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Abstract 

Background Effective stakeholder engagement in health research is increasingly being recognised and promoted 
as an important pathway to closing the gap between knowledge production and its use in health systems. However, 
little is known about its process and impacts, particularly in low-and middle-income countries. This opinion piece 
draws on the stakeholder engagement experiences from a global health research programme on Chronic Obstructive 
Pulmonary Disease (COPD) led by clinician researchers in Brazil, China, Georgia and North Macedonia, and presents 
the process, outcomes and lessons learned.

Main body Each country team was supported with an overarching engagement protocol and mentored to develop 
a tailored plan. Patient involvement in research was previously limited in all countries, requiring intensive efforts 
through personal communication, meetings, advisory groups and social media. Accredited training programmes were 
effective incentives for participation from healthcare providers; and aligning research findings with competing policy 
priorities enabled interest and dialogue with decision-makers. The COVID-19 pandemic severely limited possibilities 
for planned engagement, although remote methods were used where possible. Planned and persistent engage-
ment contributed to shared knowledge and commitment to change, including raised patient and public awareness 
about COPD, improved skills and practice of healthcare providers, increased interest and support from clinical leaders, 
and dialogue for integrating COPD services into national policy and practice.

Conclusion Stakeholder engagement enabled relevant local actors to produce and utilise knowledge for small wins 
such as improving day-to-day practice and for long-term goals of equitable access to COPD care. For it to be success-
ful and sustained, stakeholder engagement needs to be valued and integrated throughout the research and knowl-
edge generation process, complete with dedicated resources, contextualised and flexible planning, and commitment.
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Introduction
Effective stakeholder engagement is increasingly recog-
nised as critical to ensure research conducted is relevant 
to local communities and that the emerging knowledge 
is applied effectively to policy and practice [1]. In health 
research, stakeholder engagement refers to a process 
where researchers seek the knowledge and experiences of 
individuals and groups interested or impacted by a dis-
ease, condition or an intervention, and work with them 
to support, contribute, enable or collaborate in the deci-
sion-making processes of research and translation [2]. 
Stakeholders should be involved in a dialogue throughout 
the research cycle, from prioritisation through to dis-
semination and implementation [3], making engagement 
a process, not an event. Although stakeholder engage-
ment is promoted by health research funding agencies 
as a pathway for achieving impact [1, 4] it is still a nas-
cent concept, especially for many researchers in low-
and middle-income countries (LMICs) [5, 6]. Little has 
been reported about its process and impacts. Therefore, 
in this article, we describe the process of stakeholder 
engagement led by the four country teams in our global 
“Breathe Well” research programme and discuss the les-
sons learned.

Breathe well programme
Chronic Obstructive Pulmonary Disease (COPD) is an 
incurable and progressive chronic condition that causes 
disabling breathlessness, cough, increased phlegm pro-
duction and fatigue [7]. In 2019, COPD accounted for 
392 million cases and nearly 3 million deaths worldwide, 
with more than 75% of these occurring in LMICs [8]. 
This burden is increasing due to a combination of ageing 
populations and increasing prevalence of risk factors [9]. 
Exacerbations, or “flare-ups” of symptoms, are triggered 
by respiratory infections, pollution and extreme weather, 
and may result in hospital admissions, increased disabil-
ity and death. COPD imposes a substantial financial bur-
den on individuals, families and societies through high 
costs of medical treatment and impact on workplace and 
home productivity [10–12].

The magnitude and distribution of the population at 
risk of COPD means that a significant involvement of 
primary care is the only viable way to adequately manage 
it, ensuring no one is left behind [13]. However, in many 
LMICs, diagnosis and management of COPD is mainly 
limited to secondary and tertiary healthcare facilities, 
often with high out-of-pocket costs [14]. The Breathe 

Well programme (Building Research Across the World 
in Lung Disease) sought to address this gap by collabo-
rating with clinicians from four middle-income coun-
tries (Brazil, China, Georgia and the Republic of North 
Macedonia) to build research capacity to improve COPD 
prevention, diagnosis and management in primary 
care settings [15]. Breathe Well was funded by the UK 
National Institute for Health and Care Research (NIHR) 
Global Health Research Groups programme, led by the 
University of Birmingham and facilitated by the Inter-
national Primary Care Respiratory Group (IPCRG). This 
research programme (see Table  1) was underpinned by 
specific training, supportive supervision and experien-
tial learning, a key component of which was stakeholder 
engagement.

Overarching approach for stakeholder 
engagement
Objectives and resources
We supported each country team to identify, prioritise 
and engage with relevant stakeholders including peo-
ple affected by COPD, clinicians, and local and national 
policy makers, who could contribute towards the smooth 
implementation of the research studies, share knowledge, 
as well as influence the uptake of positive findings into 
policy and practice. This approach was designed to be 
practical, building on existing skills and knowledge, and 
enabling researchers and stakeholders to contribute in 
feasible ways with a clear purpose.

Preliminary activities
Initially, groups of 4–8 patients, clinicians, public health 
managers and policy-makers were identified by each 
country team to rank research needs through a formal 
prioritisation exercise guiding the design of the research 
studies [16]. Patient members were invited from different 
gender, age and socio-economic groups, and were pre-
pared to contribute to the research prioritisation exercise 
in two ways. First, country teams organised preparatory 
meetings with patient members to discuss the prioriti-
sation exercise, their role in this process, and to clarify 
any questions. Second, materials for this exercise includ-
ing 10 research study topics and accompanying evidence 
vignettes for each, was translated and shared with all 
the participants including patient members, in advance, 
which enabled them to participate fully. University of 
Birmingham team members visited all four countries to 
promote and oversee the prioritisation exercise. Scop-
ing interviews with each country team explored existing 
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engagement capacities and formal and informal mecha-
nisms for influencing policy and identifying relevant 
stakeholders.

Tailored country plans
Based on findings from the preliminary activities and 
guided by relevant literature [1, 3, 17, 18], an overarch-
ing protocol was designed to guide tailored stakeholder 
engagement plans adapted to each country’s needs and 
context. Facilitators employed by IPCRG oriented the 
country teams to the protocol and offered training and 
support to develop individual country plans over 6–9 
video conferencing sessions. Country teams first used the 
9 C stakeholder analysis model adapted by IPCRG [19] to 
identify stakeholders who could offer relevant knowledge 
or contribute to the Breathe Well studies. Each team pri-
oritised the most relevant stakeholders using the Power 
and Impact matrix [20, 21]. Next, specific objectives and 
methods for engaging each relevant stakeholder were 
outlined, being flexible to adapt to changing socio-polit-
ical, economic and other structural factors. For example, 
unlike in high-income countries [22], as there was a lack 
of respiratory patient support groups in the four Breathe 
Well countries, systematic engagement with patients was 
difficult at the beginning and relationships had to be built 
over time. Elections across countries resulted in a change 
in political power; those with potential power due to 
their knowledge or experience often did not recognise it 
or have an organised “voice” (e.g. primary care physicians 
and patients); and certain stakeholders (e.g. journalists) 
were strategically included later in the plan when mes-
sages had been crafted and tested for the key audiences.

Country case studies
Brazil
Breathe Well researchers in Brazil studied effective 
COPD screening and management strategies that could 
be delivered in primary care facilities [23]. There is lim-
ited data on patients with COPD in Brazil as this disease 
is not yet widely diagnosed in primary care, so there was 
a need to identify alternative strategies for participant 
recruitment for the studies. As primary health care in the 
country already has the mandate to manage cardiovas-
cular disease (CVD) and hypertension, and since there is 
frequent comorbidity between CVD and COPD, the team 
conducted their study among patients living with hyper-
tension. Researchers identified patients and primary care 
providers from existing networks and invited them to 
participate in a project advisory group, which was con-
sulted throughout the studies.

Typically, public health programmes have been 
reported to work in a siloed approach, often lacking hori-
zontal coordination [24]. Unusually, the Breathe Well 

team of primary care clinicians already had strong con-
nections with the state-level managers of the government 
tobacco control programme and used these established 
networks to identify and approach representatives from 
the primary care and non-communicable diseases pro-
grammes in the São Paulo State Health Department and 
the Federal Ministry of Health. The team also engaged 
and sought advice from existing contacts from selected 
non-governmental agencies and respiratory disease 
guideline implementation groups such as Global Ini-
tiative for Asthma (GINA) Brazil and Global Initiative 
for Chronic Obstructive Lung Disease (GOLD) Brazil, 
and approached new stakeholders from the Pan Ameri-
can Health Organization to disseminate findings at the 
regional level.

A distinctive feature of the Brazilian team’s plan was 
a whole-of-society approach, bringing together gov-
ernment and non-government stakeholders in work-
shops rather than engaging stakeholders separately. This 
approach spurred interest and collaboration from policy 
stakeholders including from the Ministry of Health in 
developing a manifesto and a proposal for a national 
action plan for COPD in Brazil covering surveillance, 
prevention and health promotion, and comprehensive 
care.

A patient testimonial video was produced for advo-
cacy, while research findings were used to develop prac-
tical training programmes for primary care providers on 
COPD screening and multidisciplinary management. 
Importantly, identification and registration of COPD 
patients has now been integrated into the care pathway 
protocol in primary health care facilities in the study site 
of São Bernardo do Campo municipality and plans for 
implementation across Brazil are underway, supported 
by the Ministry of Health. Further, the partnership 
between the primary care team and the public tobacco 
control unit ensures that individuals newly diagnosed 
with COPD receive tobacco cessation support as first 
line treatment and not just prevention [25]. While indus-
try partners were engaged separately from government 
stakeholders to prevent any conflict of interest, they were 
supportive of investing in and improving COPD manage-
ment in the country, and funded stakeholder engagement 
meetings after the Breathe Well programme ended.

China
Despite the high burden of people with undiagnosed 
COPD (estimated 90  million) [26] and the national pri-
ority [27] for early identification of this disease, primary 
care providers still lack the capacity, incentives and 
tools to diagnose and treat COPD [28, 29]. Breathe Well 
researchers in China assessed cost-effective screening 
strategies for identifying undiagnosed COPD in primary 
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care [30] and explored management among patients and 
general practitioners (GPs).

Patients from the research sites were invited to a 
patient advisory group and a project steering committee, 
and were consulted throughout the studies. With inputs 
from patients, GPs and influential neighbourhood com-
mittees (local self-governance units) linked with commu-
nity health centres in study sites of Xicheng and Haidian 
districts in Beijing, the team developed an educational 
package on COPD prevention, symptoms and timely 
care-seeking in the nearest primary care facilities. Patient 
groups and neighbourhood committees disseminated 
these resources through community bulletin boards and 
WeChat (social media platform).

Participating GPs from the study sites were trained 
and certified in an expert-led workshop covering study 
processes and COPD assessment techniques including 
spirometry lung function tests, strengthening primary 
care capacity and improving clinical practice. The team 
kept the regional groups of the Chinese Alliance for 
Respiratory Diseases in Primary Care informed about 
research developments and findings through meetings, 
conferences and widespread social media networks. Par-
ticipating in Breathe Well facilitated the team in securing 
funding of 2.15 million yuan (£261,225) from the Depart-
ment of Primary Health (National Health Commission of 
the People’s Republic of China), the Alliance and Peking 
University First Hospital to continue their research on 
prevention and management of COPD in primary care 
and the community. As the Alliance reports directly to 
the national clinical director of respiratory care, the team 
were able to discuss research implications at government 
level. Importantly, the team has now adopted the practice 
of stakeholder engagement for their ongoing research 
studies.

Georgia
The Georgian team investigated the effectiveness of a 
culturally tailored pulmonary rehabilitation (PR) pro-
gramme [31]. As GPs are not incentivised to diagnose 
COPD in Georgia, the team found it difficult to identify 
participants through existing primary care networks and 
had to subsequently conduct the study through a second-
ary hospital with existing links with patients with COPD.

The team engaged patients and caregivers through 
a trial steering committee and the newly set up ‘Lung 
health club,’ a support group on Facebook with 3100 
members, offering information about lung health, quit-
ting tobacco, and care seeking behaviours. The level of 
trust by the community in the country research team 
who have a high profile nationally, including television 
appearances, and the lack of any usual ongoing care 
for chronic respiratory problems, contributed to the 

significant community buy-in for the club. The club 
serves as a virtual community for sharing knowledge and 
experiences of living with COPD, with regular informa-
tional text, images, videos, and practical resources. The 
principal investigators also regularly featured on televi-
sion programmes introducing and discussing the benefits 
of PR.

The team trained healthcare providers in spirometry, 
developed a practical handbook on PR, and disseminated 
their findings in lectures at a medical teaching university 
and within the scientific community and professional 
medical associations across the country. Professional pul-
monology and cardiology associations have since agreed 
to raise awareness about this service and supported dis-
cussions for a potential cardio-pulmonary rehabilita-
tion programme. Being executive members of Georgian 
Respiratory Association, the team marshalled this group 
to include a PR module in an accredited training pro-
gramme for 200 doctors across the country.

Using longstanding networks, the principal investi-
gators were able to set up meetings with federal leaders 
from the Georgian Parliament, the Ministry of Health, 
and the National Center for Disease Control and Pub-
lic Health. The team built on health leaders’ interest in 
breathlessness treatment and recovery due to SARS-
CoV-2 to attract attention to PR as an affordable inter-
vention that could be delivered through the public health 
programme. Drawing from the study findings, the team 
has set up a PR programme in their own private health-
care practice financed through user fees. Although, as PR 
is not covered by national health insurance, cost remains 
a barrier in the uptake of this service. The team, in their 
roles as members of the Georgian Respiratory Associa-
tion, continue to advocate for PR to be delivered through 
the national public health programme.

Republic of North Macedonia
Smoking is highly prevalent and culturally acceptable in 
the Republic of North Macedonia; tobacco farming con-
tributes significantly to the national revenue [32]. Ces-
sation services and pharmacological treatment are not 
covered by health insurance or adequately available in 
the country, making quitting difficult. As smoking is the 
main risk factor for COPD in countries with high tobacco 
dependence, the Breathe Well team tested a smoking ces-
sation intervention delivered in primary care [33].

Patients were invited to a trial steering commit-
tee contributing practical knowledge that supported 
research implementation; they also gained knowledge 
about smoking cessation through informational leaflets 
prepared by the research team. This improved flow of 
knowledge between patients and researchers was novel 
given the lack of patient involvement in research in the 
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country. The team used their existing networks of GPs 
to recruit participants from 32 practices in diferent parts 
of Macedonia; training them in the study process and 
assessment techniques. Further, a larger group of GPs 
were trained in smoking cessation through face to face, 
practical teaching and an online webinar by the Center 
for Family Medicine and Faculty of Medicine in collabo-
ration with the Institute of Public Health. To address the 
lack of observable “buy-in” by health care profession-
als to the importance of treating tobacco dependence, 
additional online, awareness and skill building work-
shops were organised for health professionals as well as 
community-based nurses who were engaged through the 
Macedonian Nurses Society.

Given the high rates (29%) of smoking among doctors 
[34], the team partnered with the Medical Students Asso-
ciation in a leading university and conducted in-person 
and online training workshops for medical students on 
tobacco cessation and skill building in delivering such 
services. They have also applied for accreditation for an 
elective subject on ‘tobacco control and smoking cessa-
tion,’ and are hopeful for this to be included in the under-
graduate medical curriculum of the university. At the 
federal level, the team have used Breathe Well as an entry 
point to advocate for primary care reforms to strengthen 
family medicine and reimburse smoking cessation ser-
vices. At the regional level, the principal investigator 
was invited by the World Health Organization (WHO) 
to discuss their findings for sensitising policy makers to 
the challenges of helping people quit without pharmaco-
therapy [35].

Lessons learned and challenges faced
The core competencies of primary care teams such as 
person-centred care, community orientation, prob-
lem solving, comprehensive management and a holistic 
approach to care [36] facilitates their ability to readily 
engage and work with stakeholders. Our experience dem-
onstrated that primary care teams can successfully 
engage with a wide range of stakeholders to effectively 
implement research. This was possible because stake-
holder engagement was a valued component of the pro-
gramme complete with dedicated human and financial 
resources; country teams’ researchers were encouraged 
and mentored to develop tailored stakeholder engage-
ment plans with flexibility to adapt to the changing politi-
cal, economic and social environments. Importantly, 
through their persistent engagement, even after the pro-
gramme ended, the clinician-researchers demonstrated 
their commitment for translating the knowledge gener-
ated from the research studies into practice and striving 
for equitable access for COPD care.

WHO recommends four techniques - push, user-pull, 
exchange, and integrated efforts - for effective knowl-
edge translation with decision-makers and for closing the 
gap between research and policy [37]. The Breathe Well 
country teams illustrated the effective use of these tech-
niques in their engagement with stakeholders. The Geor-
gian team tailored their research findings from the PR 
intervention to align with health policy makers interest in 
SARS-CoV-2, demonstrating ‘push’ efforts. Medical stu-
dents from the Republic of North Macedonia reached in 
or accessed research insights on tobacco cessation after 
their engagement with the Breathe Well team, illustrating 
‘user-pull’ efforts. The Brazilian researchers and policy 
makers worked collaboratively to develop the national 
action plan for COPD, highlighting ‘exchange’ efforts. 
Teams have also used these approaches simultaneously, 
to work with different stakeholder groups, exhibiting 
‘integrated’ efforts (see Table 2).

Effective stakeholder engagement requires dialogue 
in a local context and interaction with tacit, experiential 
knowledge as well as empirical knowledge; not everyone 
will agree during this process but identifying, acknowl-
edging and addressing tensions can help in tackling bar-
riers and building long-term partnerships. Engagement is 
a long-term, iterative and arduous process; more stake-
holders may emerge during the process and require inclu-
sion; some stakeholders disengage as their roles, power 
derived from their position or interest change. Despite 
these inherent challenges, the teams used Breathe Well as 
an opportunity to cultivate a culture of patient and com-
munity involvement, improve healthcare providers’ skills 
and practice to diagnose and manage COPD, and advo-
cate for resource mobilisation for COPD care.

The lack of patient and public involvement in research 
and respiratory patient support groups in all four coun-
tries was challenging, requiring intensive efforts to iden-
tify patients through GP networks and persuade them to 
join advisory groups and steering committees. Setting up 
an information and support group on social media was 
particularly effective and facilitated sustained patient 
engagement after the study ended. Essentially, local 
actors’ (patients and clinician researchers) knowledge 
and expertise were utilised to strengthen patient and 
public involvement in research, while focusing on the 
larger goal of equitable access to COPD care.

Healthcare providers were incentivised to participate 
through continuing medical education programmes 
and accreditation. Keeping influential actors from gov-
ernment and non-governmental agencies informed 
throughout the study was critical. The COVID-19 pan-
demic was a major challenge, severely limiting pos-
sibilities for planned in-person engagement with 
stakeholders. Although, remote technologies were 
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Table 2 Breathe Well stakeholder engagement process in the four programme countries
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adopted where possible. Change in civil servants within 
the Ministry of Health also upended engagement plans. 
Policy makers were focused on pandemic control, but our 
teams adapted their approach to align with national and 
international efforts. Finding synergies between COPD 
and competing policy priorities and appropriately fram-
ing the actionable messages emerging from the research 
was effective in enabling interest and dialogue with 
decision-makers.

While interest and support for COPD prevention, 
diagnosis and management in primary care has been 
generated, inadequate financing currently limits the 
implementation of these services. GPs and primary care 
teams need to be financially reimbursed. This will require 
long-term advocacy and policy reform at the federal 
level, which can be difficult for researchers to sustain 
beyond the study funding. Hence researchers will need to 
build partnerships with allied stakeholders including gov-
ernment, non-government, and private healthcare actors 
to support the policy dialogue for financing COPD care.

Conclusion
We illustrate how stakeholder engagement enabled pri-
mary care actors to produce and utilise local knowledge 
relevant for small wins such as improving day-to-day 
practice as well as for influencing long-term goals of 
equitable access to COPD care [38]. Primary care clini-
cians from LMICs transitioned from being stakeholders 
to research leaders. They used the Breathe Well pro-
gramme as leverage, reconnected with known stakehold-
ers, built new networks, and initiated new collaborations 
to sustain the momentum towards improved prevention, 
diagnosis and care for people with COPD. While achiev-
ing meaningful and impactful stakeholder engagement 
experience is still a learning process, having committed 
professionals willing and able to build connections and 
relationships with stakeholders is key for the future of 
lung health.
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