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Chronic Obstructive Pulmonary Disease (COPD) is a common, preventable and treatable condition characterised by persistent respiratory symptoms and airflow obstruction arising from abnormalities of the airways and alveoli (GOLD, 2026). It is one of the leading causes of morbidity and mortality worldwide (WHO, 2026). For community practitioners, the field is undergoing a paradigm shift: rather than treating COPD as a static, irreversible airflow limitation, contemporary practice targets ‘disease activity’ the reversible biological pathways that drive symptoms, exacerbations and lung destruction (Samajdar et al., 2025; Cazzola et al., 2026). This reframing repositions the clinician from a passive monitor of decline into an active agent of interceptive medicine.
Historically, COPD was defined narrowly by a post-bronchodilator FEV₁/FVC ratio below 0.70 (Celli and Wedzicha, 2019). Current GOLD guidance broadens this horizon to earlier stages such as pre-COPD and PRISm (Preserved Ratio Impaired Spirometry), shifting the emphasis towards early detection and proactive, individualised case-finding (Samajdar et al., 2025; GOLD, 2026). For UK community teams, this mandates a move from reactive management of late-stage exacerbations to coordinated, whole-person care.
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	WHAT MATTERS TO THIS PERSON TODAY?

	COPD is more than airflow limitation. A high-quality community review connects respiratory status and exacerbation risk with function, mental health, social conditions, treatment workload and family support (GOLD, 2026).
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Figure 1. The COPD burden from global to local (Asthma and Lung UK, 2025; WHO, 2026).
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COPD is responsible for over 3.4 million deaths each year, with more than 400 million cases worldwide, and modelling projects a rise towards 600 million cases by 2050 an increase of around 23% (Boers et al., 2023). In the United Kingdom, an estimated 1.7 million people are formally diagnosed, and COPD is the second largest cause of emergency hospital admission (Asthma and Lung UK, 2025). A further 600,000 people are thought to live with undiagnosed disease, a ‘hidden cohort’ whose impairment goes unrecognised until presentation is advanced (Asthma and Lung UK, 2025).
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	Tier
	Data and projections

	Global
	3.4 million annual deaths; 400 million+ cases; projected 600 million by 2050 (≈23% rise) (Boers et al., 2023).

	United Kingdom
	1.7 million diagnosed; second largest cause of emergency admissions (Asthma and Lung UK, 2025).

	Wales
	5.1% prevalence above the UK average, a major population-health challenge (Welsh Government, 2022).

	Hidden cohort
	Approximately 600,000 undiagnosed people living with unrecognised impairment (Asthma and Lung UK, 2025)
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The financial and social costs are considerable: COPD costs the UK around £1.9 billion annually, and emergency admission rates in the most deprived areas are nearly double those in affluent areas (Asthma and Lung UK, 2025). Wales faces a particular challenge, where higher prevalence and delayed diagnosis obstruct access to high-value interventions such as pulmonary rehabilitation and smoking cessation, prompting diagnostic-recovery measures including targeted spirometry investment (Welsh Government, 2022).
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Figure 2. The GETomics paradigm: Gene–Environment interactions accumulating over Time (GOLD, 2026; Agustí and Faner, 2019).
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The pathogenesis of COPD is best captured by the GETomics framework Gene–Environment interactions across the life course [Time] (GOLD, 2026). This dispels the notion of COPD as simply a ‘smoker’s disease of old age’, recognising that impaired lung development in early life predisposes to later airflow limitation (Svanes et al., 2010; Agusti and Faner, 2019).
1. Genetic/host factors: alpha-1 antitrypsin deficiency, but also prematurity, low birth weight and childhood asthma that blunt peak lung function (Svanes et al., 2010; Stoller and Aboussouan, 2012).
1. Environmental exposures: tobacco smoke (≈70% of UK cases), plus PM2.5 air pollution, occupational dusts and fumes, and biomass fuel (Doiron et al., 2019; WHO, 2026).
1. Time / life-course: failure to reach peak lung function by the early twenties predetermines risk (Agusti and Faner, 2019).
1. Structural determinants: people in the poorest tenth of UK households are ~2.5 times as likely to have COPD (Marmot, 2020; Asthma and Lung UK, 2025).
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Figure 3. Relative COPD risk by smoking status (illustrative; after (Forey, Thornton and Lee, 2011)).
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	A PROFESSIONAL WARNING ON STIGMA

	Framing COPD solely as a ‘choice to smoke’ creates stigma that suppresses help-seeking (Halding, Heggdal and Wahl, 2011). A non-judgemental, multilevel risk assessment is the clinical standard.
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The physical, psychological, and social components of COPD are tightly linked and will not be addressed separately in the treatment of COPD; rather they should be evaluated as a whole group (GOLD, 2026). This whole-person lens is important not just humanistically, but clinically: each domain is independently linked to poorer outcomes in the other, meaning that a review that focuses solely on lung function will systemically miss factors that are more likely to contribute to poor quality of life, non-adherence and unplanned admission.
Beyond Breathlessness · Whole-Person COPD Management

Page 8
[image: ]
Figure 4. Physical, psychological and social domains interact rather than simply add.
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[bookmark: _Toc235201967]Physical: the breathlessness–inactivity cycle
Breathlessness triggers avoidance of activity, thereby causing peripheral muscle deconditioning and cachexia (Spruit et al., 2013) making activity harder to do and reinforcing the cycle. COPD is rarely a one-system disease, rather it is systemic, with high levels of multimorbidity also being present, such as cardiovascular disease, osteoporosis, metabolic syndrome and skeletal muscle dysfunction, with each of these having an impact on prognosis and often not being recognised in the routine respiratory review (Barnes and Celli, 2009; Divo et al., 2012). The reason for the development of composite tools like the BODE index, which is a combination of body mass index, airflow obstruction, dyspnoea and exercise capacity, is to better reflect the impact of the disease on function than FEV₁ alone and to better predict mortality and hospitalisation (Celli et al., 2004).

[bookmark: _Toc235201968]Capturing the whole person: validated assessment tools
To be effective in practice, whole-person review needs to be "operationalised" through a fast and consistent tool that the community team has. COPD Assessment Test (CAT) is an 8-item questionnaire that can be completed by the patient and quantifies the impact of symptoms on health status on a day-to-day basis and is sensitive enough to detect meaningful change after an intervention, such as pulmonary rehabilitation (Jones et al., 2009). The Hospital Anxiety and Depression Scale (HADS) is a fourteen-item questionnaire, validated in long term physical health conditions such as COPD, which can be used to identify anxiety and depression at the same time as other symptom burden and, therefore, without the need for a dedicated psychiatric assessment (Zigmond and Snaith, 1983). These together with the mMRC dyspnoea scale and BODE index provide a truly multidimensional picture of symptom burden, mood and functional capacity, rather than a spirometry reading alone, during a single community consultation.
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Figure 5. The dyspnoea–anxiety–dyspnoea cycle (Bailey, 2004).
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[bookmark: _Toc235201969]Psychological: the fear response
Levels of anxiety (around 29.8%) and depression (28.5 – 34.5%) are significantly higher than the general population (Yohannes and Alexopoulos, 2014). Hyperinflation and tachypnoea are driven by a physiological fear response which is triggered by ‘air hunger’ (Bailey, 2004). This is compounded by stigma since COPD is strongly associated with smoking, and smoking-related stigma makes patients reluctant to seek help and help to reveal their psychological symptoms to health care professionals (Halding, Heggdal and Wahl, 2011). Importantly, the TANDEM trial showed that there was limited effectiveness of isolated CBT in advanced disease as distress was structurally bound up in the irreversible physical decline and social isolation, and therefore needs to be managed in a more multidisciplinary way, incorporating psychological support, physical rehabilitation and social interventions; not just talking therapy (Heslop-Marshall et al., 2018).

[bookmark: _Toc235201970]Social: isolation and treatment burden
Approximately one-third of patients are lonely, and the ‘treatment burden’ of polypharmacy, complicated inhaler use and multiple appointments may be beyond an individual's cognitive and physical limits (Gabriel et al., 2014). Disability is a common outcome, and is likely to lead to early retirement and loss of household income, which is another factor associated with socioeconomic deprivation that is a causal factor for COPD in the first place (Marmot, 2020). Social withdrawal is a result of breathlessness, as well as a result of stigma: patients who are self-conscious about the stigma of being judged for a smoking-related condition tend to stop participating in social and clinical relationships which might otherwise help them (Halding, Heggdal and Wahl, 2011). The effects on the individual are not the only ones suffered, as they are also felt throughout the household and so the impact on families and informal carers is considered directly in the next section. A progressive disability often leads to early retirement and loss of income for the household (Britton, 2003).
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COPD care is often complex and presents an intensive workload to family members, who monitor exacerbations, manage medicines and provide emotional support (Nakken et al., 2015). As the role changes from 'partner' to 'patient–carer', relationship intimacy and anxiety levels are reported as high in the eyes of spousal carers (Gabriel et al., 2014). Care needs to be negotiated, a partnership of caring, rather than a tool of the carers, recognising them as persons rather than as carers.

[bookmark: _Toc235201972]The scale of informal caregiving in COPD
In most cases, day-to-day support for those with COPD comes from family members, most often a spouse or adult child, providing this support without formal education or training in symptom recognition, inhaler technique or emergency response (Nakken et al., 2015). This role becomes more frequent as the disease progresses, for example, occasional practical support can escalate to a more regular role, including medication administration, support with mobility, emotional support during breathless episodes, and liaison with a number of health and social care services (Gabriel et al., 2014). In reality, it is a hidden care system operating alongside the formal system so this work is often overlooked and underestimated by community teams, particularly when this care takes place in the home.
[bookmark: _Toc235201973]The dimensions of caregiver burden
COPD burden to the caregiver is multi-dimensional. Physically, carers cite physical exhaustion due to not being able to get a night's sleep because of night-time breathlessness and that of the practical aspect of supporting someone with limited exercise tolerance (Nakken et al., 2015). Psychologically, carers have higher levels of anxiety, anticipatory grief and the loss of a relationship that was previously more relational, with the relationship becoming centred around managing the illness (Gabriel et al., 2014). The socio-economic deprivation that makes people more likely to have COPD in the first place (Marmot, 2020). is often compounded by the loss of income due to reduced wages or early retirement that informal caregivers experience as a result of their care (Britton, 2003).
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	ASK ABOUT THE CARER

	Identity: who provides support, and is there consent to involve them? Competency: do they understand warning signs and inhaler routines? Impact: how is the role affecting sleep, employment and mental health? Intervention: pulmonary rehabilitation for the patient reduces carer burden, but direct carer support is often also needed (Nakken et al., 2015).
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[bookmark: _Toc235201974]Statutory rights to a carer's assessment
In the UK, carer support is a legal right and good practice. Carers' rights to request a needs assessment by their local authority in their own right were given in England in the Care Act 2014, regardless of the amount or type of care provided, and on equal footing with the person they support (Care Act, 2014). In Wales, the same duty is placed on local authorities under the Social Services and Well-being (Wales) Act 2014 to assess the capacity and willingness of a carer to continue the support, along with the outcomes that the carer wishes to achieve, the duty is applicable to adult carers as well as child carers (Social Services and Well-being (Social Services and Well-being (Wales) Act, 2014). Signposting to a statutory carer’s assessment and practical support, such as Carer's Allowance and respite care should be an integral part of COPD review and not an afterthought as community health professionals are often best placed to identify the unsupported carer first.
[bookmark: _Toc235201975]Evidence-based support for carers
Support for carers is best delivered as part of a patient's care programme not as an additional service that is hard to find. Pulmonary rehabilitation also has a secondary effect in terms of reduced need for hands-on support and improved function for the patient, which is also measurable, and therefore could be considered a carer intervention, rather than a patient intervention (Nakken et al., 2015). The ability to discuss what is likely to happen and possible worsening of the disease, as well as an accurate estimate of the future, allows carers to plan practically and emotionally, rather than in a way that is shrouded in crisis-response (Gabriel et al., 2014). Respite care can be provided for short periods, but it can help maintain the carer's role over time instead of burnout, which may trigger a crisis hospitalisation for the person cared for.
[bookmark: _Toc235201976]Young carers: an often-overlooked group
Not all COPD carers are adults. Children and young people— typically defined in policy as those up to 18 years old sometimes take on caring responsibilities for a parent or grandparent with advanced COPD, including practical tasks, emotional support, and monitoring for deterioration, often alongside school (Social Services and Well-being (Wales) Act, 2014). Statutory duties for assessing children's needs as carers cover both England and Wales, but young carers are less likely to identify as a carer or be identified as a carer by services than adult carers, as less likely to understand that the role is called ‘caring’ and not ‘helping out’. If a child is caring for a person with school age children or grandchildren, community professionals should ask directly if the child is taking on any caring responsibilities and refer for a young carer's evaluation if appropriate, not presume that there is only one adult carer present.
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Figure 11. Ask about the carer: a structured community checklist.
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Diagnosis requires post-bronchodilator spirometry showing FEV₁/FVC < 0.70 (NICE, 2019; GOLD, 2026). Community teams should also identify cohorts for interceptive medicine before irreversible damage, pre-COPD (symptoms or structural lesions with normal spirometry) and PRISm (normal ratio but low FEV₁) (Samajdar et al., 2025). Multidimensional tools such as the CAT and mMRC capture true symptom burden better than FEV₁ alone (GOLD, 2026).
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	GOLD 2026 ‘GROUP E’ AND THE CARDIOVASCULAR WINDOW

	The threshold for Group E is now any patient with ≥1 moderate exacerbation in the prior year (GOLD, 2026). Even a single moderate event triggers a ~30-day window of heightened cardiovascular risk, increasing myocardial infarction and stroke (Kunisaki et al., 2018).
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Figure 6. Stepwise pharmacological escalation, eosinophil- and phenotype-guided (Bafadhel et al., 2012; GOLD, 2026).
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	Group (ABE)
	Initial therapy
	Follow-up / escalation

	Group A
	Single bronchodilator
	Assess symptoms; rotate device if needed.

	Group B
	LABA + LAMA (dual)
	Review for persistent symptoms/breathlessness.

	Group E
	LABA + LAMA
	Add ICS if eosinophils ≥300 cells/µL (GOLD, 2026).

	Refractory
	
	Biologics: mepolizumab or dupilumab for type-2 inflammation (Bhatt et al., 2023).

	Adjuncts
	
	Ensifentrine: nebulised PDE3/4 inhibitor to reduce dyspnoea (Anzueto et al., 2023).
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Inappropriate ICS use in non-eosinophilic patients raises pneumonia risk without exacerbation benefit, making the eosinophil count a key community decision point (Suissa et al., 2013; GOLD, 2026).
[bookmark: _Toc235201979]Non-pharmacological essentials
1. Smoking cessation the only intervention proven to alter lung-function decline (Anthonisen et al., 2005).
1. Pulmonary rehabilitation - Level A evidence improving quality of life and exercise capacity; services must address transport and digital barriers (Bolton et al., 2013; McCarthy et al., 2015).
1. Vaccination - annual influenza, pneumococcal and RSV (ages 50+) (GOLD, 2026).
1. Nursing interventions - energy pacing, nutritional support for cachexia, and relaxation techniques for air hunger (GOLD, 2026).
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Figure 7. Pulmonary rehabilitation attrition: referral, uptake and completion (illustrative; (RCP, 2024)).
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Figure 8. The community COPD management pathway.
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Two complementary frameworks structure long-term condition care. The Chronic Care Model organises proactive infrastructure multidisciplinary teams, clinical information systems and decision support and reduces exacerbations and emergency visits when implemented well (Wagner, 1998; Adams et al., 2007). The UK House of Care protects the partnership, centring the collaborative care-planning conversation and personal goals (Addicott and Ashton, 2010).
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Figure 9. The House of Care model (after (Addicott and Ashton, 2010)).
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	Framework
	Best used to
	Focus

	Chronic Care Model
	Organise proactive infrastructure
	MDT and clinical information systems (Wagner, 1998)

	House of Care (UK)
	Protect the partnership
	Collaborative care planning and goals (Addicott and Ashton, 2010)
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Crucially, we must not assume every patient can be ‘activated’: breathlessness and deprivation often constrain engagement, requiring ‘scaffolding’ for the most vulnerable (Hibbard and Gilburt, 2014). On policy, Wales’ Quality Statement for Respiratory Disease (2022) mandates integrated care, and templates such as COPE standardise coding and referral tracking (Welsh Government, 2022). In England, NHS England’s Core20PLUS5 targets the most deprived 20% of the population, driving vaccine uptake and pulmonary-rehabilitation referrals (N.H.S. England, 2021).
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Figure 10. The policy-to-practice pathway linking national strategy to the person with COPD.
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COPD follows a ‘stuttering trajectory’ of unpredictable exacerbations and incomplete recoveries, which obscures the dying phase; consequently people with COPD access specialist palliative care far less often than those with lung cancer (Gore, Brophy and Greenstone, 2000; Murray et al., 2005). Palliative care should run alongside active treatment, and Advance Care Planning should be introduced during periods of stability rather than in a crisis (Pinnock et al., 2011; NICE, 2019).
1. Low-dose opioids (morphine) to alter the central perception of refractory breathlessness (Johnson et al., 2002).
1. Handheld fans to stimulate trigeminal receptors and ease breathlessness (Galbraith et al., 2010).
1. Energy pacing to maintain dignity and function in advanced disease (GOLD, 2026).
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Figure 12. Non-pharmacological and pharmacological approaches to symptom palliation in advanced COPD.
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Figure 13. Five priorities for whole-person COPD practice.
Beyond Breathlessness · Whole-Person COPD Management

Page 13
1. Embed biopsychosocial review: assess function, mood and social context as interacting causes, not FEV₁ alone (GOLD, 2026).
1. Tailor supported self-management: use ‘teach-back’ matched to health literacy and cognitive capacity (Zwerink et al., 2014).
1. Deliver equity in pulmonary rehabilitation: examine uptake by deprivation and geography, and offer flexible community options (RCP, 2024).
1. Recognise informal carers: formally identify and assess family burden (Nakken et al., 2015)
1. Initiate early, needs-based palliative conversations so transition to terminal care is planned, not a crisis (Murray et al., 2005).
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	KEY MESSAGES FOR PRACTICE

	Effective COPD management combines clinical precision such as recognising the cardiovascular cascade after an exacerbation with a deep commitment to equity. Proactive community systems work best when they bridge clinical guidelines and the structural realities of patients’ lives. We manage the person, not just the lungs.
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