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ABSTRACT
Objectives To explore patient and stakeholder 

perspectives on primary respiratory care for people with 

severe mental illness (SMI) and comorbid obstructive 

airways disease (OAD).

Design Qualitative, semistructured qualitative interviews 

were undertaken with a purposive sample of people 

with a diagnosis of SMI (bipolar illness, schizophrenia, 

affective disorder with psychosis) and comorbid asthma or 

chronic obstructive pulmonary disease. Transcribed data 

were analysed using an interpretive phenomenological 

approach. Study results were discussed with stakeholders.

Setting Eight UK general practices.

Participants 16 people aged 45–75 years, with SMI 

and comorbid asthma or chronic obstructive pulmonary 

disease, were interviewed. Twenty- one people, four with 

lived experience of SMI and seventeen health/social care/

third sector practitioners, participated in discussion groups 

at a stakeholder event.

Results Participants described disability and isolation 

arising from the interplay of SMI and OAD symptoms. 

Social support determined ease of access to primary care. 

Self- management of respiratory health was not person- 

centred as practitioners failed to consider individual 

needs and health literacy. Participants perceived smoking 

cessation impossible without tailored support. Less than 

half of the practices facilitated personalised access to 

timely primary care and continuity. Overall, there was a 

reliance on urgent care if service adaptations and social 

support were lacking. The stakeholder group expressed 

concern about gaps in care, the short- term funding of 

community organisations and fear of loss of benefits. 

Potential solutions focused on supported navigation of care 

pathways, relational continuity, individual and community 

asset building and the evolving social prescriber role.

Conclusion This study suggests that despite UK 

guidelines and incentives to optimise physical healthcare, 

primary care fails to consistently deliver integrated 

biopsychosocial care for patients with SMI and OAD. 

Collaborative, personalised care that builds social capital 

and tailors support for self- management is needed, 

alongside service- level interventions to enhance access to 

healthcare for patients with comorbid SMI and OAD.

BACKGROUND

People living with a severe mental illness 
(SMI), defined as schizophrenia, bipolar 
disease or affective disorder with psychosis, 
have a life expectancy reduced by an average 
of 20 years and a higher prevalence of phys-
ical comorbidities compared with the general 
population.1–3 This population experiences 
inequitable access to routine healthcare, 
demonstrates an overreliance on urgent care 
and also faces barriers to self- management 
of physical comorbidities.4–6 Diagnostic over-
shadowing by the SMI may contribute to poor 
physical health outcomes.7

Chronic obstructive pulmonary disease 
(COPD) and asthma are the two most 
common non- communicable chronic lung 
diseases globally.8 A link between SMI and 
obstructive airways disease (OAD) is partially 
explained by higher rates of smoking tobacco 
and/or cannabis, but socioeconomic depri-
vation and other environmental factors may 

Strengths and limitations of this study

 ► The purposive sampling strategy across multiple 

practices provides a rich idiographic exploration of 

the experiences of care by a diverse patient group.

 ► Public, patients and practitioners were involved at all 

stages of the research process, including synthesis 

of research findings and recommendations for fur-

ther research and service redesign.

 ► Our sample was not ethnically diverse, which may 

reflect cultural barriers to discussion of mental 

health outside of confidential healthcare settings 

and a lack of interpreter support for non- English 

speakers.

 ► The general practices were in urban settings in 

South Yorkshire (UK) and healthcare may differ 

elsewhere.
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also be relevant.9 A systematic review of over 200 observa-
tional studies identified that patients with schizophrenia 
or bipolar disorder were more likely to suffer from 
comorbid COPD with an OR of 1.573 and 1.551, respec-
tively.10 In their observational study, Burke et al identified 
high rates of COPD on spirometry for inpatients with 
SMI, half of whom did not have an OAD diagnosis at the 
time suggesting a hidden burden of respiratory disease.11 
Hospitalisation rates for COPD and adult asthma exacer-
bations are higher in patients with comorbid SMI, even 
once adjusted for other pre- existing health conditions, 
socioeconomic factors and demographics.12

Primary care interventions shown to improve health 
outcomes for OAD include medicines optimisation, 
vaccinations, non- pharmacological interventions, which 
enable supported self- management such as personalised 
care plans and aids to stop smoking and in addition for 
COPD, pulmonary rehabilitation.13–15 Timely access to 
respiratory care is important. It enables early diagnosis 
and treatment, improves long- term outcomes and reduces 
unscheduled care and hospitalisations for exacerbations 
of both asthma and COPD in the general population.16–18 
In a large UK primary care study, healthcare factors 
including influenza vaccination and access to primary 
care consultations were protective against hospital admis-
sion rates for people with COPD.19

Despite their higher burden of OAD, there is little 
research about the experience of respiratory care for 
people with comorbid SMI. This contrasts with a large 
evidence base used to support cardio- metabolic assess-
ment and enhanced cardiometabolic care in SMI.20–23

This study aims to:
 ► Explore the perspectives of people living with SMI 

and OAD on their experience of respiratory health-
care in the primary care setting.

 ► Integrate stakeholder feedback to identify potential 
interventions to improve respiratory healthcare.

METHODS

Design

A qualitative interpretive phenomenological study.

Data collection

People with SMI and OAD were interviewed using a 
semistructured format. A literature review and consul-
tation with two patient and public involvement (PPI) 
groups informed the interview topic guide and recruit-
ment approach (online supplemental appendix 1). We 
approached a diverse range of general practices including 
some in the most socioeconomically deprived areas of 
South Yorkshire, UK.

General practice staff undertook computer database 
searches, using standardised Systematized Nomenclature 
of Medicine Clinical Terms (SNOMED) coding and the 
UK Quality and Outcome Framework (QOF) criteria to 
identify eligible participants.24 25

Inclusion criteria were patients on the practice QOF 
‘Mental Health’ Register (patients aged 18 years and over 

with schizophrenia, bipolar affective disorder and other 
psychoses) with comorbid asthma or COPD. Exclusion 
criteria included palliative patients, those with cognitive 
impairment associated with dementia or severe learning 
disability and those receiving care under the Mental 
Health Act.

We posted a study pack to eligible participants. This 
included a consent form, an information sheet, a reply 
slip addressed directly to the study team and a prepaid 
envelope.

Participants who returned the reply slip were contacted 
to arrange the interview in their home or at the university. 
The content of the information sheet as well any other 
queries participants had were discussed at the start of the 
interview. If a participant consented to participate, (s)he 
signed the consent form and the interview began.

Interviews with 16 participants from eight practices in 
South Yorkshire were carried out by trained qualitative 
interviewers in participants’ homes or at the university. 
The interviews lasted between 25 min and 75 min, but the 
majority lasted 45 min or more. Researchers wrote field 
notes straight after each interview to support reflexivity 
and for discussion within debriefing and analysis meet-
ings. Interviews were audio- recorded and transcribed 
verbatim. We asked about sociodemographic character-
istics in each interview, calculated the index of multiple 
deprivation by postcode and allocated standardised cate-
gories to a previous occupation to preserve participant 
anonymity.26 27 Pseudonyms are assigned to each quote 
and cross- referenced to a table summarising sociodemo-
graphic characteristics (table 1).

Analysis

An inductive interpretive phenomenological analytical 
approach (IPA) was used to explore the participants’ 
lived experience of the dual diagnoses of OAD and SMI 
and experiences of respiratory healthcare.28 IPA is partic-
ularly suitable for a case- based approach and has a dual 
focus on the unique characteristics of individuals and the 
patterning of meaning.

Transcripts were read initially while listening to the 
audio- recording and reread by the researchers to familia-
rise themselves with participants’ accounts and document 
exploratory coding (NZ and ND). Anonymised data were 
organised and analysed using NVivo software (V.12) and 
emergent themes were linked to coded data. Interviews 
continued until data saturation and a purposive sample 
had been achieved using a case- by- case approach to 
data analysis and multiple practice sampling.29 Coding 
was independently verified by sequential analysis of all 
transcripts (CM and BD) and the thematic framework 
generated was subjected to critical interpretive challenge 
within the whole team. Reflexivity and interdisciplinary 
perspectives were key to the self- conscious analysis process 
(COREQ research checklist).

We presented the results in lay format at a public stake-
holder event, to which people with lived experience of 
SMI, mental health third sector workers, commissioners, 
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Table 1 Demographic characteristics of participants

ID Age band Gender

Ethnicity White 

British=WB

Education No 

Formal (NF) Living situation ONS Score*

Asthma or 

COPD Smoking status

Post- code IMD 

decile*

P1 65–74 F WB GCSE/O level Spouse 9 Asthma Ex- smoker 2

P2 65–74 F WB NF Alone Housewife COPD Smoker 5

P3 55–64 M WB GCSE/O level Alone/ carer in day 2 retired Asthma Smoker 2

P4 45–54 M WB NF Alone Unemployed 

longterm (l- t) 

incapacity

COPD Smoker 2

P5 65–74 F WB NF Alone 5 retired Asthma Non- smoker 2

P6 55–64 F WB NF Spouse 9 unemployed l- t Asthma Ex- smoker 1

P7 65–75 F WB NF Alone 7 retired COPD Ex- smoker

P8 55–64 F WB NF Alone 5 unemployed- l- t COPD Smoker 2

P9 55–64 M WB NF Alone 8 unemployed- l- t Asthma Smoker 1

P10 45–54 F WB NF Alone with carer in day 5 unemployed- l- t Asthma Ex- smoker 3

P11 45–54 M WB NF Lives with parents and 

sibling

unemployed- l- t 

incapacity

Asthma Non- smoker 1

P12 55–64 M WB NF Alone unemployed- l- t 

incapacity

Asthma Non- smoker 2

P13 65–74 F WB NF Spouse 8 retired Both Ex- smoker 1

P14 55–64 F South African GCSE†/O level With parents 4 employed f- t Asthma Non- smoker 4

P15 55–64 F WB NF Spouse unemployed- l- t 

incapacity

Asthma Ex- smoker 1

P16 55–64 M WB NF Alone 9 unemployed- l- t 

incapacity

COPD Smoker

*https://onsdigital.github.io/dp-classification-tools/standard-occupational-classification/ONS_SOC_occupation_coding_tool.html.

†General Certificate of School Education

COPD, chronic obstructive pulmonary disease; IMD, index of multiple deprivation.
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health and social care trust managers and health and 
social care practitioners were invited. This allowed others 
with lived experiences of SMI to comment on findings.28 
The research team then facilitated three stakeholder 
discussion groups to explore potential interventions to 
improve access to care for long- term respiratory health 
problems for people with SMI.

Patient and Public Involvement

This research arose from clinical observations and feed-
back from patients about experiences of respiratory 
healthcare for people with SMI and comorbid OAD. We 
presented the initial research ideas and consulted with 
two PPI groups. The first PPI group (Sun:Rise) is a PPI 
group comprised of people with lived experience of 
mental illness. Several of the members of the Sun:Rise 
group also had comorbid physical health problems. The 
second PPI group is a group of patients and public living 
in the communities served by the ‘Deep End Sheffield’ 
cluster research network (DES CRN) of practices who 
provide feedback and input to research conducted within 
their practices.

These consultations informed the development 
of an interview topic guide, project documentation 
and approaches to recruitment. When the study was 
completed, we presented the results back to both PPI 
groups and provided a lay summary of the results for 
wider dissemination. We have acknowledged the contri-
bution of these PPI groups and also the DES CRN prac-
titioners in shaping the research process with the team.

A stakeholder event was convened for people with lived 
experience of SMI (from the Sun:Rise PPI group) and 
multidisciplinary/multisector representatives to discuss 
findings and potential next steps for intervention devel-
opment and service redesign. A visual scribe observed 
and recorded accessible outputs contemporaneously for 
the stakeholders and wider dissemination (online supple-
mental appendix 2).

RESULTS

The sociodemographic characteristics of the participants 
are summarised in table 1. Of the participants aged 45 
to 75 years old, nine were women and seven were men. 
Ten participants had comorbid asthma, six participants 
had COPD. In two of the interviews, a family carer was 
present at the request of the participant and contrib-
uted to the interview. Fifteen participants were no longer 
under follow- up by a community mental health team. 
One patient was receiving care for COPD from a hospital 
clinic. Ten participants lived alone and almost all lived 
in areas of significant socioeconomic deprivation. The 
majority of participants were current smokers (6/16) or 
ex- smokers (6/16). Most participants had left school with 
no formal qualifications (12/15) and were unemployed 
or had retired.

Data saturation was achieved in three main themes: 
‘Social support’, ‘Self- management challenges’ and ‘Service 

accessibility’. Table 2 summarises the main themes, explan-
atory subthemes and further illustrative quotes.

Social support

A person’s social support influenced access to care. 
The term social support incorporates living within 
supportive families and communities, financial and mate-
rial resources, formal or informal carer support. Defi-
cient support arose from social isolation and exclusion 
from families and the wider community, which were in 
turn influenced by poverty, unemployment, poor access 
to transport, the burden of SMI symptoms and impact 
of historical trauma (including child abuse, domestic 
violence) on family structures.

Support networks

Social networks enabled participants to navigate and 
negotiate access to healthcare. Examples of support and 
advocacy included accompanying participants to appoint-
ments and neighbours or family calling for help during 
illness exacerbations.

Jack retired through ill health. He lives alone and has 
asthma in addition to SMI. He described collaborative 
continuity of health and social care and a supportive 
social network, which enabled him to feel less fearful 
about being ill and alone.

It’s like I've got (name of carer), I've got a couple of other 
friends, you know, that if I'm feeling, you know, like, at 
night time, they’d rally round. She’s a trained social worker, 
but she doesn’t work for social services, … and she’s con-
nected with the doctors, she works with the National Health, 
so that was the difference. She was compassionate. Jack P3 
aged 54–64 years

Paul had been unemployed following a long period of 
ill health and has COPD in addition to his SMI. He lives 
alone. A friend now monitored his health and well- being.

We’re the same age. Known each other years, like. We get on 
and he’ll phone up every now and again ‘are you alright’, 
because he’ll see if my lights on and off, because otherwise 
I’ll go to bed, I’ll stop in bed two days. Paul P4 aged 45–54 
years

Social isolation

The majority of participants lived alone. Participants 
reported social isolation arising from the disabling dual 
burden of SMI and OAD, compounded by living in 
poverty and a lack of access to transport and / or social 
networks to overcome that isolation.

Neil lives alone, is unemployed and described increasing 
disability from deteriorating mental and physical health. 
His lack of close family or friends left him feeling vulner-
able and fearful about maintaining his independence 
and being seriously ill and alone.

At the end, what’s going to happen? Am I going to be able 
to keep my flat or is this going to get worse so am I’m unable 
to look after myself? I don't think it will…I think it’ll come 
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Table 2 Summary of themes and subthemes

Key themes

Sub- 

themes Additional quotes

Social 

support

Support 

networks

….because I've got a good support network. It’s like I've got (name of lay carer), I've got a couple of 

other friends, you know, that if I'm feeling, you know, like, at night time, they’d rally round. P3

I've got family close by so that’s why I moved here.…I go to them…Because if they keep coming to 

see me, I’ll not want to go out and that’s why I’ll not go out. So, I went yesterday afternoon to see 

her and I've got another sister up there. P9

I'm more assertive and, like, ‘this is why we've come to see you, this is what the issue is’ and 

whatever, so it’s being directed – Daughter of P 7

Social 

isolation

When I’m really ill, I can’t leave the house, I can’t leave my bedroom, I can’t go anywhere, I can’t 

do anything. So yeah, then I avoid it and then sometimes I might get a doctor to get come out here 

or just to tweak my medication over the phone and then my parents go and pick up some more 

medication for me or something like that. P14.

but the thing with tablets, you see, you go on tablets for your nerves and I’d experienced it I mean, 

I didn’t talk to people for over ten years hardly, after my son died, I was on nerve tablets and I never 

spoke, I was a complete introvert, people couldn’t communicate… I had no life, I had no joy in my 

life, I had no spirit, you know what I mean? – P 2

Self 

management 

challenges

Health 

literacy

I'm not very clever, so I went round the corner for the day and I used to – went to learn to read and 

write. I can read a bit still, not well, but I don't go now because they stopped it. And I used to enjoy 

going there. so it used to get me out of the house. P10

Because then when I go to hospital to see a doctor to talk medical terms and to me it’s like jig- saw 

and its pieces are missing I think. P15

Before the last visit, I didn’t realise I was using my reliever more often than I should have done. Now 

they’ve changed it to an all in one, the reliever and the other one P12

Interplay 

of poverty 

and 

disability

Expense and physical difficulties travelling to review appointments and getting out of house

Because I have to get a taxi to go then I get a taxi back. – P 9

I'm currently DLA (Disabled Living allowance) but I've just been to a face to face interview for 

changing over to Personal Independence Payment…I’ve never worked. P12

Smoking I'm going on my own situation and some people I do know – when you’ve got mental health 

problems, it’s like because you're deep in thought or you're trying to achieve something or you're 

not trying to achieve something or escape, you can't control your emotions, your feelings, your 

tensions and a cigarette sort of stops you from shouting at somebody, you know?… I've tried 

stopping smoking again and I can't do it… P 2

I prefer to smoke….Because I've nowt else in my life but smoking…I've always been told what to 

do and what not to do and smoking’s something I choose to do on my own. P 8

Service 

accessibility
Continuity 

of care

I mean, the doctors have changed because they’ve retired, but I've got a really good young GP, 

they call her Dr X. – P 5

Dr Y’s very understanding, he’ll start the conversation off first and I find it – my other doctor, Dr M, I 

found it right easy talking to him – P 8

It seems they don't really talk to each other about what’s coming up or look on the screen, just see 

the words on the screen rather than the patient themselves, the whole person. P12

Urgent care I don’t know, so Asthma, if I get like all bit restless about Asthma and that kicks off like a bit of a 

panic attack and then that’s sort of where the Bipolar comes in. When I get into that kind of a state 

I don’t know which one comes first. But I just know that when I do get breathless it’s exceptionally 

breathless and we have to phone for an ambulance P14

Since January, so that’s in the last sixteen weeks, we've had an ambulance out four times. She’s 

been nebulised and left at home twice and she’s been admitted twice to have her oxygen levels 

monitored, so they put her on oxygen and both times it was because of an onset of an infection 

which made things worse. Daughter of P 10

When I was really ill my husband phoned the doctor and he sort of came not long after and I got my 

care straight away. They got me nurses and that together, you know, that dealt with this and they 

were really positive. – P 1

Navigating 

complex 

care 

pathways

With mental health, there’s nothing, there’s only my doctor, I feel sorry for him because I know 

that – because when I go down to see him, there’s loads of my kind what’s already there waiting 

to see him too who suffer with mental illness. He’s not just dealing as a doctor, he’s also dealing 

as a psychiatrist and as a nurse and everything all in one and if you're in a right tizwas, he’s got to 

try and calm you down. And same if you’ve got asthma problems, he helps me with that too, you 

know, he’s always checking. I don't get a chance to sit down with him and that because he’s always 

on the rush with me, you know, checking that I'm alright. I’m very grateful…P12
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to the point where I have to go in some kind of supported 
housing just so I've got…like if anything happened to me 
at night nobody would know. Neil P16 aged 55–64 years

Breathlessness and anxiety about leaving the house 
were often interrelated and acted as barrier to access 
to healthcare. Janet in addition to asthma and SMI has 
other physical comorbidities, which restrict her mobility. 
Although relatively young, she is unemployed and mostly 
housebound with both formal and family carer support.

(Carer) And that’s when P’s stress thresholds rise through 
the ceiling and of course then, for some reason, it aggravates 
asthma. When P’s stressed, her asthma’s worse. Janet P10 
aged 55–64 years

Patients, especially those with COPD, described a trajec-
tory towards an isolated, housebound existence.

I get stressed out sort of thing. I spend most of my life in 
here now, where you wouldn't get me in the house at one bit. 
Paul P4

Self-management challenges

Supported self- management interventions outside 
of general practice such as ‘stop smoking’ support, 
pharmacy- based interventions (eg, medicines review 
including inhaler technique) and pulmonary rehabilita-
tion were poorly accessed, if at all. None of the partici-
pants could recall discussion of shared written asthma or 
COPD care plans with practitioners to help them recog-
nise and safely self- manage exacerbations. Participants 
used medication to relieve symptoms and sought urgent 
unscheduled care when they felt ill. These unplanned 
episodes of care predominated in the interviews rather 
than a picture of supported proactive self- management.

Lack of health literacy

The majority of participants had left school without any 
formal qualifications. All our participants had English as 
a first language but health literacy was identified as an 
issue in both written communication and in healthcare 
consultations.

Janice left school without any formal qualifications, 
had been unemployed for many years and lives with her 
husband.

Sometimes they’ll send you a letter…. and I think ‘what does 
that say, what does that say?…We can read, but I can’t read 
and write properly Janice P15 age 55–64 years

Neil described the use of inaccessible jargon and over-
complicated explanations in consultations:

Sometimes, yeah. And then sometimes you think well you 
might as well be speaking in a foreign language because I 
don't understand anything. If you come out with…if people 
use big terms, big medical terms, I don't understand, no. 
Speak so I can understand it. Neil P16 age 55–64 years, 
no formal qualifications

None of the participants had accessed written or online 
self- management support materials. Derek needed help 
to fill in forms from his support worker:

Yeah, she (community support worker) does it for asthma as 
well, so she helps me with the form filling to ease my anxiety, 
because I sometimes get confused with certain words that’s on 
the pages. Derek P12 age 55–64 years

The interplay of poverty and disability

Poverty compounded disability and both factors impaired 
access to healthcare. Participants were reliant on ‘good 
(health) days’, public transport and carers (formal, 
friends and family) to get out of their home. Perhaps 
consequently, participants frequently described how they 
were forced to restrict their use of precious personal and 
social resources to support access to healthcare.

Patrick has been unemployed for many years. He 
described how disabling mental health and physical symp-
toms sapped motivation to self- care and access healthcare.

I can’t be bothered to do ‘owt…As you can see, I haven't 
hoovered up yet. Patrick P9 age 55–64 years, lives alone, 
asthma

Over time, the use of home services such as phar-
macy deliveries acted as a lifeline to medication but also 
reflected increasing isolation and the accelerated trajec-
tory to housebound status.

Because it costs me £10 to go there, to the chemist 
and back, because there isn’t a direct bus…I can’t 
walk up the hill because I get really breathless. Joan 
P5 age 65–74 years, lives alone, asthma

Smoking

The majority of participants were current or ex- smokers. 
For those who were smokers, smoking was embedded 
within daily routines and used habitually to self- manage 
‘stress’ as Tina describes:

Perhaps more than other people but smoking, people used 
smoking for a lot of things and it can cause – it can take 
stress away. Tina P2 age 65–74 years, COPD

Despite a desire to stop and attempts to quit in 
many instances, smoking cessation, a cornerstone of 
self- management of risk of disease progression and 
exacerbations, was perceived as an impossible goal. 
Community- based smoking cessation support did not 
meet the needs of participants, as there was no specific 
psychological support offered for alternative strategies to 
manage distressing mental health symptoms.

I was smoking as many on patches as when I weren't 
on patches. Patrick P9 age 55–64 years, COPD

There were also fears that some smoking cessation 
medications could make mental health worse

No good for me, but I’ve got high stress levels so I’ve tried 
patches, they just burn me and itch. I’ve tried them things, 
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they just hurt my throat. And I can’t take them tablets what 
they can prescribe because I go suicidal on them. Paul P4 
aged 45–54 years, COPD

Service accessibility

Social support and advocacy by formal and informal carers 
alongside service adaptations (or lack of them) strongly 
influenced access to care. Most of the participants found 
it difficult to single handedly navigate fragmented health-
care services for both SMI and OAD. However, examples 
of responsive, good primary care were also shared.

Continuity of care

Trust, perceived and received stigma and complex 
disability influenced confidence in accessing primary 
care and consultations in unfamiliar settings and with 
unfamiliar practitioners.

They really class it (mental illness) as a taboo subject and, 
you know, that you must be of a lower class and whatever. 
Tina P2

I’m really comfortable with her, the others, I don’t know, so 
I’m not comfortable… [I] Tend to hold back…I just don’t 
tell them everything like I should….It’s like if I don’t know 
them, I don’t trust them, but with the doctor I go and see, I 
trust her completely. Debra P7 age 65–74 years, COPD

Relational continuity with local healthcare practitioners 
helped counteract geographical and psychological 
barriers to healthcare. Participants consistently expressed 
a preference for continuity of care, but this was not always 
available in their practices.

Because it just seems too much hard work to get in and then 
when you go you're not seeing the same doctor. If it were the 
same doctor who were dealing with my COPD I’d be a lot 
happier. Neil P16

Seeing an unfamiliar nurse provoked this response 
from Derek :

It seems they don't really talk to each other about what’s com-
ing up or look on the screen, just see the words on the screen 
rather than the patient themselves, the whole person. Derek 
P12

Several participants commented on the impact of a lack 
of a health or social care worker to support access to care. 
This advocacy role had been addressed historically by 
‘keyworkers’ within mental health teams.

Shortness of breath, I didn’t know what it was, I’d pushed 
myself and not having anybody to confide in really,….I 
think if I’d had like a key worker to help me or someone who I 
could trust in, I perhaps would have got the diagnosis before 
that and had more help. Tina P2

Joan described how she knew the practice staff well, 
experienced good continuity of care and perhaps conse-
quently was more confident in seeking timely care:

I’ve got a good relationship with my GP and the nurses and 
the receptionists. They’re absolutely brilliant. If I hadn’t got 
that network, I wouldn’t be here. I would have been gone. I 
would have took my own life. Joan P5

Use of urgent care

Normalisation of poor physical health, a failure to access 
timely primary care, a lack of self- management skills and 
little social support meant that patients often waited until 
they were very unwell before seeking help from their 
precarious social network to support access to urgent 
healthcare.

I’m like … you know shortish breaths and I can’t breathe 
because I ain’t got my inhalers and that. But, luckily, I’ve 
got an old lass downstairs, she’s like a mother I should have 
had! She’s 84…she always checks up on me, phones me up 
every day. Paul P4

One patient described repeated visits to accident and 
emergency department with atypical chest pain before 
the diagnosis of asthma was made.

It just came on suddenly. I’d been going to A&E with chest 
pains originally and they suggested that as I didn’t have 
any issues with my heart, to have asthma, you know, tested 
at the doctors …. And it was. And since I’ve been on the 
medication, the symptoms of the chest pain have gone. I got 
diagnosed! Joan P5

Debra preferred to avoid attending her general prac-
tice unless her COPD deteriorated and relied on her 
daughter to book her appointments.

If I'm not very well I have to go to the doctors, I tell my 
daughter and she’ll make an appointment and takes me to 
the doctors, but I try not to go too much, I try and stop in the 
house. I stop in the house a lot. Debra P7

Some participants gave positive feedback about conti-
nuity of care and familiarity with the practice systems, 
which enabled timely urgent primary care.

I know at any time I can phone up and if my chest’s bad I 
can guarantee that she’ll fit me in in the next couple of days. 
Jack P3

Navigating complex care pathways

Participants described fragmented mental and physical 
healthcare across primary and secondary services, with 
specialist and disciplinary silos leading to extra appoint-
ments with scant evidence of integrated care.

I was a bit disappointed. I went in one day with a bad chest 
and it was for a mental health check and it was a psychia-
trist and she was very nice, but I was annoyed because they 
didn’t tell me that. I went because I thought it was for my 
chest because I wanted some help. And she listened to my 
chest and she said ‘oh it’s a bit rough but you'll be better in 
two months’ time, it’ll be completely alright’ and I thought 
that was strange saying that. Tina P2 (has COPD).
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With the nurse, physical health comes first. Doctor, 
mental health comes first. Debra P7

Overlapping and frequent appointments from different 
services were needed to address care needs for multiple 
complex health problems.

But sometimes I can’t get there because I’ve got appointments 
with the hospital. But hospital, she likes me to be there so I 
cancel that and I say ‘can you make me another one. Neil 
P16

A carer described her difficulties in supporting the 
complex needs of the patient and to also negotiate timely 
access to appropriate care:

…this happens quite frequently because she is really bad at 
the asthma, I rang up and they said ‘can you fetch her in’, 
I've complained since, that’s not easy, she has mobility prob-
lems, so P’s had operations on both feet, she’s got pins in her 
toes, she’s got arthritis in her joints, in her knees, in her hips 
and also in her shoulders and she lives on the first floor, so 
when a doctor says ‘can you bring her in’, that’s not always 
easy. Janet P10

Stakeholder discussion groups

The results were presented in lay format at a public stake-
holder event, to which four people with lived experience 
of SMI, mental health charity workers, primary care 
commissioners, health and social care trust managers 
and clinicians (a social prescriber, a General Practitioner, 
practice and mental health nurses) were invited. A total 
of 21 stakeholders participated in the three discussion 
groups.

The public stakeholder group expressed similar 
concerns about gaps in care and, in addition, fear of loss 
of benefits and the short- term funding of community 
organisations. Potential solutions focused on adequate 
resources, supported navigation of care pathways, rela-
tional continuity, individual and community asset building 
and the evolving integrated social prescriber role.

Stakeholders supported service redesign to mandate 
inclusive access to healthcare, recognising the challenges 
facing those with an SMI in the navigation of complex 
appointment systems for multiple mental and physical 
health problems.

A tailored ‘social prescribing’ intervention was felt 
by stakeholders to have potential to enhance self- 
management skills and social networks of people with 
comorbid SMI and OAD and other long- term physical 
health conditions. A visual summary of the discussion was 
provided for the stakeholder members at the end of the 
meeting and used to further disseminate study findings 
to local practitioners (online supplemental appendix 2).

DISCUSSION

In our study, participants described extraordinary 
disability and isolation arising from the interplay of SMI 

and OAD symptoms. Social support determined ease of 
access to primary care. There were challenges in self- 
management of respiratory health, in particular, a lack 
of personalised asthma or COPD care plans and a failure 
of some practitioners to consider individual needs and 
health literacy. However, there was a reliance on urgent 
care if service adaptations and social support were lacking.

Social support encompasses living within supportive 
families and communities, financial and material 
resources.30 In our study, a lack of personal resources and 
social support contributed to a downward spiral in social 
contacts and activities outside the home. In a qualitative 
meta- synthesis of lived experience of mental–physical 
multimorbidity, Coventry et al describe how the experi-
ence of multimorbidity is: ‘underscored by a sense in which 
bodies had become broken, had begun to fall apart and grind to 
a halt, leading to much more circumscribed and less rewarding 
lives’. Social support was characterised as a ‘buffer’ against 
the stresses of living with multimorbidity, a finding which 
resonated with the experiences of the participants in our 
study.31

In our study, participants also described how psycho-
logical and practical support provided by a social network 
could enable the person to adapt and cope with the work 
of chronic illness and negotiate access to healthcare.32 
The term social support overlaps with the complex 
construct of ‘social capital’ and people living with SMI are 
disadvantaged compared with the general population.33 34 
A more recent systematic review was unable to reach clear 
conclusions about the effects of social capital on access 
to healthcare, limited primarily by inconsistencies in how 
social capital and healthcare access were conceptualised 
and measured.35 Nonetheless, our stakeholder group 
suggested that building social support and addressing 
poverty and other structural influences on social isola-
tion might enhance access to care. A social asset- based 
approach (building community and individual resources) 
may have potential to alter the restrictive housebound 
trajectory for those with SMI and comorbid OAD and 
support positive change in health- related behaviours.35 
The advent of ‘Social Prescribing’ initiatives in primary 
care could support the unmet physical and psychosocial 
needs identified in our study and support condition self- 
management and timely access to primary care.36 37

The complex interplay of social, mental and physical 
challenges experienced by our participants contributed 
to normalisation of poor physical health. Ill- health was 
experienced as a series of ‘crises’ with increased use 
of urgent rather than timely primary or self- care previ-
ously described in relation to people with mental–phys-
ical multimorbidity.4–6 19 Our study illustrates the shared 
characteristics of people with an SMI with other vulner-
able patient groups included in a synthesis of evidence 
concerning ‘Vulnerable Patients and access to health-
care’ (Dixon et al).38 Two key constructs which mediate 
access to care relevant to our theme ‘Service accessibility’ 
are relevant; ‘Candidacy’ and ‘Permeability’ of healthcare 
organisations (figure 1). In our study, ‘candidacy’, the 
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ways in which people’s eligibility for medical care is nego-
tiated jointly between patients and health services, was 
mediated by informal and family care and practitioner 
relational continuity. Lay carers and in some instances 
GP receptionists advocated for the person and thereby 
enabled access to care.

The construct of ‘Permeability’ describes how much work 
and engagement with the healthcare service is needed to 
gain access to care.38 Our study describes a wide range of 
contextual primary care experiences from holistic health-
care with continuity, to depersonalised and fragmented 
care. There is a need to reconsider how to implement the 
collaborative biopsychosocial person- centred approach 
to physical and mental healthcare in primary care advo-
cated by Lester and others for people with mental–phys-
ical multimorbidity.39–41 This could include incentives 
and other policy- driven initiatives, in line with disability 
legislation, to address inequitable access to healthcare for 
people with mental–physical multimorbidity.41–44

CONCLUSION

There is a need to increase awareness of the impact of 
comorbid OAD in people with SMI. The provision of 
personalised, collaborative health and social care for this 
group, which prioritises relational continuity by practi-
tioners, builds individual social capital, tailors support 
for self- management and addresses barriers in access to 

primary care appointments is warranted. Further research 
should focus on the development and evaluation of inte-
grated personalised health and social care interventions 
for people with comorbid SMI and OAD, which consider 
social connectedness as an important influence on access 
to care.
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Figure 1 Access to care for people with severe mental 

Illness and co- morbid obstructive airways disease: 

a thematic framework incorporating ‘candidacy’ and 

‘permeability’ constructs derived from ‘Vulnerable groups 

and Access to Care’ Dixon et al.38 Definitions: candidacy 

describes the ways in which people’s eligibility for medical 

attention and intervention is jointly negotiated between 

individuals and health services’. ‘Permeability—Services can 

be conceptualised in terms of how porous and permeable 

they are. High permeability services are those are most 

confortable for people to use that demand the fewest 

qualifications for candidacy, and that require less work. 

Services that are less permeable require much more work in 

order to gain a point of entry and sustain engagement with 

service’.
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Topic Guide 
A qualitative study of patient perspectives on respiratory healthcare for people with a. severe 

mental illness and co-morbid asthma or COPD 

Introduction 

Introduce self and project 

Introduce this part of the study 

Talk through: 

 Have you had a chance to read the info sheet? 

 If not, give/summarise 

 Purpose of interview and length 

 Voluntary nature, reasons for recording, consent to recording 

 Consent to using anonymised quotes in publications 

 Explain confidentiality  

 Questions? 

START RECORDING 

Background information 

- Age 

- Gender 

- Diagnosed with Asthma/COPD or both 

- Diagnosis of severe mental illness and medication taken  

- Age when left education 

- Employment status 

- Previous employment 

- Living arrangements 

 Who they live with 

 Accommodation eg own home, rented, shared accommodation etc 

 

Can you tell me a bit about your lung/chest health? 

 

Prompts to explore interactions with healthcare services and practitioners include: 

Where do you get your medications? 

If delivered – why? 

If picked up – how? 
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Do your medications work (this is easier to gauge for lung health as for mental health, which is a lot 

harder to treat)? Observe and note if participant is breathless during the interview, as this does not 

always appear in the transcription.  

Have you ever been to A&E or a walk in service for due to your lung health? 

- If so, why did you feel A&E was the most appropriate (if not immediately clear) 

How often do you see your GP or nurse? 

How does your lung problem  affect your mental health? 

Have you ever had to stay in hospital due to your lung health? 

Have you ever been offered pulmonary rehabilitation)/breathing exercises? 

 Did you go 

 How was it/did you go again 

Can you tell me about your mental health? 

Prompts to explore interactions with healthcare services and practitioners include: 

Where do you get your medications? 

Have you ever been to A&E or a walk in service for due to your mental health? 

- If so, why did you feel A&E was the most appropriate (if not immediately clear) 

- E.g. why didn’t you go to your GP etc 

How often do you see your GP or nurse or psychiatric doctor/nurse/mental health team / or  who do 

you see for your mental health)? 

Does  your mental health affect your lung health and if so how ? 

Have you ever been in hospital for mental health problems? 

Management of Self-Care: 

How do you find sticking to your medication regime? 

Do you have an asthma plan for when you have a flair up? 

Health Literacy: prompts added after early interviews  

Do you always understand the health information that is discussed with you? 

Do you always understand the leaflets that are provided by health services? 

Do you find making GP appointments, picking up prescriptions and other health 

services easy or hard?  

Ask to elaborate if so. 

Ask about smoking cessation service (usually will be referred if they smoke). 

Can ask about how easy they find getting to the GP/pharmacy/picking up prescriptions (logistically) 
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 Has their mental health ever overshadowed/took too much focus in an appointment? 

How often have you been going to your GP (if small amount, ask how many different practices)? 

During GP consultations and other healthcare events/meetings, have you understood everything 

what the health professional has said? 

- Ask why/try to explore  

Have you ever felt unable to go to a GP appointment? 

IF so, why? 

Finance? 

Stigma? 

Logistics? (travel, childcare, etc) 
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Appendix 2:  

Infographics from the stakeholder meeting conducting in January 2020. 
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