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Engagement of informal carers and peer support in pulmonary rehabilitation. 
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Informal carers provide support to the elderly, disabled or unwell in a non-professional capacity. This 

may include help with household tasks, such as shopping or cleaning, helping with medical procedures 

or medications at home, personal care, as well as emotional support. This care is provided at no 

additional cost to the National Health Service, and represents work worth in the region of £132 billion 

per year (1). However, despite this huge contribution, the importance of informal care is often 

overlooked. With the increasing shift towards caring for people in the community, rather than an 

admission to secondary care, such as hospital-at-home and early supportive discharge initiatives, 

where there is a reduced burden on healthcare services, this may in part be transferred to the informal 

carer or family member.  

Additionally, the role of the caregiver may include providing transport (2), which is pertinent in the 

context of pulmonary rehabilitation, where lack of appropriate transport is a significant barrier to 

attendance and completion of a course. Engagement of the caregiver in understanding the benefits of 

pulmonary rehabilitation, and the associated reduction in input required from them in the longer term 

may encourage supporting attendance at a programme. Peer social support has been highlighted as a 
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theme from focus groups investigating factors that patients perceive as important in maintaining an 

active lifestyle after completing a course of pulmonary rehabilitation (3). 

Acting as a carer for another can be detrimental to the caregiver themselves, where they may 

experience high levels of stress and may neglect their own healthcare needs in lieu of prioritising those 

of the person they care for.  

A few studies have explored the impact of engaging informal carers in pulmonary rehabilitation, 

including having family members attend once-weekly for psychosocial support and education sessions 

during a 12-week exercise training programme (4). The authors reported excellent compliance to the 

programme in the intervention group, with a mean attendance rate of 92%. This was found to improve 

the coping strategies of the family, as well as the patient, as measured using the Family Crisis 

Orientated Personal Scale (F-COPES). However, this group was primarily limited to those with 

moderate breathlessness and mild-to-moderate COPD, and may not reflect the additional burden that 

might be expected as the patient deteriorates or ages and additional support is required. Further work 

looking at interventions to support informal carers of those with more severe disease, or those in the 

post-acute exacerbation period would be valuable. The study reports a single-blinded, randomised 

controlled trial, however it is difficult to understand how blinding of the participants was achieved, in 

light of either being involved in the psychosocial support and education sessions, or not.  

However, this intervention may not suit all carers, particularly those who are still working, as it 

requires a significant additional time commitment. Attendance of a patient at a pulmonary 

rehabilitation course may represent a reduced burden on the caregiver, in knowing that they are in a 

safe environment being supervised by healthcare professionals, and provide a small amount of respite 

for the carer. Provision of a condensed programme may be an alternative method that should be 

assessed for efficacy.  

Peer support is the provision of help from an equal; in the context of the pulmonary rehabilitation 

setting, this may be through simply attending the course, where patients necessarily find themselves 



in a cohort with other patients with a lung condition, who they may otherwise not come across. Due 

to their breathlessness limiting their ability to socialise, patients with COPD may find themselves 

isolated not only from others living with the same condition, but also in the wider community (5).  

Peer support may also lend benefits to a pulmonary rehabilitation programme, with an exploratory 

focus group of patients with COPD concluding that a peer-support model may be a viable means of 

improving long-term outcomes (6). Despite this, a study implementing telephone-based support 

delivered by a peer educator as a post-pulmonary rehabilitation maintenance programme was not 

more effective than usual care in maintaining 6-minute walk distance or health-related quality of life, 

measured using the St George’s Respiratory Disease questionnaire (7). It is important to note that 

telephone support from a respiratory healthcare professional was also found to be no different than 

usual care, which might suggest that the intervention, rather than the person delivering it, is the more 

important factor. This is emphasised in the difficulties in maintaining the established benefits of 

pulmonary rehabilitation in the long-term without continued healthcare worker input.  

The engagement of patients with COPD with prior experience of pulmonary rehabilitation as lay health 

workers has been explored in a feasibility trial, which demonstrated that this population can be 

recruited and trained in supporting newly referred patients with COPD through a course of pulmonary 

rehabilitation (8). The lay health workers were provided with training in confidentiality and had 

ongoing support from the study team in the form of eight mentoring meetings over the course of the 

intervention. An important consideration for this type of intervention is the changing circumstances 

of the lay health worker; of 20 patients offered training, 12 were able to support patients newly 

referred for pulmonary rehabilitation, and 10 were retained until the end of the study. Additionally, 

while the study demonstrated that a study incorporating this intervention was feasible and acceptable 

to both patients and the lay health worker, there was no reference to whether the preliminary data 

showed a trend towards improving uptake and completion of pulmonary rehabilitation in the newly 

referred patient group, however the full-scale trial will address this. 
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