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Idiopathic pulmonary fibrosis (IPF)

IPF has been defined as specific form of chronic,
progressive, fibrosing interstitial pneumonitis of unknown
cause, occurring primarily in older adults and being limited
to the lungs (1). Lung transplantation is the only curative
therapeutic approach. Pirfenidone and Nintedanib are the
only approved pharmaceutical therapies in IPF. However,
both antifibrotics only could demonstrate a reduction of
the lung function decline over time, thereby slowing down
disease progression (2,3).

Due to the irreversibility of the progressive fibrotic
processes and the limited availability of highly effective
medical treatment, disease monitoring remains an
essential part of the clinical care in IPF (4). Thereby, the
physician is responsible for patient education, monitoring
drug adherence, documentation and treatment of drug-
induced side effects, screening and treatment of relevant
comorbidities, evaluation for lung transplantation, early
implementation of palliative care and supportive therapies
(e.g., oxygen therapy).

Although considered a relatively rare disease, the costs
associated with IPF specific medical care are high and
disproportionate to the incidence and prevalence (5). A
major issue to be addressed is personal and time resource.

Physician assistants and care coordinators have been
implemented in different medical specialties to relieve
workload from the physicians as well as to further develop

© Journal of Thoracic Disease. All rights reserved.

and improve individualized therapy concepts.

This editorial will focus on the potential role of care
coordinators in the treatment of IPF patients as it has
been analyzed by Nathan Hambly ez 4/. in their article “A
cross-sectional evaluation of the idiopathic pulmonary
fibrosis patient satisfaction and quality of life with a care
coordinator” (6).

Care coordinators

Physician assistants and care coordinators have become
essential in routine clinical work in the face of shortages of
medical staff and low financial resources. The education
of care coordinators may be attractive for many health
care facilities as it may result in a substantial reduction in
workload for the physicians. With specific training, the
care coordinators may even become experts in their specific
field of qualification. A structured education program may
enable care coordinators to be trained in such a way that
they are able to perform parts of the routine clinical work
in patients independently, albeit under close supervision
of the responsible physician. Patients may appreciate
the continuity of care, the empathetic surveillance, the
competence, the high flexibility and reliability of scheduled
visits. These professions have long been well established in
numerous medical fields (e.g. general medicine, cardiology,
oncology, orthopedy, urology, dental medicine) with a still
growing need (7). Halter ez 4/. analyzed 16 observational
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studies from specialty care facilities (emergency medicine,
traumatology/orthopedy, acute internal medicine and
dental medicine). It could be shown that the integration
of specialized physician assistants reduced waiting periods,
medical care time and costs with constant readmission rates
and good acceptance by peers and patients. In the field of
internal medicine the patient outcome was shown to be not
associated with the fact whether physicians or physician
assistants performed defined processes (8).

Assessment of patient satisfaction and quality
of life in IPF

Regaining and preserving quality of life, providing comfort
to the patients represent the main aims in the guidance of
supportive therapy (9,10).

Symptoms and health related quality of life (HRQL)
may be assessed through open ended questions and the use
of questionnaires. There are different instruments to assess
dyspnea severity and to quantify longitudinal changes like
the University of California San Diego Shortness of Breath
Questionnaire, the Medical Research Council dyspnea scale
or the Borg scale. The Chronic Respiratory Questionnaire
and the St George Respiratory Questionnaire may represent
the most commonly used disease specific measurement tools
to assess HRQL in patients with chronic respiratory disease,
however both tools are time-consuming in clinical practice
and were originally validated in patients with obstructive
airway disease (11,12). Focusing on interstitial lung disease
(ILD), the King’s Brief Interstitial Lung Disease (K-BILD)
questionnaire is a brief, validated 15-item, ILD-specific
HRQL questionnaire that is predominantly used in clinical
trials (13). Other HRQL questionnaires have been recently
validated in ILD (14).

Measuring patient experience and satisfaction may be an
attractive strategy for improving medical care. There are
several instruments to assess the patient satisfaction with
medical care which have been originally validated in IPE, in
oncologic or other chronic diseases (15).

Trial overview

"To determine the effect of a care coordinator on IPF patient
satisfaction and quality of life Hambly ez 4/. analyzed 40
IPF patients with either low coordinator use (LCU, n=20)
or high coordinator use (HCU, n=20). The modified
FAMCARE and IPF Care UK Patient Support Program
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surveys were used to assess patient satisfaction, the Living
with Idiopathic Pulmonary Fibrosis (L-IPF) questionnaire
was applied to determine HRQL (15-17). Calculation
models and staff surveys were applied to estimate costs and
patient management requirements.

Applying the IPF Care UK Patient Support Program
survey, the authors found at the HCU facility an increased
patient satisfaction with their current care compared to that
at the prior institution (P<0.05). In contrast, at the LCU
facility they did not detect differences in patient satisfaction.
According to the FAMCARE survey the patient satisfaction
with overall care, physician care and coordinator care
was very good (>94%) in both cohorts (HCU and LCU),
detected differences were not significant. The high overall
patient satisfaction may reflect the high level of patient care
and experience of a specialized tertiary care hospital. No
significant differences in HRQL were found according to
the L-IPF survey.

The surveys as well as received testimonials showed
that the patients felt that the coordinator had a relevant
impact on confidence and disease control. Interestingly
the coordinator was estimated to alleviate about 30%
of a physician’s IPF-related workload, with one model
calculation leading to an estimated annual saving of costs of
about $137,212.00.

In this single site, cross-sectional study patients
were recruited from two different clinics. The patient
characteristics did not show significant differences
between both groups. Only the mean time from diagnosis
differed significantly (1.4£0.7 vs. 3.7+2.7 years, P<0.05).
This means that the LCU cohort may contain more
recently diagnosed patients and the HCU cohort may
contain patients with longer established diagnosis. The
authors discuss that this may be a limitation of the
study as the two cohorts differ not only in the variable
of coordinator use. In this way, it remains unclear
whether differences between the cohorts may be caused
by factors other than the extent of coordinator use.
It has to be discussed whether patients with longer
established diagnosis per se have had more visits, more
disease education and are more experienced with disease
management. This may be a substantial contributing
factor to higher patient satisfaction.

However, the study shows that coordinator use may
allow an alleviation of physician’s IPF-related work with
substantial saving of costs but without loss of quality in
terms of patient satisfaction and HRQL.
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Clinical implications and future directions

In times of understaffing and rising costs, care coordinators
represent a worthful adjunct to overall health care
management.

Several aspects have been learned from previous pilot
projects. The use of coordinators not only potentially
relieves the workload of physicians, but also that of nursing
staff and secretaries. These aspects have to be considered
when cost-saving calculations are applied, thus making
reliable estimations more challenging.

The full role of care coordinators has to be further
determined. Future studies should quantify the extent to
which each defined professional group is supported and
which resources are freed up as a consequence. Additional
service may be provided by care coordinators. However, this
will not result in cost saving but probably in an improved
quality of medical care and overall patient satisfaction.

Cost-saving calculations are of high interest but are likely
to vary across countries and continents, due to differing
health care systems and reimbursement conditions.

Compared to routine clinical work, care coordinators’
work may be for the large part performed “on -top”. This
may be less relevant in a tertiary care hospital but may be
of high relevance in less specialized facilities. Future studies
need to analyze patient satisfaction, quality of life and cost-
saving, explicitly for these institutions. It may be hypothesized
that this approach will bring significant clinically relevant
differences in patient satisfaction and quality of life.

Future studies could analyze the longitudinal effect of
IPF care coordinators on patient outcome and therapy
adherence (hospital admissions, acute exacerbations,
discontinuation rate of antifibrotic drug use, exercise
tolerance, vaccination rate, prescription rate of anxiolytic/
antidepressive medications, etc.). A standardized coordinator
training program may allow the implementation of a large
comprehensive network of comparably well-educated IPF
care coordinators.

Acknowledgments

Funding: None.

Footnote

Conflicts of Interest: Both authors have completed the
ICMJE uniform disclosure form (available at http://dx.doi.
org/10.21037/jtd.2020.04.40). Dr. Randerath reports grants

© Journal of Thoracic Disease. All rights reserved.

Hagmeyer and Randerath. Care coordinators for IPF patients

from Roche, Boehringer, Galapagos BV, Respivant, during
the conduct of the study. Dr. Hagmeyer reports grants from
Roche, Boehringer, Galapagos BV, Respivant, during the
conduct of the study.

Ethical Statement: The authors are accountable for all
aspects of the work in ensuring that questions related
to the accuracy or integrity of any part of the work are
appropriately investigated and resolved.

Open Access Statement: This is an Open Access article
distributed in accordance with the Creative Commons
Attribution-NonCommercial-NoDerivs 4.0 International
License (CC BY-NC-ND 4.0), which permits the non-
commercial replication and distribution of the article with
the strict proviso that no changes or edits are made and the
original work is properly cited (including links to both the
formal publication through the relevant DOI and the license).
See: https://creativecommons.org/licenses/by-nc-nd/4.0/.

References

1. Raghu G, Collard HR, Egan J]J, et al. An official AT'S/
ERS/JRS/ALAT statement: idiopathic pulmonary fibrosis:
evidence-based guidelines for diagnosis and management.
Am ] Respir Crit Care Med 2011;183:788-824.

2. Richeldi L, du Bois RM, Raghu G, et al. Efficacy and
safety of nintedanib in idiopathic pulmonary fibrosis. N
Engl ] Med 2014;370:2071-82.

3. King TE Jr, Bradford WZ, Castro-Bernardini S, et al.

A phase 3 trial of pirfenidone in patients with idiopathic
pulmonary fibrosis. N Engl ] Med 2014;370:2083-92.

4. Wuyts WA, Wijsenbeek M, Bondue B, et al. Idiopathic
Pulmonary Fibrosis: Best Practice in Monitoring and
Managing a Relentless Fibrotic Disease. Respiration
2020;99:73-82.

5. Morrow T. Improving outcomes and managing costs
in idiopathic pulmonary fibrosis. Am ] Manag Care
2019;25:5204-9.

6. Hambly N, Goodwin S, Aziz-Ur-Rehman A, et al. A
cross-sectional evaluation of the idiopathic pulmonary
fibrosis patient satisfaction and quality of life with a care
coordinator. ] Thorac Dis 2019;11:5547-56.

7. Gadbois EA, Miller EA, Tyler D, et al. Trends in state
regulation of nurse practitioners and physician assistants,
2001 to 2010. Med Care Res Rev 2015;72:200-19.

8. Halter M, Wheeler C, Pelone F, et al. Contribution
of physician assistants/associates to secondary care: a

7 Thorac Dis 2020;12(8):3930-3933 | http://dx.doi.org/10.21037/jtd.2020.04.40


http://dx.doi.org/10.21037/jtd.2020.04.40
http://dx.doi.org/10.21037/jtd.2020.04.40
https://creativecommons.org/licenses/by-nc-nd/4.0/

Journal of Thoracic Disease, Vol 12, No 8 August 2020

10.

11.

12.

13.

systematic review. BMJ Open 2018;8:¢019573.

Sampson C, Gill BH, Harrison NK, et al. The care needs
of patients with idiopathic pulmonary fibrosis and their
carers (CaNoPy): results of a qualitative study. BMC Pulm
Med 2015;15:155.

Maher TM, Swigris JJ, Kreuter M, et al. Identifying
Barriers to Idiopathic Pulmonary Fibrosis Treatment:

A Survey of Patient and Physician Views. Respiration
2018;96:514-24.

Guyatt GH, Berman LB, Townsend M, et al. A measure
of quality of life for clinical trials in chronic lung disease.
Thorax 1987;42:773-8.

Jones PW, Quirk FH, Baveystock CM, et al. A self-
complete measure of health status for chronic airflow
limitation. The St. George's Respiratory Questionnaire.
Am Rev Respir Dis 1992;145:1321-7.

Patel AS, Siegert RJ, Brignall K, et al. The development
and validation of the King's Brief Interstitial Lung

Cite this article as: Hagmeyer L, Randerath W. Beyond
standard care?—idiopathic pulmonary fibrosis patients’
perception of care coordinators. ] Thorac Dis 2020;12(8):3930-
3933. doi: 10.21037/jtd.2020.04.40

© Journal of Thoracic Disease. All rights reserved.

15.

16.

17.

3933

Disease (K-BILD) health status questionnaire. Thorax
2012;67:804-10.

Witt S, Krauss E, Barbero MAN, et al. Psychometric
properties and minimal important differences of SF-36 in
Idiopathic Pulmonary Fibrosis. Respir Res 2019;20:47.
Duck A, Pigram L, Errhalt P, et al. IPF Care: a support
program for patients with idiopathic pulmonary

fibrosis treated with pirfenidone in Europe. Adv Ther
2015;32:87-107.

Graney B, Johnson N, Evans C, et al. Living with
Idiopathic Pulmonary Fibrosis (L-IPF): Developing a
Patient-Reported Symptom and Impact Questionnaire to
Assess Health-Related Quality of Life in IPE. Am J Respir
Crit Care Med 2017;195:A5353.

Lo C, Burman D, Hales S, et al. The FAMCARE-Patient
scale: measuring satisfaction with care of outpatients with
advanced cancer. Eur J Cancer 2009;45:3182-8.

7 Thorac Dis 2020;12(8):3930-3933 | http://dx.doi.org/10.21037/jtd.2020.04.40



