mum
restricts who daughter can go to see, restricts
activities in cold, some clothes unacceptable (need
cotton, natural fabrics). But deciding all this alone.
Is very difficult life, so many things to consider, keep
changing, checking, limitations, etc., very hard on
whole family (114)

ii. Other mum tries hard not to restrict life (115, 106,
105, 163) but has to tell child to slow down a
bit (105)

iii. Don't perceive much limitation — just has to slow
down a bit if running, or doesn’t go out so much in
winter (127), no limitation (116, 163)

1a. Common sense

My opinion: some of this is advice, some is what seems
common sense to parents. Overlap between treatments for
runny nose, colds, cough and asthma (121)

3a. 'Why not’

View is other alternatives exist (like soya milk) so is no
problem to avoid milk or children don't need cheese in their
diets to be OK (106). Don’t think dietary restrictions or
treatments hurt, so why not do it (111)

5a. Fear of consequences

If friends house not suitable for asthmatic might trigger
attack (112), keep kids indoors for 4-5 days with a little
cold to stop it from getting worse/developing asthma
(112, 104)

6a. Expectations

Deny impact on questioning, seen as normal consequence
of asthmatic child (106, 109, 104)

Overall

Willing to spend money on treatments, even if not sure will
work — try anything, feel need to do something. All is try it
and see, no knowledge if will work or not. See a clear
improvement with daily salt pipe, so stick to this (122)

Herbalists say will treat — just one success story and
everyone believes them
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5. Impact on family

VI

vii.

viii.
ix. Watch kids very closely, no closed doors, no baths

Impact on siblings: mum more cautious now with
younger siblings, protect from cold weather, diet
restrictions (112). Identical twin can see that brother
isn't like him, can't run as much (104). Not same as
sibling (110)

. Issues with smoking in public/at events (106), or

neighbours (121)

Impact is on mum, doesn’t get rest, doesn't sleep
(106, 109), brings kid into bed at night (111). Mum
can't work (104). Mum too afraid to go out or not be
near school in case they call, has to be available,
limits mum’s life (124)

. Can't let kids even run up stairs (is naughty) (109),

has to have specific clothing to be kept warm (104),
limit bath times (112), cover up more (126, 121). Not
allowed to play football (126)

. Affects discipline, won't tell off/smack in case set off

asthma (129)

Deny impact (115), keep child active, normal life
(106, 126)

Family don’t want child to come, frightened will have
bad attacks, mum and dad don't let kids go in case
house too hot, cold, dusty (114)

No affect on relationships with in-laws (114)

alone in case steam triggers asthma (114)
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APPENDIX 7

1. Knowing what services available

i. 6-month review system is helpful (103, 126) but no
way of getting quicker advice if want it (120)

ii. Took 2 years to see asthma nurse (115) who said lots
of helpful things but then parent annoyed that wasn't
told earlier — denying treatment to her child (115)

iii. 105 found nurse review ‘reassuring’ when nurse
noticed increased inhaler prescriptions. Felt good that
they were watching over them (105)

iv. Want to have a consistent family doctor who knows
them and knows child (102, 118)

. Choosing which service to attend

i. GP seen as right place to go (106, 112, 123) but
with limitations
ii. PED right if have breathing difficulties

. Doctor vs. nurse-led care

i. Not happy with nurse-led care only, want doctor
too (120)

ii. Others who've worked with specialist nurses were
happy with idea (115, 128, 126) or very keen (102).
Doctors can be good — listens to you, is attentive,
gives treatment (127)

iii. Doctor only when actually ill/acute attack (126)

iv. Seeing specialist reassuring but what would they
actually do (110)

2a. Parental assessment of symptoms is important (3, 1,

104). Parents get very worried by DiB, especially if had
previous bad experience — intensive care unit or
death (114)

A&E if severe (109, 104) If can’t breathe go to hospital/
call ambulance (112, 126, 117, 111, 114). Listen for
wheeze, if child asks for inhaler, does child need
nebulisers (104) wait a few hours, if not improving,
hospital (104), why wait till GP open (117). Get very
worried if any DIB, feel need to have urgent treatment,
no real assessment of severity (difficulty in breathing

is automatically severe). Others judge for themselves if
symptoms are bad enough to need meds/GP/hospital,
etc. Don't want to keep going to A&E, ambulance can
do nebulisers at home which is useful (114)

Parents feel they judge severity — do ask child how they
feel (115, 108) but can also hear wheeze or see chest/
tummy rising or overall wellness of the child (115, 102,
101, 126, 123, 108, 111, 114)

No parents have systems in place to help judge severity
other than own judgement. No Written Asthma Plans
in anyone

Pre-existing knowledge of asthma to recognise
symptoms (3, 130) is important (124, 120)

Extrapolate from other conditions — phlegm in cystic
fibrosis is bad, must be bad for asthma too (102)

Get very upset/frightened by acute attacks, think might
die, affects all future judgements (121)

A&E good, quick and assess quickly (114)

b. Parental assessment of GP capacity to

handle asthma

Does GP have facility to handle asthma — some do,
some don't (3), does GP have nebs/O,/monitoring

(101, 108) but hospitals have better facilities/monitoring
(108, 111). Some GPs do have facilities (123), initiate
treatment then refer (123)

Perceived delays, giving inhalers, wait to see if works,
then get worse, then admit, or call NHS direct who say
call ambulance, or see GP who refers to hospital, so why
not just admit/go to ED? (120, 111, 114). Sometimes
use walk-in centre, but not GP, no point (114)
Preference for hospital/specialist care, perceptions that
GPs don’t know enough about asthma, get faster
treatment at hospital (104). Hospital do ‘proper
assessments’ (112), walk-in centre can be slow, don’t
seem to recognise acute asthma/don’t have the
knowledge (114)

If at night, GP closed (117, 108, 111) closed on
weekends too (119). Can get past receptionists to get
help (121), have to follow practice protocols (121).
Others say easy access (123)
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c. Access to services

e Choice of where to go relates to day of week and
time (108), availability of appointments (3). Speed of
service — slow in Children’s Assessment Unit, walk-in
quicker (2), family know about walk-in at Charnwood
(126), A&E fastest (114)

e Use NHS Direct and get told to use out of hours/A&E
(115). Some parents feel GPs tell them to go to hospital
anyway, so why see GP. Others feel EDs tell them to
see GPs. If call NHS Direct they call ambulance anyway
(105). Fear that A&E might refuse to see (130) — get
sent to out-of-hours service instead. Feel GP is annoyed
if go to A&E but don't like having to explain everything
to receptionists at GP (108)
24-hour pharmacies at big supermarkets (126)

Don’t want to have to go through receptionist, explain
everything, easier to go to A&E (108)

d. Fear

e Get scared when develop symptoms for no clear
reason (no cough/cold) (104), try inhalers but if not
obviously working, go to ED (104) for fear of child
having an attack (108), awareness of possible fatality
(120, 122) - hear stories from friends (doctors and
nurses telling stories about work) and on television. In
Bangladesh something called Hafani — is a respiratory
condition, possibly asthma, but is serious and generally
die, so Bangladeshi mum thought of that and was
scared and worried (112)

® Not knowing what to do when can’t breathe (109).

Is scary to see child with DIB (105). Frightened of
unknown problem (112)

® Another reason to go to doctor is so that they take
responsibility — if don’t go, then is all on the parent —
so better to go and they decide if need hospital or
not (112)

® Feels more comfortable at hospitals they know, doctors
they know — even if waiting, you know this place, how
it works (104). Can see treatment being given, seen
benefits, feel reassured (129)

3a. Quality of care matters most (112)

Nurses know more and have more time
More personalise or specific information/know history
of child better
e Look at different options
More closely monitored
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1. Get advice from community

i. On food: too much dairy, also mixed up with food
allergies (106, 111) physically hot and cold foods but
also foods with hot and cold properties

ii. Inhaler use (130), say are using too much, not to give
10 puffs even though told to by ED (104)

iii. Travel to India for treatment (101)
iv. Asks local temple to pray for son (1), pray to Allah (2)

v. Do investigate for themselves, using internet
(120, 106)

vi. Don’t use community centres or religious centres for
advice or support (3, 120), others do (2)

2. Telling others
3. Influence of extended family/family structure

i. Where extended family live in India, have limited
input — not a major source of conversation — (115)
but might be different if lived here/same house
(115, 109)

4. Can't pass physical to get job due to asthma (111)

Travel to India to get second opinion, confirm medicines are
right or get herbal medicines (1, 110). Easier to get
appointments with who you want to see in India (110).
Others say why should | need to (106, 115). Influence of
Indian health system is present, even though families know
is different here. Diagnosed in Bangladesh (129). Symptoms
better in India (118, 121). Compare Indian treatments with
UK ones, feel India quicker treatment and service, one
injection and problems sorted (123)

1b. Influence of community

Don't perceive that they influence them although might
offer advice (104, 126, 110). Influence is stronger if born in
India (126). Is an overall influence of community and
upbringing, not specific to asthma (126). Do offer advice
and does follow it (129, 121), feels people ask her why
child got this (129, 121). Other people always want to give
their opinion, not interested in listening to mums point of
view (community and doctors) (106). Attitudes and beliefs
persist in older generations (128) and in uneducated (128),
but fading. Traditional Indian view to see everything as
related to what you eat (126). Don't accept there’s no
answer, Indian tradition to find an answer, must be a
solution. Extended family give advice — not to eat foods,
not to inhale smoke from cooking (119)

b. Cultural attitudes towards health and illness

Recognise a cultural attitude not to tell others about any
illness (112, 102, 101, 124, 122, 130, 109, 105, 118, 121,
125, 163, 108, 110) — but parents generally break this as
feel is necessary, important to protect child as people need
to know just in case (112, 102, 101, 124, 122, 130, 109,
105), or people see when they have attack so find out
(118). Need to know what to do (109, 104, 112, 127, 106,
126), already in family so do tell (104), no hesitation about
telling (117). If tell others can get useful advice and
information (123). Don't tell but just because feel it isn't a
big deal, minimise it, helps to manage it (163) don't tell
because people will gossip about them (108)

e Hiding illness is old fashioned, not done now (104, 123, 163,
114), associated to less educated, rural communities (110)

e Not important enough issue to tell other people, always
nearby (116). Asthma is a condition not an illness or
disease (106), so not necessary to hide. Some idea that
some illnesses are not talked about but asthma isn't
one of them [(104) acquired immunodeficiency
syndrome would be, cancer might be, tuberculosis
(123)]. Feels that the widespread use of inhalers has
reduced embarrassment

® View South Asian communities are in a habit of thinking
one way, is ingrained, hard to change (116, 108). South
Asian community a bit isolated from newer ideas (109,
108). But actually isn't a problem when do talk about it
(116). Don't know about asthma, presume is bad, don't
want to know (163)

® Thinks culture is overemphasised, when sit and talk,
make a relationship, is not a big deal (128)

b. Influence of community

A person in a position of authority (even if not medical
authority) still is influential, so if they don't like steroids, has
an influence (like teachers). Extended family do influence
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younger generation (129), even if younger generation don’t
believe in same way. Grandparents don’t influence mum
(118), don't live together so no influence (117). Elders do
influence, have to listen, make decisions with grandparents
as a family (123). Not influenced by anyone, don’t know
their opinion is right, decide for self (163, 108) but
grandparents do offer opinions including how mum is
managing children (108, 111), listen to bits and pieces

¢. Impact on marriage

Not a problem now (126)/asthma not a big enough issue to
have an impact on marriage. Still gets brought up around
marriage (127, 118, 125, 123) cultural tradition to be wary
if someone is poorly, poor marriage prospect, but is that
people don’t know about asthma, don’t know what it is
(115), don’t want an ill/weak wife (129), don’t want wife to
pass on to daughters (not problem for man) (111). Have to
mention it then up to families to decide (123). Particular
problem for girls (125), girls judged more, taken into new
family (126, 125, 118, 111), suggest shouldn’t have
brought her into family if has asthma (118). Would be issue
for child (118), not them but other families think like that.
Don't hide it though, other side will find out anyway after
marriage then causes problems (123, 125). Recognise that
some previous generation attitudes towards concerns over
marriage, but is different for children now — they will be
able to choose marriage partner more (106,129, 104, 126,
163,111). Is more an older generation thing (126, 123),
younger children will choose for themselves now (123)

d. Fear of contagion

Some say contagious (130, 112, 124, 118, 125), others not
(127, 115, 104,116, 119, 121, 123). Others may still object
to asthmatic child being brought to their house (112, 118,
121) is fear of catching it (118). Sort of accept that it is
right — asthma can be dangerous, wouldn’t wish that on
someone else (118). Some may avoid family (130), ask not
to bring child here suggest don't share a glass of water,
etc., not sit here (130). Won't let child go to other people’s
house or share a glass in case gives them asthma (124)

e. Stigmatisation

Feels communities have moved on from shunning someone
with asthma (127, 106, 104), still present in India (111)
although mums felt blame/mother did something wrong to
cause this (106, 121, 126, 108) and some don’t accept
within family — ‘not my family, my wife’s family’ (103) some
shame (163), some gossip (111). Attitudes are and will
change, but in another 30 years. Feel sympathy from
community (129), no stigma now (128). Is moving on, still
there in older members of community (126, 163). Still some
shunning due to contagion, fear of death/very severe illness
(163, 111). 108 dad doesn’t want to label daughter with
asthma, not good to have any illness in body (108)

e Stems from ignorance of asthma (129, 126) or from
experience of what happens in Bangladesh, hafani?
(severe asthma) makes you exhausted and weak —
assume same will happen here (112)

4a. Family overseas

® Don't bother telling family back in India, wouldn't
understand, too hard to explain (105)
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Concept of control
Decision-making

Long-term nature of asthma
Nature of/causes of asthma
Ethnicity and asthma

u b~ wN =

Don't believe their ethnicity impacts how they manage their
child’s asthma (106, 109, 112) but might affect
other families

What is asthma

‘Meant to be'/fate/God’s will — life is determined by
God (112 115, 118, 119, 125, 114) definitely not (116,
123, 108), older generation attitude in Indian families
(117, 108) that suffering now related to actions in
previous life (125, 108), a punishment (108). Others
deny any influence (104) — why would God want a
child to have asthma. Or is about how family look after
child, if not good, then get asthma (118, 108) (but in
terms of controlling his diet, etc.), or how good your
are in life/obedient lifestyle then Allah decides

illness (119)

Genetic/inherited (117, 123), runs in families (118, 119,
125), not inherited (163)

Related to immune system (108), having tonsils out let
germs in (111)

Tiredness (111)

Related to food eaten [chips and vinegar (118, 125)]
definitely not about food [(123) (but still no ice cream
in winter)], damp and cold (117), English climate (118,
123), viruses (118), dust/pets/cleanliness (123)

Thinks or is told that asthma is something you have
everyday, but as symptoms don’t come everyday, then
not sure this is asthma and doctors seem unsure too
(106), asthma is something you get intermittently (116)
Even after acute asthma attacks, still not sure is asthma
or something else inside him (121)

Is when tubes squeeze/tight, can’t breathe (163), get
that air pipes are narrowed (111), but don't associate
that to asthma (111) (believe are permanently narrower
than other children)

1a. What is control

Parents report asthma in terms of controlled (120, 112,
123, 125, 110), is related to symptoms and amount of
inhaler use — less equals control [but not none (104,
110, 116, 163)]. Being a more informed parent meant
was able to detect when asthma out of control and go
to GP for help (120). Control is a momentary thing — if
not controlled has acute symptoms, not a long-term
overall control (123, 125, 163). Say controlled but child
reporting activity limitations, but don’t see that as a
control issue (108). Also idea that if can control asthma
via diet or lifestyle then don't need medication (112). Is
controllable by own actions (109)

2a. Family dynamics

Helps mum feel in control if decides when to use
inhaler (106), work being understanding is helpful
getting time off (118)

Gutted child has asthma (117) but reassured by Paula
Radcliffe, keeps child in her bed (117). Helps to believe
that will probably grow out of it, most important thing
was said (117). Mum makes decisions (126, 118, 115,
109, 104, 111), mum and dad share decision-making
(112, 130, 163, 114) some say is dad (102, 101, 127,
119). Parental self-blame — | let her catch cold, if |
hadn’t, no asthma, so now is very restrictive (124).

Felt I'd looked after him carefully so why this (112).
Responsible for ensuring has medicines, has right food,
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is properly dressed (121). Feels family hold her
responsible (129). Doesn’t live with extended family so
not too influenced by any possible attitudes (117). Are
handing some control of medicines and lifestyle to
children (120, 114) but want to know what's
happening — don’'t know how much they are using,
watch prescriptions to see how fast using them

3a. Future expectations

Anticipate that it will go away as child gets older (130,
105, 126, 125, 111) but worry that it will come back
when she’s older. Expect and/or hope children to grow
out of it (112, 104, 117, 121). Idea is to use as little
inhalers as possible until grows out of it (104). Didn't
understand would come back, thought was one off
episode (129). Don't think it's asthma anyway, just due
to small wind pipes (111)

Expect future career limitations (129, 114), especially
manual work, but do see it as manageable, can do
some sport within reason (125)

But also see child as vulnerable now (109) or weak
(109). Worry about child’'s coping with asthma in the
future if doesn’t go away, (129, 121, 114), don’t know
what impact will be, having to take medicines (112).
Worried child won't have normal life (109)
Grandparents expect a child to stay indoors, not run
around too much (108), not play football (119)

Worry about future children inheriting asthma (121)

4a. Community knowledge and beliefs

Hard for older families to accept genetic/heritability —
grandpa laughed at suggestion then got offended
when son suggest it (120), others accept it fine (116)
Asthma is known in India so know the word but don't
really know what it is. Is seen as severe in India — use
that as model for asthma but isn‘t the same here. Don’t
see asthma in Pakistan or India, not used to it yet. Not
familiar with it (126)

Parents see older community as not open to the idea of
asthma, don't want to know

Maybe hereditary, not sure, maybe due to cold weather
or damp, not sure (117)

Lots of confusion about links to eczema (120) and hay
fever (112), does one cause the other

Seen as UK problem, doesn’t happen in South Asian
countries (129)
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Acute attacks

e Call parent (121). Very scary (121, 114). Get angry if not treated well or quickly (108), don‘t like feeling ill/not getting
better (108, 114), frightened (114)

Taking over some daily management and control (163) (but not the norm for children in this study)
Inhalers

Don't always take (114), don’t want to take medicines, just want to be normal (114), don’t want to waste it (103) forget to
take (101, 123, 125), wants reminders — diary or wall planner or mum (106, 101, 123), try to use own systems to
remember like keep next to bed (105). Can demonstrate technique well (115) but some confusion on timings. Reliant on
mum to decide whether to use it or not (121, 111). Worried about side effects therefore tries to limit his own use (125)
(echoed by mum). But feels worse when don’t take so gets annoyed as then does take (125)

Don’t want parent to be angry for using inhaler too much (103). Don't want to worry parent by telling them (108), or be
taken to hospital (108)

Some children keep it nearby to them (131). Some don’t know where kept (127). Really annoying to carry inhaler
everywhere (126). Can't give to teacher, has to keep it in case need it and teacher not free (126). Doesn’t want to have to
carry it around. No problems getting inhaler in school, uses it herself (111), likes it, is fun (111)

Use inhalers themselves (131, 163), especially at school (120, 163) but some schools the teacher keeps inhaler and gives to
child (115, 123), parents might prompt her to take it (163)

Can demonstrate technique fairly well (111), bit confused on timings (116), one child doesn't like having to hold her
breath/gets fed up (115) wants tablets instead (but mum things she wouldn’t take tablet either, doesn't like taste, doesn’t
like swallowing tablet). Child wants to choose each day depending on how she feels (115) or add something nice tasting to
inhalers like Ribena (115). Not sure why two inhalers, what they do. Wants something that makes it go away, a tablet/
medicines so don’t need inhaler (126). Has own understanding of why two inhalers but not in line with medical
understanding (123)

Symptoms/activity levels

Experience and recognise wheezing (131, 111) then act on it themselves, especially at school (131, 111) or have to find a
teacher themselves (115). Cough is big symptoms, chest tickling and feels funny (126, 123), pain in throat (111)

Perception of severity: know it can be, but class self as moderate/mild (130), no set way to judge symptoms but loosely
based on breathlessness on activity (131, 120, 124, 121, 125), decide herself (106) but liked child’s asthma action plan idea
(106). If was serious problem then someone would do something serious (121)

Don’t or can’t run around as much (131, 114), is noticeable that can't play as much, run as much (114) but still are active
and do sports (120) just use inhalers, active as per usual (119, 121, 125, 111, 123)

Some use inhaler before sport to stop symptoms

Is aware of limited activity tolerance at home (106). Is aware that can’t do as much as brother, not as tall as identical twin
brother (104), not allowed out as much as sister (111)

Can't be PE teacher when grow up as too much running (131)

Gets scared going to friends or family as has had attacks there (too cold, or too dusty) (114), so now doesn’t go (114)
Spacers

Don’t always use spacer — sometimes a choice (103), sometimes don’t know where is (111), don't keep it at school (108 ),
others do have at school (106, 115). Don't need spacers any more (126), for little kids only. Others do use but don't know

why (106), have some understanding but not clear (123), mum said don’t need it anymore (108), don't have a spare for
school so stopped using it (108)
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Information

Most not using internet to look up asthma (130), others are (105, 125 — neither found Asthma UK). Nurses can be good,
explain to child (121)

Chemist was ‘useful’, good at explaining to child (105, 116)

Asthma nurse useful, good at explaining (105, 115 — told me lots about what was happening to me). Helped with
symptoms like mouth ulcers, how to use inhalers so don’t get them (115)

Want dad to know about management too, so he can take care of me (126). Want parents to have most explanations,
doctors talk to them, then they take care of me (123). Asthma clinic excellent, listens to me, explains the things | want to
know, helps me with the things | care about (114)

Self-management
Using some diet restrictions but decided by parents (106, 121)

No bullying or negativity (106, 111, 121), friends not bothered (120), but doesn’t want friends to know, hides the asthma,
thinks it's private business (114). Get embarrassed (114)

Gets brother to do things for him, says | can't (when probably could) (104), likes saying he’s got asthma then doesn’t have
to go to school (123). Feel sorry for parents as they get woken up, always having to run around after him with asthma,
parents worry about my asthma (114). Get annoyed as think there are too many things can't do due to asthma (114). Not
sure what future careers can have due to asthma (114)

Knowledge
® Not sure what they want to know. Not sure if emotions can trigger asthma (121). Sees asthma on TV and people die,

so worries about that (121). Not sure why gets asthma sometimes (163)
® Not sure who they want to tell them, perhaps mum, best doctors talk to mummy (117) then mummy tells me
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Nebulisers work better than inhalers (103)

Hospitals

Hospitals have oxygen (101) this is good. Better than GP because can go whenever, GP has to go at odd times, miss
school, etc. (108), miss family/brothers and sisters when in hospital (114)

Can be scary (115, 117) lying on bed — associations to other visits (115) or injections given previously (111, 106) or
thought of other children dying or her dying (115). Very scary when feels like you can’t breathe (115) (really scared,
burst into tears in interview). Nebuliser mask was horrible blowing steam at me (117), don't like going, have to have
injections (114)

Hospital playrooms good (111, 117)

Nurses nice and fun (111)

Many expect limitations in sports/exercise (3¢, 114), think limited activity is normal part of asthma (114), others don't
(123). No limitations in daily life (163). Get angry with asthma, limits life, can't do things (114)

Old films with sportsmen who can’t play due to asthma

Don’t know any current sportsmen with asthma

Belief that nothing can change this

Feels hard to breathe when running (130)

Don't totally understand asthma

Why get it at all (116, 123)/why get it some days and not others (109). Little understanding of triggers — pets

(123, 111). Some good understanding of fundamentals, tight tubes/squeeze (163). Lots of overlap to eczema and

hay fever (114)

One unusual concept of asthma being related to water balance in body (115), says learnt this in school — if don't drink
enough, or is too hot, get asthma (115). Then wondered if the heat in India meant people didn’t produce steroids
which is why got asthma (115)

Confusion with infections and asthma (115) and contagious nature of asthma (115), not contagious (123)

Maybe caught in from the damp air (163)

Using inhalers

Brown inhaler doesn't work (103) therefore don’t take

Misunderstanding of effects of brown inhaler — expect to feel relief. Not sure what it should do (115)
Not sure is using it right because it ‘doesn’t work’

Don’t know what spacer is for (130)

Don’t know what brown inhalers are for (130)

Do know what blue inhaler is for (130, 116, 111)

Blue inhaler is good as it helps me (111)/make you feel better (130, 103)

Nothing bad about inhalers (130) or fear of consequences of taking it — might have side effects/develop tolerance/get
fat (103), do taste bad (115, 118) (would like it to taste like chocolate milkshake)

A good day is | don't have to say have any symptoms (115), so no inhalers

Try breathing exercises but would prefer a medicine, is quicker (108)

Spacers

If an emergency, spacer slows you down, so have to learn to do without (103)
Don't carry it at school (130, 116) others do (120, 124)
Used to use it, not anymore (130, 126), don't know what it's for (116)

Beliefs

Think asthma is contagious (130), or get it from catching a cold (115). Think asthma is inherited (130), not
inheritable (120)

Expect to grow out of it (120, 130, 106, 111)

Don't think is given by God (115) — why give a bad thing, why would God do that? But maybe if you're religious that
might happen (115)

Get frightened by DiB as well (121). Get confused when doctor says isn’t asthma, is asthma, not sure, lose faith in
doctor (121)

Get fed up taking medicines daily (115, 128, 118), was excited but got bored of taking it (118), want one tablet to
make it go away. But pink tablets horrible, taste too strong (117)

Getting diagnosis is important, makes sense of why is wheezing (120)

Get scared, why do | have this (106, 115), gets upset with nebulisers/masks (109), this upsets parents to see child upset
Do get more attention from mum (126)
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Asthma not always prioritised
(secondary to other health
conditions) (1), not significant,
will grow out of it

Used to feel discrimination, but
not now (3), not about being
Asian (2)

Other people have suggested
daughter caught asthma (130)

Information sharing between
parents — if dad goes to doctor,
then he explains to mum (127)

HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

Extended family and friends do offer
opinions on management (1, 2, 3, 112),
few participants live with extended families.
Mums deny that this influences them. But
then do own thing. People can be unkind
(130) but most say no to this. Advice is
usually about not eating cold, not going
out in cold, dressing warmly (112)

Might try herbal remedy, no harm

Deny impact on marriage in ‘our family’
(3, 127, 130), only in ‘other families’ (3).
Other interviews do think asthma is still
mentioned in relation to marriage and that
some areas of society would prefer not to
mention it. But feel it is changing

Deny impact on social life/limitations to
family life (127)

Deny impact of culture on management (3)

e Admit cultural attitude to hide illness

e Not all classify asthma as an illness

e People need to know so tell anyway —
this is recurring, need to keep children
safe, do what's best for them

e Asthma not serious enough to be a
problem

Worse if eczema

Practicalities (no car, waiting for taxi) (103)

Visit India, get treatments there. Intentional
trip to India to get treatment, not for
asthma, but seem to work, so erodes
confidence in British healthcare system and
medicines (1). Also visit Saudi Arabia (2)

Develop a cure (3¢, 118, 125), medicine that cures asthma (3), so don’t have to be on long-term medications

Better diagnosis system, be clearer (106), earlier trials of salbutamol with good follow up (110), clearer tests/diagnosis so

can be sure (123, 110)

Reduce waiting times in ED/walk-in for asthmatic children, faster treatments when ill (106, 104, 123, 108)

Referral system, automatic if wheezy, place for all new diagnosed families. Want to see specialist for information, not to
confirm diagnosis (1). If prescribed salbutamol, should be automatic trigger to think about asthmartest for asthma/
education about possible asthma. Need to remove ambiguity. Do proper check-up

Quicker referrals to a specialist/asthma nurse who can give good clear advice at the beginning, not 2 years later (115)

Use schools to education, give out info, then get kids and parents. Could do classes or courses at schools for parents (112).
If not this time, would need child-care arrangements otherwise can’t go to classes (112)

Feel doctors should acknowledge how scared parents are at the beginning (106)

Have a phone service, can call for advice, some kind of centre for asthma, place where people are trained, have
knowledge, can be self-referral or via GP

Letter of access: states diagnosis and gets them quick appointments (102)

More spaces for asthmatic child to be put and oxygen level checked in GP/walk-in/ED (163)

Mum wanted something written down (115, 109, 108) especially for emergency management. 104 says did get info from
hospital but on emergency management
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Want info on what the condition is, the warning signs, and people that can sit down with just to talk, how it's managed,
what the inhalers are for, what the chambers are for, what the chemist can do . ..

Practice helps children not be scared of inhalers/spacers, then know where to put lips, when to breathe, feel more
confident (115). Learn from ED and nurses (104). Using rewards helps child to use spacer (106) then get used to it.
Also back up from nurses/doctors reinforces parents (106)

Desire for more information about asthma from HCPs (108)

When feeling better, not when ill (3c), at start of asthma (123)
From someone who is knowledgeable about asthma (120, 112)
From HCPs in clinics

Nurses very good at education

Need time, full physical assessment

Want info on what the condition is, the warning signs (123), and people that can sit down with just to talk, how it's
managed, what the inhalers are for (163), what the chambers are for, what the chemist can do (117). Have a way of
separating parents who are more knowledgeable and those who aren’t, offer more help to those who aren‘t (120, 109).
What to do at home (111). Should give information as soon as give inhalers, not just wait for formal diagnosis (111)

Doctors need to explain how it's part of life, need to live with it, community/friends need to understand it's a way of life (106)

Need to have advice in multiple languages (109, 116), leaflets but bilingual people better (109,163) use pictures/
images (116, 163)

Understand doctors can make firm diagnosis, so be clear about try this, then come back, then try this, work with parent

(106 ) — phone advice or closer follow-up, especially at night when child coughing ++, get prepared in advance so know how
to handle 2 a.m. cough/wheeze (106), other parents say not telephone, want face to face consult (163). Could be phone or
written plan/booklet, some support when scared at night

Need to raise community awareness, so can suspect it isn't a cold (106, 123, 163, 108), so they know parents are
doing it right (108)

Would like something from hospital that's for the children (after acute attack) so can explain, something for them
to have (115)

Suggest leaflets in right languages (123, 163) do have in chemist but have in temples, etc. (115). People coming into
temples to talk is better (115), also to tell children in school or gurdwara (115), can use local radio to advertise symptoms of
asthma (123)

Suggest a register of patients with asthma, wherever present to, so can automatically get information and referred to
nurses, etc. (115)

Would like breathing exercises/yoga/ (117) massage therapies (106). Makes kids calmer. Some advice on what parents can
do. (106) Even if doctors still saying not sure yet is asthma

Need to promote parents right to ask questions, tell them is OK, doctor will be happy (109) — do this in multiple languages
in surgeries

Give free inhalers on a regular basis, don't make people wait or ask for them (3c)

Nurse teaching with demonstrations is useful (1, 112), especially school nurse teaching in school (125c). Let parents come
too, helps them in school (125)

Integrated records, so don't have to repeat themselves (2)

Access letter or card to allow quick treatment (2)

Having staff who speak different languages to act as interpreters

Regular monitoring — feels like they care, don’t brush me off, give me help (104)

Good communication — listen to parents, clear explanations, practical advice for home management, honest with them

(104, 2, 117, 108). Doctors talk to parent and child (130). Want doctors to be source of information (127). Chemist good
source, best in private room with time to demonstrate and practice (116)
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Want to be treated politely and kindly by nurses in hospital. Given information they can understand (124, 112). Understand
they are scared. GP take them seriously (108)

Not sure that can educate whole community, won’t change. Perhaps can try to suggest that hiding asthma is not fair to
children, but not sure any education can work

Use clear words so children understand (130, 163)
Explain to child what it is, is it serious (130)

Use talking to explain to child (in preference to books, DVDs, etc.) (130, 115), although pictures might be OK (115, 163),
books useful (163). Talking to other kids with asthma could be OK (115)

Family help child to remember to take inhalers. Work in school on asthma (125), in lessons, whole school (125)

Want somewhere to go where can communicate (112), wants to feel involved in child’s care (127), community centre, can
meet other parents, what they do with their children, have doctors and nurses come into to do talks, etc., but not run by
them. Local better but would go to one in central Leicester. Family doctor/consistent doctor, someone who can work with
family regularly over a period of months

Also for acute moments, want to be able to get advice quickly, maybe by phone (112). When do get there, quick response
to settle breathing, then kept under observation until child better (104). Want nebulisers at home, home oxygen (104), feel
it would reduce need to go to hospital — doctors will only give for really severe patients

Transport, especially if have other kids, can’t leave them behind, need to get to and from clinic/hospital and be able to do
something with siblings (112)

Location of clinics not vital, referrals and availability more important

Getting information to community and people who don’t engage is important, need face to face, bilingual people, lay
facilitators — don’t trust unknown people (109), white people might be social services so don't open door. Use local
community centres that people know and leaders in community to promote research (109). Desire to know more about
non-medical management (127)

Encourage everyone to go to chemists and GPs, neighbours tell neighbours (116)

A lot of oral traditions in South Asian community, need to use that to educate, be oral (109). Increase community
awareness of symptoms, what do to in attack, is serious, etc. (118)

Willing to take daily medicine if would totally remove symptoms/asthma (106) (but not steroid and no side effects). Want to
know about non-medical options but don't know who to ask (127) want to do something (130)

Want someone to explain to her but is husband who goes to doctor (mum doesn’t speak English), wants explanations
herself (112)

Want a way to explain to child — simple, pictorial, actions. Can be leaflets that do this (126)

Suggest leaflets in different languages (123, 125). Doesn't have an asthma plan, would like it. Communication is hard for
many South Asian people, language problem. Would like info, pictures for the child, to explain, simple literature for adults.
Annual review very useful too. Needs basics of asthma, which inhalers to take, what to do in emergency. Simple pictorial,
or videos or voiceovers. Use TV for awareness. (126). Books for children, to read with parents (123)

Mum Dad Child Uncontrolled symptoms
Extended family Quality of life

Class teacher PE teacher

GP Practice nurse

Hospital doctors  Hospital nurses

Pharmacist
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Male/female doctor not important (103)

Parents chose to use ED, not just winding up there. Fear is big motivator. So is perception of it being right and GP not able
to cope

Same for choosing to accept symptoms in preference to regular medication use. If want to change this, need to prove
effects of long-term failure to control asthma — parents believe kids will grow out of it, and most do

Experiences in one illness are translated to asthma too

Parents want to do SOMETHING, so will try remedies for colds or coughs even though they know isn’t asthma, but might
help and sometimes does. It's the ‘it won't hurt them’ principle

Cough is far more commonly reported by parents than wheeze
Seasons — cough/colds in winter, go to GP a lot, but goes away in summer, so not diagnosed/forgotten about/not serious

Want help, relevant to them, listen to them. Takes time and a relationship

184

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr02280 HEALTH SERVICES AND DELIVERY RESEARCH 2014 VOL. 2 NO. 28

Appendix 8 Drawings by children
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Appendix 9 Ranking data sheet

Srady ID

Response Sheet 1
1%' Vote

High Priority

v

Less of a Priority
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Appendix 10 Interventions scoping review

U sing the same search strategies and approach as above, we identified 408 examples of asthma
interventions trialled for, with or on children: four were targeted to South Asians, 22 were targeted to
another ethnic minority group, 134 targeted to a specific group (but not an ethnic minority, e.g. inner-city
children) and 252 were generic. In addition, we identified 15 systematic and non-systematic reviews of
asthma interventions for children.

Of the four targeted to South Asians, three focused on education and clinical support. One included
additional elements of raising awareness. All of the interventions targeted both adults and children; no
studies with interventions specifically targeted at South Asian children alone were identified (see Table 21
for details).

Moudgil et al.?'® assessed the impact of a patient education and GP support programme for White and
non-White groups in reducing asthma morbidity in 2000. This study included patients aged 11-60 years.
Six hundred and ninety-eight patients were recruited, of whom 42% were of South Asian ethnicity; of
those, 42% were born outside the UK (India, Pakistan, and East and Central Africa) and 34% spoke no or
very little English. Patients received an individualised asthma education programme which was reinforced
after 4 and 8 months, and GPs were given advice and equipment. The results showed that, overall, the
active intervention group had reduced GP consultations, reduced accident and emergency attendance,
reduced hospital admission, reduced prescriptions for rescue oral steroids and less antibiotics. However,
when stratified by ethnicity, significant improvements were seen only in the White European group, not in
the south Asian group. Asthma Quality of Life Questionnaire (AQLQ) scores demonstrated lower values
associated with South Asian ethnicity, although there were small but significant changes in AQLQ scores
recorded over the length of the study in both White European and South Asian groups, suggesting that
both White and South Asian patients are responsive to the Hawthorne Effect, although the intervention
itself was less effective in South Asians.

The ELECTRA study, Griffiths et al.,*® tested a liaison model of specialist nursing in 2004 with asthmatic
patients aged 4-60 years old. This study combined the education of patients after discharge with
educational outreach and clinical support for primary care clinicians in the Tower Hamlets region of
London. The study aimed to identify whether or not specialist nurses could reduce health service use,

and do so equally in different ethnic populations. The intervention delayed time to first attendance with
acute asthma, reduced the percentage of participants attending with acute asthma, and increased the
percentage of patients with reviews in primary care but showed no effect on self-management skills,
quality of life or frequency of symptoms. When analysed by ethnic group, the results were consistent with
(but non-significant for) a greater benefit for white patients than for South Asian patients or those from
other ethnic groups.

The OEDIPUS study continued on the work started in ELECTRA but focused exclusively on South Asian
patients. An established educational programme from the USA (PACE — physician asthma care education)
was adapted for use in the UK with South Asian patients aged 4-60 years. Practice nurses and GPs were
trained using PACE and patients received either PACE-style management or standard management.

The study found that while attendance at asthma reviews improved, there was no change in

acute exacerbations.

The final study reports on a community-based nurse-led clinic for the assessment, diagnosis, education and
treatment of asthma. Although not exclusive to South Asian participants, the location was established in
an area with a predominantly South Asian population. In addition to intervening in service provision,

the study reports that workshops and talks were held to raise awareness and acceptability of asthma.
However, while the study reports that standards of care were improved (assessed by agreement with the
BTS guidelines on asthma management), no clinical or personal outcomes were measured.
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Appendix 11 Ideas for future interventions from
phases 2 and 3
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Appendix 12 Steering group suggestions for
additions and considerations to proposed intervention

TABLE 23 Recommendations from external steering group

Feasibility:
issues raised

Suggestions

Barriers:
issues raised

Suggestions

Resources

Suggestions

The programme was felt to be
ambitious but largely feasible,
although the feasibility of
achieving HCP change in practice
was raised, in particular how
liaison between the co-ordinating
office and GPs will be provided

Good-quality and reliable
computer system essential

Need consortia buy-in from
early stages

HCP resistance to change was
reported as the most likely barrier,

although other considerations such

as the need for a secure and
reliable computer programme to
manage this were also raised

It was suggested that strong
support from the new GP
consortia and linking this arm
closely to the education and
training modules would assist in
overcoming barriers

Reviewers identified that the staff
required to run the co-ordinating
centre and the cost of increased
service demands would need to
be accounted for

Concerns were raised over
long-term sustainability without
research funding

Overall, this arm was reported
as ambitious and resource
intensive, with potential difficult
issues around recruiting and
retaining educators

To combine or condense the
14 modules into a shorter
training course

To offer yearly refresher training
for lay educators, and partner lay
educators with professional
educators

Too many modules

People who think they know an
area will opt out and miss vital
knowledge

Big time commitment for
families or professionals

To offer whole course as a fixed
set, not to allow people to
choose which modules to take

Sessions could be 30 minutes to
1 hour, whole programme about
4 hours

Will need to develop electronic
and hard-copy back-up resources
for each module

Resources to recruit and train lay
educators, and pay for time
spent on educating others,

plus venues

Will need expert medical backup
to ensure content of modules up
to date

Broadly feasible to implement
but risks of being too narrowly
focused on one group and
whether or not overworked
NHS services can tolerate
increased workloads

Need to ensure everyone
relevant is included

Use Asian TV and partner with
other organisations and
community groups

Issues with HCPs', teachers’ and
parents’ lack of time, but also
lack of knowledge and training
or lack of interest in working
this way

Could integrate awareness into
existing classes

Will need to have resources and
clinical ability to support any
changes in expectations or
behaviours, linked to term
sustainability/resources to
embed this

Get buy in from right people,
time and effort to get
people on board
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Appendix 13 Economic evaluation

Cost assessment for education and training module

Costs of training the trainers

C1. Cost of developing evidence-based and/or consensus-based advice: details of the Education and
Training intervention proposal imply that the module must be evidenced based or, if such evidence does
not exist, must be consensus based. Little indication is given as to whether the project team have collated
information on this evidence already, or whether this still needs to be done. If research is required in order
to inform this process (i.e. a literature review to obtain information on what is effective) then the costs of
this need to be considered. The most sensible way of going about this might be to specify what issues a
review might consider, and then conduct a competitive tendering process to establish what the minimum
cost might be of providing the information required to inform the training module (by researchers
competent enough to do the job).

C2. Cost of training educators: the proposal envisages that educators ‘will need to complete all the
modules themselves first, then take part in a 2-day training course to learn how to deliver the modules’.
Personnel capable of providing training will be required. It is unclear from the proposal what pay scale and
grade of personnel might be required in order to provide such a 2-day training course for each person
who requires training. There is also the requirement that ‘each educator will be required to attend a yearly
update support session” which will mean accommodation will be required as well as personnel to deliver
such sessions. This implies that an ongoing unspecified annual cost will need to be borne for the provision
of education to educators.

C3. Costs of accommodation: training sessions will need to be provided using some form of daytime
accommodation. This might range from temporary use of a primary care trust office, which might be
provided free of charge, to having to hire out conference facilities at a hotel. Hotel conference facility costs
do vary considerably and will depend upon location and quality of provision sought. Such costs ought to
be considered, if applicable. If delegates have to stay in hotels overnight, this cost also needs also to be
taken into account.

C4. Costs of handouts: when people are being trained, they will require handouts; some assumptions
have to be made about the costs of providing these.

C5. Costs of refreshments: while being trained on a 2-day course, people attending for training will
require refreshments including coffee breaks, lunch and an evening meal.

C6. Transport costs: if training sessions are provided by centrally based staff who travel to different
regional locations to provide training sessions, then those providing training might have higher travel costs
than those in attendance. The travel costs of those providing training and those receiving training both
need to be considered.

C7. Costs of hotel for overnight stays: as this is a 2-day course, the cost of an overnight stay in a hotel
needs to be considered.
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C8. Costs of refresher training (staff time): a 1-day course will be required every 3 years to ensure that
those providing training retain up-to-date skills; the cost of staff time involved providing this needs to
be considered.

C9. Costs of accommodation: the 1-day refresher training sessions need to be accommodated, and the
cost of this needs to be considered.

C10. Costs of handouts: when people are on refresher training, they require handouts; some
assumptions have to be made about the costs of providing these.

C11. Costs of refreshments: while being trained on the 1-day course, people attending for training will
require refreshments, including coffee breaks and lunch.

C12. Transport costs: if refresher training sessions are provided by centrally based staff who travel to
different regional locations to provide training sessions, then those providing training might have higher
travel costs than those in attendance. The travel costs of those providing training and those receiving
training both need to be considered.

C13. Central administration costs for the intervention: inevitably, a training intervention will require
central administration. The proposal envisages that ‘the central programme office . .. will support and
monitor the delivery of modules by observing module delivery’ by providing ‘specific information

and advice in response to questions asked by educators (or module participants)’. This all implies that costs
are incurred; the level of these will depend upon the level of support and monitoring required (and the
wage costs of the people providing it), and also upon the extent of advice required by educators.

The average costs of this will probably also tend to drop as the intervention becomes

increasingly widespread.

C14. Cost of staff who deliver the intervention.

C15. Costs of accommodation: the proposal assumes that there are 7 evening sessions, and the cost of
accommodation for each of these evening sessions needs to be considered.

C16. Costs of handouts: when people attend the evening training sessions, they require handouts; some
assumptions have to be made about the costs of providing these.

C17. Costs of refreshments: while attending evening training sessions, will refreshments such as drinks
need to be provided?

C18. Costs of certificates and resource packs: the details of the ‘education and training proposal’
suggest that they will be run as a complete course with attendance at all modules required to gain a
certificate of completion or a resource pack. Therefore, the cost of printing certificates and producing a
‘resource pack’ for each completing delegate needs to be considered.
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Appendix 14 Photographs of the collaborative
workshops
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Appendix 15 Dissemination activities

Local dissemination events to participants

® Dr Bird presented overview of MIA results to Leicester Royal Infirmary Emergency Department meeting
to feedback to ED HCPs involved with the study.

e A summary of key findings was placed in the CLRN and University Hospital Leicester newsletter to
inform all the staff who were actively engaged in recruitment for the MIA project.

® The research team held a community event at Highfield Community Centre, one of the main study
venues, with interim findings available via leaflet. CFs were present for interpretation and members of
the research team were available to respond directly to participants’ questions and comments
regarding the study.

® The research team held a community event at Braunstone Health Centre, one of the study recruitment
sites, with interim findings available via leaflet. CFs were present for interpretation and members of the
research team were available to respond directly to questions and comments regarding the study.

® Children who participated in the study were approached by the team parental advisor, N Johal, to take
part in school assemblies.

® |Interim findings were presented at a regional community pharmacy study evening, enabling direct
feedback to participants and recruitment partners.

® Members of the research team presented an overview of the MIA results at Trent Paediatric meeting to
feedback to paediatric and primary care HCPs involved with the study.

Dissemination meetings

® Meeting with Birmingham Collaboration for Leadership in Applied Health Research and Care (CLAHRC)
to disseminate emergent findings.
Meeting with staff from Queen Mary’s London University to disseminate emergent key findings.
Meeting with North London Asthma Network to disseminate emerging key findings and to identify
existing interventions and ongoing collaborations or projects of relevance.
Meeting with the Department of Health Respiratory Team to disseminate MIA findings.
Teleconference with the British Lung Foundation to share information regarding emerging
MIA findings.

® Meeting with Islington commissioners who agreed funding for the development of a multifaceted
educational approach to improve asthma management in North London.

Wider dissemination events

®  Members of the research team discussed the study on Kohinoor Radio several times to both advertise
the study and disseminate the community study findings.

® Members of the research team, including the advisory group parental advisor, S Ali, presented the
study’s emergent findings on BBC Asian Network as part of their Asthma Day.

® Emergent findings were shared with Asthma UK throughout the project, leading to the submission of a
bid called 'Speaking Up’ to the Department of Health.

The CFs were offered the opportunity to take a greater role in the dissemination of the finding, but only
two were able to work with the team for dissemination. They were involved in the development and
organisation of the two community events.
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Further research

The research team has begun seeking for further funding and searching for future collaboration
opportunities to enable the findings of the MIA project to be taken forward and implemented.

® Meeting with a Professor of Behaviour Medicine at University College London to discuss possible
support in the development of a programme bid to develop and test the interventions.

® A bid has been made to the Department of Health in collaboration with Asthma UK for a community
asthma facilitator programme in London to reach children from black and minority ethnic (BME)
families. The emerging evidence from the MIA project was used to inform and develop the bid.

® A pharmacist has looked at the possibility of Regional Innovation Fund (RIF) funding from DeMontfort
University to develop a proposal on culturally competent pharmacy care relating to advice on asthma in
South Asian families.

® Members of the research team have engaged in dialogue with the South Asian Health Foundation to
learn from their experience, develop interest in the MIA project and assist in developing a community
awareness campaign.

® Contacts and discussions have been carried out with Asthma UK to discuss how findings from the MIA
project could fit with Asthma UK's long-term research strategy.

® The MIA project provided some of the evidence base on which a proposal to Islington PCT for the
development of multifaceted integrated educational modules for HCPs and families, particularly with an
aim of outreach to the community, was based. The proposal was successfully funded and co-creation
of this has begun.

® A meeting with the Children’s Acute Asthma Research Programme (CAARP) was undertaken as they
are currently reviewing the development of asthma outcomes. It was suggested that they extend their
collaboration to include non-medicinal intervention studies and also consider outcomes tailored to
BME groups.

® The preliminary results are being directly fed into the pathway development projects related to Quality,
Innovation, Productivity and Prevention (QIPP) in North London.

® There is a potential collaboration with Naveen Mehotra in New Jersey, USA, who is currently involved
in research on South Asian health and may replicate some of the MIA work in the USA.

® Advice has been given to West London Research Network and West London Primary Care Research
Network who are conducting a coping exercise on resources available to researchers for conducting
research with ethnic health groups.

® Discussions have been had with Warren Lenny with regard to the project with Gill Hall at Respiratory
Education United Kingdom (REUK) on Asthma DVD — Improving Asthma Care: Effective Care — Effective
Communication Educational Package.
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Appendix 16 Participation evaluation

Introduction

The overall aim of the MIA study was to use a collaborative participatory approach to design an
intervention programme to improve the management of South Asian children with asthma. To assess
participants’ views of their involvement in the MIA project, a sample of participants were asked to take
part in a short interview. While it was important to try to capture participants’ experiences of the project,
the research team felt that this interview should be relatively brief, given the considerable time and effort
that many community-based participants had already committed to the project. The interviews thus
covered three main areas: experiences of taking part, including experiences of working relationships with
other participants and their perceptions of partnership in the research; perceptions of the usefulness of
involving families and professionals and whether or not they felt that their contribution was relevant to the
study; and whether or not participants felt that children gained from being involved in the study and how.

Relatively few examples of research and development collaboration with children under 16 years of age
exist in health services research, but some have involved children collaborating with a research team to
formulate study design and data collection tools'®2% and working with 14- and 15-year-olds to identify
the need for, and prioritise of, a research topic.

The children in the MIA study were aged between 4 and 12 years old. The MIA project, through
participatory research, gave children the opportunity to be involved and, where possible, share their views
on their asthma management. They were given the opportunity to collaborate at the workshops, either
alongside but separate from the main workshop or by voicing their opinions as part of the main workshop,
enabling them to share their views directly with the adult participants and, at the final workshop, to do so
with the support of their parents/carers. The evaluation assessed children’s experiences of being involved in
the MIA project, as well as evaluating parents’ experiences of their children’s involvement.

Methods

We aimed to include the perceptions of participants from each of the main stakeholder groups: focus
group members, parent and child interviewees, key informants, HCPs and advisory group members. To
reduce bias, interviews were carried out by the research administrator and one of the CFs. The interviews
were conducted by e-mail (with interview schedules being sent via e-mail) or by telephone (according to
participant preference). All telephone interviews were digitally recorded, translated if necessary and
transcribed. E-mail interview schedules were reformatted into Microsoft Word (Microsoft Corporation,
Redmond, WA, USA) and then transcribed. The interview data were entered into NVivo and a thematic
analysis was carried out by a researcher independent of the immediate research team.

Findings

In total, 35 interviews were completed with participants of focus groups (7), parents of children with asthma
(8), children with asthma (5), key informants from the community study (3), HCPs (5), advisory group members
(3) and research team members (4). The findings are presented according to the following key themes:

overall experience of taking part
working relationships and partnerships
involving families and professionals
involving children.
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Experience of taking part

Most participants reported a positive experience of taking part in the project. Positive experiences included
emphasis on collaboration and problem solving, feeling confident, feeling valued and ‘good experiences’,
as well as a perception of practical benefits.

I found it za good experience, obviously it's to benefit my son, and | thought it was a good project to
get involved with.
Parent

It was really a beautiful experience to get involved in such an actual thing, because there were so
many good people who have got a very good knowledge about these things so it was really good
for me.

Workshop attendee

My experience as a MIA advisory group member was positive. The advisory team projected a ‘can do’
approach with an emphasis on collaboration and problem solving.
Advisory group member

Negative experiences were related not to the participatory element of the study but to the role some
individuals interviewed had in recruiting people to the study, which they had found difficult. One of the
children, though not unhappy with the experience as a whole, did express some concern that being
involved has made them aware of how little they understood about their asthma, and this made them
feel uncomfortable.

I didn't like it when they asked me a lot of questions about the inhaler . .. | was quite shocked,
surprised that there were lots of things | didn’t know about.
Child with asthma

One parent was concerned that they had not received any feedback about the outcomes of the research
at the time of interview.

Several interviewees mentioned challenging aspects of the project. Two people (a parent and an advisory
group member) raised questions about the feasibility of embedding the methodology into NHS practice.

The project was time consuming and labour intensive and the results achieved were a result of the
efforts of highly motivated facilitators. One could question the feasibility of embedding this
methodology into NHS practices.

Advisory group member

Other challenging issues raised by individual participants included the perception that they had not learned
anything personally and that by taking part in the study they discovered the quality of care for their child
was suboptimal. One person commented that the second workshop was not ‘as good’ as the first group
attended, while one felt that families could have been more involved in the actual study process itself, and
a small number commented on the length and commitment required.

Where we might have done more was to have more involvement from families in the process of
carrying out the study. | wonder whether we used the most appropriate methods to elicit data from
the kids — perhaps using peer researchers might have helped . .. in the context of such an already
complex project, it might have added an unmanageable amount of work.

Team member
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| think every part of the project was valuable but only this gap I found it very long.
Key informant

Working relationships, partnerships and shared ownerships

Twenty-four interviewees spoke about the working relationships within the project, including perceptions
of partnership and shared ownership. Twenty-three responses were positive; 22 reported a feeling
of partnership.

Very friendly, friendly enrolment and warm welcome there. The main team, they were brilliant and
they taught everyone in a warm and friendly environment.
Focus group participant

| felt that working relationships were positive and mutually supportive.
Advisory group member

Of course, | feel much better, | feel like somebody decides to talk to you and give you advice, it's good
to be a partner and visit other people.
Focus group participant

Well yes, by the simple fact that you asked questions and you contributed to the debate means that
you have a buy into that project.
Key informant

Oh yes, it was very good because | sort of made my contribution but | think | got a lot out of it
as well.
Parent

| didn’t feel any control or ownership but yes partnership. We all had different experiences of asthma
and a different point of view but the outcome we wanted was the same for all of us.
Parent

The majority of interviewees described relationships within the project in a very positive manner, with one
expressing a more mixed response. Several mentioned the value of sharing the experiences of
other parents.

Involving families and professionals

The majority of participants spoke positively about the relevance and value of involving families and
children in research.

I would think just the fact that the research has been done in itself is most valuable, because we don’t
often hear about research into asthma, we hear about cancer, heart diseases etcetera.
Key informant

Most of the time people don‘t get a chance or the opportunity to give feedback, | keep going back to
the very first [focus group] because there was opportunity for people, or the participants, at that
workshop to say, to share how they perceived things . .. their very personal experiences, what they felt
about it.

Focus group participant
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As a parent representative | feel involving families and professionals at this early stage was extremely
valuable to the outcome of the study. | feel this ensured that we were on the right path from the start
and if there was any uncertainties they were resolved early on. | feel the parents and children were
very forthcoming with their trials and tribulations with their children’s asthma.

The majority of those interviewed interpreted a question about benefits of participation in the project in
terms of the learning that had occurred for participants during the project, and for parents and children
in particular.

It's the parents and children who are suffering. Professionals can tick boxes but parents’ views are
important as they are the ones suffering.

One parent remarked that HCPs also could learn from parents:

I think both [families and HCPs], both because as | say intervention is about parents following the
advice that professionals give. And sometimes parents can actually help professionals occasionally.

Some interviewees mentioned the value of community members and parents being able to take the
learning from the project and share this more widely.

If you know this, this, and this then you can listen and carry on and pass on to the others, that is
always valuable.

The majority of interviewees considered that the time and effort of being involved in the project was
worthwhile from their perspective, again often from the perspective of what they had learned in the
course of being involved.

Yes of course it was worth it to learn new things, to learn how to protect my son from suffering so it
was worth it.

Yes 100% [ say, because at the end of the day building confidence, to me | thought my son how do |,
we used to do it this way, and now we have found a professional way of understanding that asthma
can be controlled and also the prevention as well.

Oh yes definitely, not just for the food and the vouchers [given as an incentive for attending
workshops], | don’t think you really need to have an incentive to go to places like this. If your child is
suffering and someone wants to help you and somebody is doing some research you should be
positive and say yes ok. Well | personally think that but some others might not think that.

It was definitely that, it was definitely things like, it made me think about, mainly it was the stuff
about what | needed to find out, it highlighted what | needed to find out about how to manage
[name]’s asthma, what | needed to tell other people who looked after her about how to manage it.
And also it made me realise, | am a teacher, and it also made me realise that sometimes in schools we
don’t find out properly how we need to manage children’s asthma. So | think for me it was quite
interesting on a professional level as well.
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Involving children

Of the 29 interviewees who expressed an opinion about the value of involving children, all responded
positively. Although the children responded briefly to most questions asked, all interviewees expressed the
view that children should be involved and one felt that they had learned important lessons from their
involvement in the project.

Yes, | think it helps, yes, because then you get their point of view as well and how they feel and what
they want to get out of these types of group meetings as well.
Focus group

Maybe, these days | think children are very clever, they are very intelligent from the start, so I think so,
I think it's a good thing if they want to be involved.
Focus group

Yes. [...] Because it's affecting them so it's really just taking on board their experiences, you know,
and just by talking to the parents you won't get the same picture.
Parent

Yes.
Child

Yes we need to take their opinion into account.
Health-care professional

The majority of those interviewed also felt that involving children was beneficial to the children themselves,
and that they personally had benefited from children being involved.

Many children shared their experiences and it was good to find out how other children felt who were
suffering the same. It's easy to feel you are the only one.
Parent

Yes it just, you know, enables them to talk about something they’re dealing with and it makes them
feel like they're valued as well and their contribution is valued.
Parent

One participant reported a negative experience and level of frustration with the workshops and suggested
that some attendees had lower levels of background knowledge and were more motivated by the food
provided during the sessions rather than the improvement of services. These are important considerations
when involving the wider community in intervention design and in offering incentives for attending events.
Levels of background knowledge will vary between all participants: the data from phases 2 and 3 clearly
demonstrated the low levels of community awareness of asthma and the potential lack of interest in
exploring asthma further. Many factors are known to motivate research participation, including person
interest in the research topic, a need to express oneself and be heard on the topic, altruism, willingness to
help the specific researcher, interest in the research outcomes and implementations, and interest in
financial gain.?27-230-234-237 Therefore, motivations are likely to be different for a parent with a child with
asthma from those of a community member without. Attendees to workshops received a meal and £20
financial incentive; this may have influenced some individuals’ decision to attend. However, by attending
the collaborative workshops, hearing the stories of parents and children with asthma and realising the
barriers that families are facing, it could be argued that the level of awareness within the community could
be increased and could potentially alter individuals’ motivation to attend future workshops or be involved
with asthma research. Similarly, if parents realise how little others know, they may be able to speak out
and advocate more strongly on behalf of their children. These potential benefits, personal empowerment,
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satisfaction and development, uniting people around a common cause and fostering social cohesion are
key proposed benefits to participation in research and other service-building activities.

Conclusion

The evaluation interviews suggest that beneficial relationships between researchers and participants were
developed. The majority of study participants reported positive experiences of participation, including
beneficial working relationships with the research team and with other participants. Focus group and
parent participants in particular valued the learning that they felt had occurred in the process of their
participation in the project.
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Appendix 17 Psychological theories
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Child

Parents

What to people/
organisation do?

Child doesn't tell
parents about
their symptoms

Don't present
to the GP with
initial symptoms

Why do people do that? (Determinants)

From parents
perspective

Get busy doing
other things

Misattribution of
symptoms: they
think it's a cough or
cold and therefore
suitable for home
management; don’t
think it's something to
be concerned about
(think it's normal for
the child to cough or
be tired), assume will
go away

Knowledge: don't
recognise importance
of wheeze: think it's
normal, not aware of
association to asthma,
not aware that asthma
is important, don't
think could be asthma
if no one else in family
has asthma

Don't believe HCP can/
will do anything: GP
always dismisses colds
so why keep going
back; feel that they are
not taken seriously by
GP; can't communicate
with GP

Don't feel able to
keep returning, not
appropriate to
question doctor

Communication
barrier: can’t explain
to HCP; don’t speak
English; some words
don’t translate into
other languages

From HCP
perspective

From child’s
perspective

Don't want to
have to go
to doctor

Communication
barrier: some words
don’t translate, not
known in South
Asian communities,
parents don’t
speak English

From key
informant
perspective

Misattribution:
think parents
don’t recognise
the symptoms
as possible
asthma/illness

Denial: don't
accept that child
might have a
problem

Fear: parents
frightened to
question GP, to
keep returning

PMT, protection motivation theory.
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From
community
perspective

Misattribution: mixed
up between cough/
cold/chest infections;
give other causes
such as damp house,
etc.; mixed up
between asthma/hay
fever/eczema

Knowledge: not sure
what wheezing is;
use wheeze to mean
other sounds; not
sure what asthma is

Why does
this matter?

Parents unable to
take action

Parents learn to view
reduced activity as
normal for that child

Chronic symptoms
are being seen as
normal or being
attributed to the UK
climate/housing
conditions. Not being
recognised as
potential illness. Then
exacerbated by
overlap between
colds/asthma attacks,
families feel no value
in attending GP as
will be dismissed

Some parents would
have been quicker to
act if they had
recognised the
symptoms, feel anger
as delayed diagnosis
exposes child to
delayed management
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What do we want them to do instead? (Performance outcomes)

Parents

Respond
positively to
child raising
symptoms

To recognise
potential
symptoms
from normal
behaviour

To recognise
symptoms as
possible asthma

Believe that they
will be taken
seriously by GP

Believe is
appropriate
to attend GP
repeatedly

Believe that
attending the
GP is valuable

Recognise

possible

symptoms

Speak to

parents

regarding

symptoms
Enable
families to
present
repeatedly
Take families’
concerns
seriously
Recognise
symptoms
in children
Recognise
asthma
symptoms
in children

Community

Be aware of
potential
symptoms
of asthma

Support a
parent’s
decision to take
child to GP
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APPENDIX 17

How should we go about that?

Change objectives (Theoretical model)

Knowledge
and skills

Outcome

Risk

expectations Self-efficacy perception/fear

Examples

Interventions or
theoretical model if
no good example
intervention

Child Child: ability to  Child: expect Persuasion Action plan/cues
know symptoms that parents (for both parent
from normal will listen and and child)

take action
Memory Activate
chunking self-management

Parents  Parent: ability Parents: Parents: Parents: perceive ~ Knowledge Community
to identify believe that  believe that  that without of asthma vignettes
symptoms going to GP they are able treatment, asthma symptoms:
of asthma has value to  to have an could be modelling

them and effective dangerous to behaviour
their child conversation  their child
with their GP

Parent: ability Child: believe To address Vignettes and

to identify that going to knowledge, stories/action

symptoms in GP will asthma as planning and cues/

their child benefit them chronic, prompts, posters
modelling, and media/tales of
persuasion, others success/
implementation emphasise
intent, social advantages of
comparison, help seeking
framing (PMT)

Community: Community Community

have awareness knowledge: as organisers/media

of symptoms above plus and communication

of asthma in media/advocacy intervention

children reinforced

Community: GP dismissive/ Role models/

acceptance that outcome good consultations

symptoms might expectations:

be asthma modelling

Don‘t feel able to
return: modelling
and guided
practice/
feedback/

mass media

Training/role play/
stories of positive
outcomes

PMT, protection motivation theory.
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