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Pathways to care for Long COVID and for long-term conditions
from patients’ and clinicians’ perspective

Long COVID (LC) affects approximately 45% of COVID-19 survivors,!
featuring persistent symptoms lasting over 4 weeks without an alter-
native explanation.? The recent development of LC services aims to
provide structured or integrated care.® Given the current challenges in
the UK healthcare system, we explored access to care for people with
LC. We compared this to other long-term conditions (LTCs), concern-
ing four filters for accessing care as defined in the Pathways-to-Care
model,* to inform policy and service planning across diseases and spe-
cialities. Those filters include the person’s decision to seek care (filter
1), the decision of the General Practitioner (GP) to provide diagno-
sis and treatment in primary care (filter 2), the GP’s decision to refer
the patient to specialist care (filter 3), and the arrival of the patient
in outpatient specialist care (filter 4). The second filter concerns a
complex process combining the patient’s perspective of their health
problems being recognized by the GP and diagnostic, treatment, or
referral actions taken by GPs that indicate that the GP recognized the
patient’s problem. We expanded this recognition concept to include
other healthcare professionals (HCPs) in primary care.

We conducted an online survey from April to June 2022 as part
of the STIMULATE-ICP-Delphi study. Using snowball sampling, we
recruited 283 participants, including patients and HCPs, with experi-
ence in LC and LTCs. We incorporated patient and public involvement
and used descriptive statistics. The protocol for this Delphi study was
approved by the University of York Department of Health Sciences
Research Governance Committee in 2021 (HSRGC/2021/ 478/A:
STIMULATE-ICP) and has been published.’

The process of seeking treatment, treatment(s) offered, and refer-
ring for specialist support was explored among patients, GPs, and other
HCPs. Respondents’ age, sex, relationship and employment status, eth-
nicity, and locations were collected. The survey included questions
about the relevant disease experience as a patient or HCP. For filters
2, 3, and 4, patients were asked to indicate if they received any care
and to specify the care offered (e.g., tests) using drop-down and free-
response formats. Regarding filter 2—recognition by the HCP—this
was operationalized as whether patients were offered diagnostic tests
or treatment in primary care or referred by the GP to specialist care.
Patients were also asked to provide their perspectives on their health
problems being recognized by their HCP. Similar questions were asked
of HCPs for filters 2, 3, and 4.

Table S1 provides demographic information for 283 participants.
Figure S1 outlines participant screening, and Figure S2 displays
responses and missing data. Ninety-six percent of patients with LC and
98% with LTCs sought health care (filter 1). The most common symp-
tom leading to care-seeking for both groups was tiredness (for the full
list, Table S2). LC patients had varying symptom durations, while most
LTCs patients had symptoms lasting over 18 months (Table S2).

All patients with LC and with LTCs visiting their GP were provided
access to care: diagnostic tests or treatment in primary care or referral
to specialist services (filter 2). The proportion of LC and LTC patients
who received diagnostic tests (mostly blood tests) and treatments was
similar. For LC, 71% of HCPs indicated they provided diagnostic tests
and 57% treatment in their practice. For LTCs, this was reported as 80%
and 90%, respectively. Although all patients received access to primary
care, only 51% of LC patients and 62% with LTCs reported that their
HCPs recognized their problem when explicitly asked.

GPs referred 71% (LC patients) and 76% (LTC patients) to special-
ists. Of those with LC, 65 (35%) received referrals to post-COVID
clinics, while others were referred to clinics relevant to their dominant
symptoms, such as cardiology, neurology, or respiratory clinics. More
than one referral was made for 46% of LC patients and 28% of LTC
patients. All GPs reported referring patients with LC to a specialist, and
all reported that they referred patients with LTCs for specialist care
(filter 3).

Two-thirds of referred patients attended specialist appointments,
while around one-third in each group were on a waiting list (filter 4).
Figure 1 presents a revised model, reflecting the proportion of partici-
pants who progressed from seeking health care to accessing specialist
care.

The original pathway-to-care model for mental health care
described by Goldberg and Huxley has a pyramidal shape. However,
the model emanating from our study, as reported by patients and
HCPs, looks more block-shaped. Patients with LC and LTCs share
similar experiences navigating the four filters to access care. Almost
all patients with symptoms seek care, and all of those are provided
access to primary care by the GP through diagnosis and treatment.
This access level is 100%, whereas, in Goldberg and Huxley’s findings,
only 61% of patients passed filter 2 for mental health care. This might

be explained by a difference in access to mental health services versus
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access to somatic health services. Another factor could be improved
access to primary care since the 1980s. Primary care, led by GPs, has
evolved to manage complex and multimorbid patients, with expanded
support from practice nurses and allied health professionals. A Kings
Fund report showed that the productivity of the NHS in terms of
service provision has increased massively, and the majority of NHS
activity is in primary care.® Also, LC clinics have been set up to address
the new demands during the pandemic.

Referral rates to specialists were also high; however, in both groups,
access to specialists for those referred needed to be completed. This
might be caused by delays due to waiting lists, as the number of peo-
ple deciding not to access specialist care was low. The percentage of
people on a waiting list was alarming and this was a problem that had
been highlighted by the King’s Fund for elective hospital treatments.
This study showed it also applied to outpatient specialist access to care
and might need a similar, concerted, vigorous approach as suggested
by the King’s Fund.” Most patients referred to specialists would be
seen, assessed, and treatment recommendations made before being
discharged to primary care. Specialists would only hold onto patients
if further investigations were planned or if treatment required ongo-
ing secondary care input. The study highlighted the need for enhanced
data exchange between primary and secondary care via a shared elec-
tronic health record. Such improvements support ongoing monitoring,
case identification, and resource allocation decisions. The concept of
the “learning health system,” with data flowing between routine care,
science, and evidence, was crucial® to avoid difficulties moving forward
and to prevent worsening inequalities.

Alternative care models, such as the Nuka model in Alaska, could

be explored to improve access to specialist knowledge in primary care.

Long term conditions

Pathways to care model for Long COVID and other long-term conditions.

The Nuka System of Care uses secondary care expertise to inform pri-
mary care practice, with multidisciplinary teams providing integrated
health and care services in primary care centers and the community,
coordinating with other services.” Other alternative models relevant
to integrating primary and secondary care, especially for comorbid
somatic and psychiatric LTCs, could be psychiatric consultation models
in primary care. These were effective in comorbid depression and long-
term somatic conditions, especially if embedded in collaborative care®
and if after the consultation, a consultation letter was provided by the
psychiatry consultant to the primary care team, to facilitate discussion
with the patient about their future treatment.

The discrepancy between patients’ perceived recognition of the
problem and the high level of actions taken by HCPs was striking.
In both patient’ groups, having access did not necessarily mean that
the HCP recognized their problem. For LC, this discrepancy might be
explained by the fact that it was a new condition for which much was
still unknown, or by the limited time for engagement between patients
and their GPs. In other LTCs, this might be due to the delegation of
treatment to practice nurses, resulting in less contact with GPs, as was
typical for diabetes, or cardiovascular conditions.

This study was the first to explore barriers and facilitators to care
access for people with LC and with other LTCs using the pathway-to-
care filter model. The large and diverse sample provided the perspec-
tives of patients and clinicians for all relevant filters. The finding that
patient responses were similar to those of HCPs suggested that this
survey gave a balanced perspective on pathways to care for LC and
LTCs.

Self-reporting in this context could be considered as equivalent to a

confirmed medical diagnosis, and the classification of LC or a LTC was
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probably correct in this sample.!! Nevertheless, there might be bias
in the classification of the main symptom. For example, breathlessness
could be classified as cardiological but also as respiratory.

Future research could examine the factors that impede or promote
access to care for patients with LC and other LTCs such as health
inequalities and demographic characteristics. The extent to which
primary care provided a holding relationship'? for patients with LC
and LTCs still needs to be explored, especially the interaction between
primary care, specialist care, and A&E services. Research could help
shape the reorganization of primary care services integrated with

secondary care.

Fidan Turk®
Jennifer Sweetman'!
Gail Allsopp?
Michael Crooks34
Dan J Cuthbertson®
Mark Gabbay®”7
Lyth Hishmeh8:?
Gregory Y. H. Lip1%-11
W. David Strain’2
Nefyn Williams®
Dan Wootton!3 14
Amitava Banerjee!>16
Christina van der Feltz-Cornelis> 1617

STIMULATE-ICP Consortium

1Department of Health Sciences, University of York, York, UK

2CCG, NHS Derby and Derbyshire Foundation Trust, London, UK

3Hull York Medical School, (HYMS), University of Hull, Hull, UK
4Department of Respiratory Medicine, Hull University Teaching Hospitals
NHS Trust, Hull, UK

3 Institute of Cardiovascular and Metabolic Medicine, University of
Liverpool, Liverpool, UK

6Department of Primary Care & Mental Health, University of Liverpool,
Liverpool, UK

7NWC, NIHR ARC NWC, Liverpool, UK

8Expert Advisor on the NICE Long Covid Panel, Oxford, UK

9 PPl Member STIMULATE-ICP, London, UK

10Liverpool Centre for Cardiovascular Science, Liverpool John Moores
University Liverpool Heart & Chest Hospital, Liverpool, UK

11Department of Clinical Medicine, Danish Center for Clinical Health
Services Research, Aalborg University, Aalborg, Denmark

12Djgbetes and Vascular Medicine Research Centre, Institute of Biomedical
and Clinical Science and College of Medicine and Health, University of
Exeter, Exeter, UK

L3|nstitute of Infection Veterinary and Ecological Sciences and NIHR HPRU
in Emerging and Zoonotic Infections, University of Liverpool, Liverpool, UK
14 nstitute of Infection, Veterinary and Ecological Sciences (IVES), Liverpool
University Hospitals NHS Foundation Trust, Liverpool, UK

15Department of Cardiology, University College London Hospitals NHS
Trust, London, UK

16 nstitute of Health Informatics, University College London, London, UK
7Hull York Medical School, (HYMS), University of York, York, UK

Correspondence

Fidan Turk, Department of Health Sciences, Seebohm Rowntree
Building, University of York, Heslington, York, UK.

Email: fidan.turk@york.ac.uk

ORCID
Fidan Turk & https://orcid.org/0000-0003-1487-318X
REFERENCES

1. O’Mahoney LL, Routen A, Gillies C, et al. The prevalence and long-term
health effects of Long Covid among hospitalized and non-hospitalized
populations: a systematic review and meta-analysis. EClinicalMedicine.
2022;55:101762.

2. National Institute for Health and Care Excellence (NICE). COVID-19
rapid guideline: managing the long-term effects of COVID-19. Avail-
able  from: https://www.nice.org.uk/guidance/ng188/resources/
covid19-rapid-guideline-managing-the-longterm-effects- of-
covid19-pdf-51035515742

3. NHS England. National Guidance for post-COVID syndrome assess-
ment clinics [Internet]. Available from: https://www.england.nhs.
uk/coronavirus/wp-content/uploads/sites/52/2020/11/C1248-
national-guidance-post-covid-syndrome-assessment-clinics-v2.pdf

4. Goldberg DP, Huxley P. Mental lliness in the Community: The Pathway to
Psychiatric Care. Tavistock Publications; 1980.

5. van der Feltz-Cornelis CM, Sweetman J, Allsopp G, et al. STIMULATE-
ICP-Delphi (Symptoms, Trajectory, Inequalities and Management:
understanding Long-COVID to Address and Transform Existing Inte-
grated Care Pathways Delphi): study protocol. PLoS One. 2022;17(11),
e0277936.

6. The Kings Fund. Activity in the NHS. Available from: https://www.
kingsfund.org.uk/projects/nhs-in-a-nutshell/NHS-activity

7. Blythe N, Ross S. Strategies to reduce waiting times for elective
care. The Kings Fund. Available from: https://www.kingsfund.org.uk/
publications/strategies-reduce-waiting-times-elective-care

8. Hardie T, Horton T, Thornton-Lee N, Home J, Pereira P. Devel-
oping learning health systems in the UK: priorities for action.
Available from: https://www.health.org.uk/sites/default/files/upload/
publications/2022/Learning%20health%20systems_RGB_WEB.pdf

9. Gottlieb K. The Nuka System of Care: improving health through
ownership and relationships. Int J Circumpolar Health. 2013;72(1),
21118.

10. Castelijns H, Eijsbroek V, Cees AT, van Marwijk HW, van der Feltz-
Cornelis CM. lllness burden and physical outcomes associated with
collaborative care in patients with comorbid depressive disorder in
chronic medical conditions: a systematic review and meta-analysis.
Gen Hosp Psychiatry. 2018;50:1-4.

11. Edwards WS. Evaluation of national health interview survey diagnostic
reporting. Us Department of Health & Human; 1994.

12. Cocksedge S, Greenfield R, ugent GK, Chew-Graham C. Holding
relationships in primary care:a qualitative exploration of doctors’
and patients’ perceptions. Br J Gen Pract. 2011;61(589), e484-
e491.

SUPPORTING INFORMATION
Additional supporting information can be found online in the Support-
ing Information section at the end of this article.
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