
Editorial

An uncomfortable truth: the long-term impact of
COVID-19 on the clinician–patient relationship

The impact of COVID-19 will reverberate long after the

acute phases of the pandemic. Healthcare delivery has

been profoundly impacted, with hospital waiting lists not

predicted to return to baseline until 2025, even on the

most optimistic estimates [1]. Delays in diagnosis, best

studied in cancer but seen across the board, will lead to

potentially avoidable morbidity and mortality for years to

come [2].

To understand the impact in our specialty, all rheuma-

tology teams must read the publications by Melanie

Sloan’s team. They have produced ground-breaking

qualitative research that is relevant to us all. We must

listen to the stories that they describe.

Their latest paper demonstrates the effect of the pan-

demic on patients and clinical teams. Using mixed-

methods research, they have created an evidence-base

from 1543 people living with rheumatic diseases and

111 clinicians, with in-depth interviews of 73 contribu-

tors and detailed follow up of 139 people with rare auto-

immune rheumatic disease patients.

Their findings make for uncomfortable reading be-

cause, despite the efforts of clinicians, the impact on

our patients has been profound. The proportion who felt

medically supported reduced from 74.4% pre-pandemic

to 39.7% during it. There was a reduction in healthcare-

seeking behaviours, with patients feeling ‘abandoned’

by clinicians in the face of cancelled appointments, per-

sistent difficulties accessing care and a switch to remote

consultations. This was exacerbated by Government

messaging ‘to protect the NHS’, which frequently left

patients feeling like a ‘burden’ and ‘guilty’ when request-

ing advice. Clinicians significantly under-estimated these

effects, while over-estimating the degree of healthcare

avoidance among patients for fear of contracting

infection.

Increased self-management was reported but this was

often through necessity and was not always accompa-

nied by an increase in education or clinical support.

Rheumatology specialist nurses and patient charities

were praised for stepping into the breach, providing

valuable support and information.

The likelihood of reporting of mental health symptoms,

poor even before the pandemic (although again over-

estimated by clinicians), dropped even further.

Both patients and clinicians described delays in care

leading to irreversible damage and possibly even contri-

buting to deaths. Concerningly, patients described on-

going doubts about future access to care, especially

about receiving prompt treatment for severe flares.

Some of those who had been unable to access support

described reduced willingness to report symptoms in

the future. This has the potential to delay treatment,

with all the attendant consequences.

The impact on clinicians was no better. Healthcare

reconfigurations and redeployment both contributed to

high-stress work environments. Respondents described

low morale, compassion fatigue and feeling burnt out.

Of the clinicians surveyed, 23% felt that their mental

health had sustained long-term damage. There was no

significant difference in well-being scores between those

who were and were not redeployed.

Similar to previous studies across different special-

ities, both pros and cons to telemedicine were identified.

Benefits include increased flexibility and reduced travel

time and costs [3, 4], along with positive environmental

impacts [5]. However, as Sloan et al. highlight, telemedi-

cine was felt to be inferior in many aspects by both

patients and clinicians [6, 7]. Patients described a per-

ception of reduced clinician empathy and listening, and

clinicians expressed fears that ongoing targets for tele-

medicine appointments were crude and took insufficient

account of the complexity of some rheumatological con-

ditions [6, 7]. They have also previously identified con-

cerns about the reliability of assessment, particularly

where physical examination is required [6].

So, what is the significance of these
findings?

As the authors have previously demonstrated, changes

in patient–clinician relationships have the potential to in-

fluence not only healthcare quality but also patient

health behaviours and outcomes [8, 9]. Given the detri-

mental impact of the pandemic on many clinicians, there

is also a real risk of further attrition from the already

depleted rheumatology workforce [10]. The full effect of

the pandemic has yet to be felt.

More crucially, what needs to be done? Helpfully, the

authors identify some barriers and facilitators for

accessing care that we can reflect on.

Barriers were often administrative, with inefficient sys-

tems and technology frustrating the efforts of individuals

to access or provide care. Helplines were frequently

cited, both as barriers to care where they were not func-

tioning as intended and as facilitators to excellent care

where they were. Worryingly, clinicians did not always

have awareness of these issues. Helplines are a key

area for improvement, with a focus on streamlining pro-

cedures for those that exist or pulling together business
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cases for them where they do not. Many clinicians will

also recognize the negative impact of healthcare recon-

figuration and social distancing on the ad hoc, informal

methods of communication that many teams relied on.

It is important that all departments consider the commu-

nication methods currently in place, both formal and in-

formal, to ensure that robust mechanisms to exchange

clinical information continue.

The primary–secondary care interface is also high-

lighted as dysfunctional, with patients often stuck in the

middle as both sides perceive the other to be limiting ac-

cess and ‘passing the buck’. With all elements of the

health service feeling overburdened, respectful, consider-

ate communication between individuals and careful plan-

ning of local services is required. Telemedicine also offers

a unique opportunity for case conferences, and innovative

approaches such as joint patient consultations with both

primary and secondary care physicians [11]. This collab-

orative way of working has the potential to enhance both

working relationships and patient outcomes.

For patients, the most notable barriers included the

‘fear of being a burden’, with respondents acutely aware

of the pressures on the healthcare service and mindful

of government messaging that it could be overwhelmed.

It is vital that we acknowledge and address these con-

cerns, or we risk reduced patient engagement and ac-

cess to healthcare, particularly in the current context of

encouraging patient-initiated follow-up.

For clinicians, the barriers include time pressure and a

backlog of patients requiring care. Remote consultations

were cited by many, building on findings from the

authors’ recent pioneering research into the impact and

risks of telemedicine [6]. Notably, other studies have

suggested both patient and clinician preference for

video rather than telephone consultations, with greater

impacts on wellbeing and improved confidence in clinic-

al assessments and appointment outcomes [3, 12, 13].

Selecting cases appropriate for virtual follow-up has

long been recognized as important in order to avoid in-

advertently increasing both demand and costs [11, 14].

The NHS must continue to provide care tailored to the

individual, and efforts to ‘build back better’ must not

distract from the fact that the ‘right’ type of consultation

is dependent on the individual and their circumstances,

rather than taking a ‘one size fits all’ approach. Making

use of resources such as the virtual consultation toolkit,

as described in the England Rare Diseases Action Plan

2022 [15], can also improve the telemedicine experi-

ence. Specifically designed for managing complex,

multi-system rare diseases, the aims of the toolkit are to

improve both clinic design and patient outcomes.

Facilitators included providing clear information on

how to access support (e.g. business cards containing

contact information/helpline numbers) and individuals/

departments being perceived as approachable and con-

tactable. Simple acts of kindness and personable be-

haviour go a long way.

This study is a significant addition to the fields of

rheumatology and health service research, and adds to

Sloan et al.’s growing body of research demonstrating

the impact of the pandemic on people living with rheum-

atic diseases, the negative consequences to their health

and well-being and risk of deteriorating outcomes in the

future. It is important to acknowledge the contribution of

patient charities to funding COVID-19 research, particu-

larly Lupus UK whose funding of the earlier LISTEN

study allowed this study to be realized.

As the authors so poignantly finish: ‘The feeling of

abandonment will remain for longer than the memories

of the chaos of Covid’ [clinician quote]. All rheumatology

departments should reflect on the contents of this paper

and its implications.
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