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Executive Summary 
 

Interstitial lung disease is an all-encompassing term for diseases that lead to scarring (fibrosis) of the lungs. 

Some forms of this disease are progressive, and without lung transplant, will lead to gradually increasing 

scarring of the lungs, loss of function and 

independence, and eventually death. The most 

common and well-studied form of progressive, 

fibrotic, interstitial lung disease (PF-ILD) is 

idiopathic pulmonary fibrosis. A rapidly 

progressing illness, 50% of patients die, usually 

from lung failure, between two and five years 

from the time of diagnosis, with younger patients 

typically surviving longer.  

 

Although difficult to diagnose, various forms of 

PF-ILD, with similar prognoses are increasingly 

being recognized. More commonly PF-ILD 

results as a complication of autoimmune 

diseases, particularly scleroderma and rheumatoid 

arthritis (RA). These also disproportionately 

affects certain marginalized groups, including 

women, the elderly, and those with lower 

income. 

In addition to the need for information, 

navigation, psychological and physical 

rehabilitation required by newly diagnosed RA 

and scleroderma patients, patients additionally 

diagnosed with PF-ILD will require further 

support that includes pulmonary rehabilitation, 

transplant service, oxygen, drugs, and advanced 

care planning. They also require care from 

numerous specialists, including specially trained 

respirologists, rheumatologists, radiologists, and 

surgeons. 

 

Despite the considerable severity and burden of 

disease on patients, family and care providers, the 

supports required and the need for integrated 

care approaches are only being recently 

recognized. Many experts suggested the needs of PF-ILD patients are more aligned to those of advanced 

stage cancer patients, yet policies intended to support the healthcare needs of PF-ILD patients are often more 

aligned with that of other respiratory illnesses, such as chronic obstructive pulmonary disease (chronic 

bronchitis and emphysema). This gap in care likely reflects a gap in understanding of the current and quickly 

Key Points 

• Progressive, fibrosing interstitial lung disease is a 
rapidly progressing illness, 50% of patients die, 
usually from lung failure, between two and five years 
from the time of diagnosis, with younger patients 
typically surviving longer. 
 

• Optimal management of PF-ILD requires access to 
numerous specialists and specialty services which 
makes care navigation complex, particularly for those 
with less independence or functional loss from 
disease 

 

• Along with an increased understanding of the best 
approaches to diagnosis and management is the 
recognition that current approaches to organizing and 
financing care may be insufficient, as an increasing 
number of patients will require care. 

 

• Key actions to optimize the future care of patients 
were identified through multistakeholder discussion. 
These include: 

→ Better surveillance to identify, design and 
target services to needs  

→ Accelerated development and 
implementation of multi-disciplinary 
guidance that addresses the full continuum 
of care.  

→ Broad adoption of patient navigator role in 
support of patients and families.  

→ Awareness and informational resources 
needed for community-based providers 

→ Implementation of hub-and-spoke models 
of care.  

→ Innovative financing approaches to ensure 
appropriate care. 
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growing base of evidence, and the need for further research to help better understand the needs of patients 

and their families. 

The purpose of this report is to identify what further steps are needed to improve patient care and the patient 

journey for those with PF-ILD in Canada and to identify key research, practice and policy priorities. The 

findings and recommendations are the result of a multistakeholder (policy researchers, clinicians, clinical 

researchers, patients), participatory, evidence-informed discussion regarding priorities in PF-ILD. This 

includes findings from a larger, multistakeholder Policy Roundtable held virtually on November 20, 2020.  

The Policy Roundtable discussion led to development of an action plan – to identify what information, tools 

and supports are necessary for patients and potentially actionable by policymakers and larger communities of 

practice. The key findings are presented below: 

1. Better surveillance to identify, design and target services to needs 
o Efforts must be made to further understand patient populations and in particular problems related to 

optimal care in rural and remote communities. 

o There is emerging evidence that some identifiable and marginalized populations are at particular risk for 

receiving suboptimal care and not being appropriately referred; further efforts should be made to examine 

the epidemiology and regional variation of the disease. 

o A starting point may be to better understand referral patterns to community-based respirologists or First 

Nations health managers and the unaddressed PF-ILD needs in these rural/remote communities. 

o Some participants suggested some work has been done (e.g., James Bay Cree) in defining unmet 

needs. 

o These surveillance efforts will serve to better understand the needs of remote regions for the adoption of 

a needs-based design of service, such as “hub-and-spoke” models of care, as capacity to deliver dedicated, 

highly specialized care on site in those regions is infeasible. 

 

2. Accelerated development and implementation of multidisciplinary guidance 

that addresses the full continuum of care.  
o Further consensus guidance on implementing the necessary supports for diagnosis, management and 

advanced illness will be helpful for policymakers. 

o This could include guidance on PF-ILD-specific needs for specialized services (e.g., oxygen, mental 

health) as well as the need for system navigators. 

o Further supports are also needed for serious illness conversations including PF-ILD -specific changes to 

the necessary programs (e.g., palliative, end-of-life care) required to best improve the quality of life of 

patients. 

 

3. Broad adoption of patient navigator role in support of patients and families.  
o The complexity of care delivery for patients with PF-ILD is due to the wide range of health services and 

referrals required to benefit patients coupled with the limited independence of patients. 

o Round table participants saw further development and promotion of the role of patient navigator as 

instrumental to the success of efficiency and equitable delivery of health care services to PF-ILD patients. 

o Patient navigators will also aid those with limited independence and functionality to navigate a complex 

web of health services with different standards and approaches to patient care. 
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4. Awareness and informational resources needed for community-based 

providers. 
o Primary care providers would benefit from further education through joint (rheumatologist / 

respirologist) grand rounds, CME events, or articles. 

o Education to community-based respirologists, radiologists and First Nations primary care providers 

(nurses, health care managers) is also a key priority. 

o Educational events and the adoption of virtual care platforms for patients will also be helpful for patients. 

 

5. Implementation of hub-and-spoke models of care.  
o A health services demonstration project, with the participation of a Canadian health jurisdiction, such as 

The INSPIRED COPD Outreach Program™, is required to examine impacts on clinical outcomes, 

patient and provider experiences, equity of access, and health resources associated with a hub-and-spoke 

model. 

o A demonstration project will also allow for a better definition of patient navigators and the value they 

provide.  

o Hub-and-spoke models are likely better supported by virtual care platforms – the recent uptake of virtual 

and telehealth programs due to Sars-CoV-2 suggests this is excellent timing for a demonstration project. 

o The more frequent use of coordinators and virtual care throughout Canada’s indigenous communities also 

suggests a hub-and-spoke model focused on these populations is a good place to start. 

o  Health Quality Councils and others focused on issues of equity can play an important role in ensuring 

hub-and-spoke models lead to a fairer distribution of resources. 

 

6. Innovative financing approaches to ensure optimal care. 
o The additional time requirements for managing and diagnosing PF-ILD patients may not be captured in 

current billing (e.g., fee-for-service) arrangements and may promote suboptimal care.  

o Rearrangement of care to include virtual services or referral may require reconsideration of billing 

arrangements. 

o Mapping of current reimbursement policies, including oxygen and palliative care, may provide useful 

information in regards to the equity of care and need to more consistently finance appropriate care across 

provinces.  

Areas identified for further research  
Review of the literature and deliberations through the working groups and at the roundtable identified a 

number of questions for study to inform ongoing strategies. These are presented below.  

• What are the referral pathways currently being developed or used for the evaluation of PF-ILD 

patients? 

• How do optimal care pathways for patients with PF-ILD of autoimmune etiology align with current 

practice patterns for rheumatology specialists? 

• What referral pathways most align with patient values? 

• Which aspects of care are most desirable and what else is needed (i.e., specialized training, availability 

of specialists, novel platforms (such as Ontario e-consult) to support optimized referral? 

• What processes are sustainable or of good economic value within the Canadian health system, that 

optimize outcomes for patients?  

• What is the epidemiology of PF-ILD in Canada and how do geographic barriers (i.e. urban vs rural 

status) differentially impact the patient journey to diagnosis and treatment? 
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• What are the minimal standards / components for integrated care of PF-ILD in Canada? 

• What are the current international and national approaches to integrated care and multidisciplinary 

management models of care that are applicable to ILD? 

• What is the cost-effectiveness of different approaches to organizing care, from a Canadian health 

care payer perspective? 

Concluding remarks 
We hope this stakeholder-informed action plan will be informative to researchers, care providers and 

policymakers to address unmet needs and the complexity of care required to benefit patients with PF-ILD.  

Further understanding and awareness of PF-ILD, coupled with its growing prevalence has highlighted the 

need for innovative approaches to diagnosis and treatment. What is clear from emerging practices is that 

Canada will need to optimize the use of a limited number of highly trained professionals and centres that are 

required to adequately manage this complex and severe condition. Current organization of care and financing 

arrangements appear to be based on historical models that do not apply to PF-ILD.  

With an increasing reliance on regional treatment centres, and the need to address issues of equity for remote 

and marginalized communities, participants felt there is a real need to work toward a “hub-and-spoke” model 

of care. Through better surveillance to identify regional needs and better awareness among regional care 

providers, coupled with the increasing use of virtual care, this is an opportune time to evaluate a hub-and-

spoke model. This evaluation could also serve to identify gaps in current finance models, create better 

informational resources for community providers and patients, and define the role of care navigators. 
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1. Introduction 
 
Progressive Fibrosing Interstitial Lung Disease (PF-ILD) 
Interstitial lung disease is an all-encompassing term for diseases that lead to scarring (fibrosis) of the lungs. 

There are numerous causes, including injury from exposure to hazardous chemicals, dusts or molds; or 

alternatively due to inflammation from acute or chronic disease. Scarred lung tissue reduces the ability of the 

lungs to exchange gas, and leads to reduced lung function. While some ILD results in a limited amount of 

worsening, others are associated with ongoing worsening, or progressive loss of lung function. Progressive 

forms of ILD (PF-ILD) are associated with both significant morbidity and premature mortality. 

 

The most common and well-studied form of PF- ILD is idiopathic pulmonary fibrosis (IPF), occurring 

mainly in adults over 60 years. Some patients with IPF experience rapid loss of function while others much 

slower functional loss. Current data suggests that 50% of patients die, usually from lung failure, between two 

and five years from the time of diagnosis, with younger patients typically surviving longer.  

 

There has been an increasing recognition of other types of PF-ILD beyond IPF1. These diagnoses include 

idiopathic non-specific interstitial pneumonia (iNSIP) or unclassifiable idiopathic interstitial pneumonias 

(IIPs), interstitial pneumonitis with autoimmune features (IPAF), disease related to environmental exposure 

such as drug toxicities, asbestosis or silicosis, and those associated with autoimmune and inflammatory 

disorders. The latter typically involves autoimmune diseases which affect connective tissue (CT-ILD) and 

include systemic lupus erythematosus, Sjögrens syndrome, mixed connective tissue disease, Wegener's 

granulomatosis, Churg-Strauss syndrome, polymyositis/dermatomyositis, rheumatoid arthritis, Goodpasture's 

syndrome, ankylosing spondylitis, sarcoidosis, rheumatoid arthritis and scleroderma. 

 

Significance of autoimmune disease 

Some patients may also exhibit features of autoimmune disorders without a definitive diagnosis of PF-ILD. 

The considerable overlap in the characteristics and behaviors of these different forms of progressive disease 

makes definitive diagnoses difficult. There is emerging information that common underlying mechanisms or 

genetic susceptibilities may exist, however this field of research is still evolving. (Figure 1) 

 

Current analysis from the US pulmonary fibrosis registry suggests ~15% of patients have ILDs associated 

with the diagnosis of autoimmune diseases.  Of the many autoimmune diseases associated with ILD, systemic 

sclerosis, and rheumatoid arthritis are more common and much more likely to lead to progressive lung 

disease.  However, both autoimmune disorders have unique features, which can lend to different clinical 

management and may lend to different health policy approaches. 

 

1 Peter M. George et al., “Progressive Fibrosing Interstitial Lung Disease: Clinical Uncertainties, Consensus 
Recommendations, and Research Priorities,” The Lancet Respiratory Medicine 8, no. 9 (September 1, 2020): 925–34, 
https://doi.org/10.1016/S2213-2600(20)30355-6; Athol U. Wells et al., “What’s in a Name? That Which We Call IPF, 
by Any Other Name Would Act the Same,” The European Respiratory Journal 51, no. 5 (2018), 
https://doi.org/10.1183/13993003.00692-2018; Vincent Cottin et al., “Fibrosing Interstitial Lung Diseases: Knowns 
and Unknowns,” European Respiratory Review: An Official Journal of the European Respiratory Society 28, no. 151 (March 31, 
2019), https://doi.org/10.1183/16000617.0100-2018. 
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Figure 1 Overlap in PF-ILD diagnoses 

Overlap between idiopathic pulmonary 

fibrosis (IPF) and other progressive 

fibrosing ILDs is depicted.  

The size of the circles reflects the 

approximate prevalence of individual 

diseases encountered at interstitial lung 

disease (ILD) centres.  

Legend: IPAF: interstitial pneumonitis with 

autoimmune features; CTD: connective tissue 

disease; f-NSIP: fibrotic non-specific interstitial 

pneumonia; HP: hypersensitivity pneumonitis. 

From 2 

 

 
 
 

 
Patient-centered care and the patient journey 
Impact on quality of life 

The manifestation and diagnosis of PF-ILD creates a significant burden on quality of life, particularly for 

those already diagnosed with autoimmune disease. Rheumatoid arthritis already has a significant impact on 

quality of life due to fatigue, pain, stiffness and impaired physical functioning.3 It also disproportionately 

affects certain marginalized groups, including women and those with lower income. 

 For people with scleroderma, fatigue, Raynaud's phenomenon, stiff hands, joint pain and sleeping disorders 

are symptoms experienced at the highest frequency and the most likely to have at least moderate impact on 

daily activities.4  Challenges with sleep, and sexual function are also widely observed.5 Up to half of 

scleroderma patients have been observed to experience mild to severe psychological distress, which includes 

 

2 Wells et al., “What’s in a Name?” 
3 Faith Matcham et al., “The Impact of Rheumatoid Arthritis on Quality-of-Life Assessed Using the SF-36: A Systematic 
Review and Meta-Analysis,” Seminars in Arthritis and Rheumatism 44, no. 2 (October 2014): 123–30, 
https://doi.org/10.1016/j.semarthrit.2014.05.001. 
4 Marielle Bassel et al., “Frequency and Impact of Symptoms Experienced by Patients with Systemic Sclerosis: Results 
from a Canadian National Survey,” Rheumatology 50, no. 4 (April 1, 2011): 762–67, 
https://doi.org/10.1093/rheumatology/keq310. 
5 Cristiana Almeida, Isabel Almeida, and Carlos Vasconcelos, “Quality of Life in Systemic Sclerosis,” Autoimmunity 
Reviews 14, no. 12 (December 2015): 1087–96, https://doi.org/10.1016/j.autrev.2015.07.012. 
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depressive symptoms including anxiety.6 Impaired hand function (due to Raynaud’s, stiffness, ulcers, joint 

contractures and pain) plays an important role in disability for people with scleroderma.7 A recently published 

study of a European population also identified difficulty with breathing, muscle weakness and gastrointestinal 

symptoms as key subjective factors in disability.8 

In addition to a higher rate of premature mortality compared to other rheumatic diseases9, health-related 

quality of life has also been shown to at least as poor, and possibly poorer compared to other autoimmune 

conditions.10 Comparisons with systemic lupus erythematosus, Sjogren’s syndrome and rheumatoid arthritis 

in a newly diagnosed Asian population using validated measures and appropriate statistical tests showed a 

worse perception of health-related quality of life (HRQL) in scleroderma patients versus other conditions. A 

comparison in Canadian patients that also included patients with idiopathic inflammatory myopathies (IIM) 

corroborated these findings, although it also revealed even poorer perceptions of HRQL in people with 

IIM.11 A higher proportion of those with newly-diagnosed IIM also have interstitial lung disease, when 

compared to those with scleroderma. 

 

6 Thomas N. Hyphantis et al., “The Impact of Psychological Functioning upon Systemic Sclerosis Patients’ Quality of 
Life,” Seminars in Arthritis and Rheumatism 37, no. 2 (October 2007): 81–92, 
https://doi.org/10.1016/j.semarthrit.2007.03.008; Christelle Nguyen et al., “Clinical, Functional and Health-Related 
Quality of Life Correlates of Clinically Significant Symptoms of Anxiety and Depression in Patients with Systemic 
Sclerosis: A Cross-Sectional Survey,” PloS One 9, no. 2 (2014): e90484, https://doi.org/10.1371/journal.pone.0090484. 
7 Linda Kwakkenbos et al., “Reasons for Not Participating in Scleroderma Patient Support Groups: A Comparison of 
Results from the North American and European Scleroderma Support Group Surveys,” Disability and Rehabilitation, 
September 14, 2019, 1–8, https://doi.org/10.1080/09638288.2019.1656292. 
8 Veronika K. Jaeger et al., “Functional Disability and Its Predictors in Systemic Sclerosis: A Study from the DeSScipher 
Project within the EUSTAR Group,” Rheumatology (Oxford, England) 57, no. 3 (01 2018): 441–50, 
https://doi.org/10.1093/rheumatology/kex182. 
9 Christopher P. Denton and Dinesh Khanna, “Systemic Sclerosis,” Lancet (London, England) 390, no. 10103 (October 7, 
2017): 1685–99, https://doi.org/10.1016/S0140-6736(17)30933-9. 
10 Elisabetta Danieli et al., “Health-Related Quality of Life Measured by the Short Form 36 (SF-36) in Systemic Sclerosis: 
Correlations with Indexes of Disease Activity and Severity, Disability, and Depressive Symptoms,” Clinical Rheumatology 
24, no. 1 (February 2005): 48–54, https://doi.org/10.1007/s10067-004-0970-z; Sindhu R. Johnson et al., “Quality of 
Life and Functional Status in Systemic Sclerosis Compared to Other Rheumatic Diseases,” The Journal of Rheumatology 33, 
no. 6 (June 2006): 1117–22; Julia Greenfield et al., “A Comparison of Health-Related Quality of Life (HRQoL) across 
Four Systemic Autoimmune Rheumatic Diseases (SARDs),” PLoS ONE 12, no. 12 (December 19, 2017), 
https://doi.org/10.1371/journal.pone.0189840; Eun Hye Park et al., “Health-Related Quality of Life in Systemic 
Sclerosis Compared with Other Rheumatic Diseases: A Cross-Sectional Study,” Arthritis Research & Therapy 21, no. 1 
(February 15, 2019): 61, https://doi.org/10.1186/s13075-019-1842-x. 
11 Greenfield et al., “A Comparison of Health-Related Quality of Life (HRQoL) across Four Systemic Autoimmune 
Rheumatic Diseases (SARDs).” 
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Legend: Comparison of the SF-36 

subscales adjusted by age and sex. 

SF-36, Short Form (36) health 

survey; SSc, systemic sclerosis; 

RA, rheumatoid arthritis; SLE, 

systemic lupus erythematosus; 

SjS, Sjogren’s syndrome; PF, 

physical function; RP, role–

physical; BP, bodily pain; GH, 

general health perception; VT, 

vitality; SF, social function; RE, 

role–emotional; MH, mental 

health. Higher scores indicate 

better health-related quality of 

life. Figure from 12 

 

 

 

 

 

Unmet needs 

Like other patients with severe or debilitating diseases, patients with PF-ILD with or without autoimmune 

conditions require support for the physical, psychological, and emotional aspects of living with the disease.13 

For scleroderma, research has indicated that while patients see rheumatologists as the preferred provider of 

medical information, patients may face additional physical or psychological problems that are not sufficiently 

addressed by rheumatologists.14 

This additional support can be derived from psychological counselling, close social relationships15 or the use 

of patient support groups16, which provide patients and care givers with information and educational 

 

12 Eun Hye Park et al., “Health-Related Quality of Life in Systemic Sclerosis Compared with Other Rheumatic Diseases: 
A Cross-Sectional Study,” Arthritis Research & Therapy 21, no. 1 (December 2019): 61, https://doi.org/10.1186/s13075-
019-1842-x. 
13 Danielle B. Rice and Brett D. Thombs, “Support Groups in Scleroderma,” Current Rheumatology Reports 21, no. 4 
(February 21, 2019): 9, https://doi.org/10.1007/s11926-019-0808-y; Peter M. George et al., “Progressive Fibrosing 
Interstitial Lung Disease: Clinical Uncertainties, Consensus Recommendations, and Research Priorities,” The Lancet 
Respiratory Medicine 8, no. 9 (September 1, 2020): 925–34, https://doi.org/10.1016/S2213-2600(20)30355-6. 
14 Anne Schouffoer et al., “The Educational Needs of People with Systemic Sclerosis: A Cross-Sectional Study Using the 
Dutch Version of the Educational Needs Assessment Tool (D-ENAT),” Rheumatology International 36, no. 2 (February 
2016): 289–94, https://doi.org/10.1007/s00296-015-3352-8. 
15 Katherine Milette et al., “Scleroderma Patient Perspectives on Social Support from Close Social Relationships,” 
Disability and Rehabilitation, February 14, 2019, 1–11, https://doi.org/10.1080/09638288.2018.1531151. 
16 Rice and Thombs, “Support Groups in Scleroderma.” 

Figure 2 Comparison across domains of health-related quality of life in newly 
diagnosed autoimmune conditions. 
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resources to help them better manage these aspects of disease. Patients may also benefit from information 

and resources that help patients learn to “communicate and advocate more effectively.”17 

In addition to the need for information, navigation, psychological and physical rehabilitation required by 

newly diagnosed RA and scleroderma patients, patients diagnosed with PF-ILD will require further support 

that includes pulmonary rehabilitation and palliative care measures. While there is a recognized need for these 

supportive measures, there is also very little evidence supporting their use (see section, Error! Reference s

ource not found.).18 They may also be confronted with co-morbidities or complications of pharmacologic 

measures, or high-risk surgical and treatment interventions (i.e., lung transplant, hematopoietic stem cell 

transplant). 19 

These needs have been reflected in previous surveys of European and US scleroderma patients, where better 

health service navigation and information, followed by a high need for physical and occupational 

rehabilitation have also been identified20 (Figure 3) The desire for disease-related information has also been 

reflected in a survey of Canadian patients.21 

Figure 3 Type of information needs identified by 64 Dutch Scleroderma patients 

 

 

17 Milette et al., “Scleroderma Patient Perspectives on Social Support from Close Social Relationships.” 
18 Linda M. Willems et al., “Effectiveness of Nonpharmacologic Interventions in Systemic Sclerosis: A Systematic 
Review,” Arthritis Care & Research 67, no. 10 (October 2015): 1426–39, https://doi.org/10.1002/acr.22595. 
19 Vincent Cottin and Kevin K. Brown, “Interstitial Lung Disease Associated with Systemic Sclerosis (SSc-ILD),” 
Respiratory Research 20, no. 1 (December 2019): 13, https://doi.org/10.1186/s12931-019-0980-7. 
20 Schouffoer et al., “The Educational Needs of People with Systemic Sclerosis”; Tamara T. Rubenzik and Chris T. 
Derk, “Unmet Patient Needs in Systemic Sclerosis,” Journal of Clinical Rheumatology: Practical Reports on Rheumatic & 
Musculoskeletal Diseases 15, no. 3 (April 2009): 106–10, https://doi.org/10.1097/RHU.0b013e31819dbe83. 
21 Teresa Semalulu, Karen A. Beattie, and Maggie J. Larché, “Assessing the Educational Needs of Canadians with 
Systemic Sclerosis,” The Journal of Rheumatology 46, no. 6 (June 2019): 658–59, https://doi.org/10.3899/jrheum.180554. 
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Understanding the patient journey in PF-ILD 
The patient journey is a time-consuming and difficult one, not necessarily because of a lack of resources or 

because, despite its severity, high unmet need and impact on marginalized populations, it represents a low 

health system priority. Rather, appropriate diagnosis requires multiple steps involving multiple specialities and 

services from radiologists, primary care providers, rheumatologists, and other care specialists. The need for 

follow-up, referral, tests and awaiting definitive diagnoses feature prominently. The prolonged time to 

diagnosis means patients with PF-ILD experience significant impact on their health-related quality of life due 

to symptoms of cough, shortness of breath, and fatigue that limits physical and mental functioning and places 

a strain on others (typically spouses).  

For those who have already borne the journey of diagnosis with an autoimmune disease, PF-ILD can 

represent an additional burden. In a global (US, Japan, Germany, France, Italy, Spain, and UK) survey of 486 

physicians (243 respirologists, 203 rheumatologists, 40 internists), it was estimated that PF-ILD associated 

with scleroderma is typically diagnosed 8.6 to 11.5 months after symptoms develop.22 The patient journey 

requires multiple consultations across multiple specialty areas. Extended time to diagnosis may be of concern 

for patients or care providers who need to recognize and manage complications early. The patient journey is 

depicted in Figure 4. 

The journey of patients diagnosed with rheumatoid arthritis follow a similar course, with frustration over 

disability, negative impacts on personal relationships, reduced productivity and the need for education 

featuring highly as unmet needs.23 Similar lag times to diagnosis and treatment have also been reported in 

RA.24 The need for follow-up, referral, tests and awaiting definitive diagnoses also feature prominently. 

Summary 
Taken together, the understanding of PF-ILD, including optimal approaches to diagnosis and management is 

evolving. Despite the considerable severity and burden of disease on patients, family and care providers, the 

supports required and the need for integrated care approaches are only being recently recognized. Many 

experts suggested the needs of PF-ILD patients are more aligned to those of advanced stage cancer patients, 

yet policies intended to support the healthcare needs of PF-ILD patients are often more aligned with that of 

other respiratory illnesses, such as chronic obstructive pulmonary disease (chronic bronchitis and 

emphysema). This gap in care likely reflects a gap in understanding of the current and quickly growing base of 

evidence, and the need for further research to help better understand the needs of patients and their families. 

 

22 “Canadian Rheumatology Association Meeting Fairmont The Queen Elizabeth Montreal, Quebec, Canada February 
27 – March 2, 2019,” The Journal of Rheumatology 46, no. 7 (July 1, 2019): 757–865, 

https://doi.org/10.3899/jrheum.190333.#33 Non-IPF Progressive Fibrosing Interstitial Lung Disease (PF-ILD): The 
Patient Journey 
23 “Living with Rheumatoid Arthritis | RA Matters,” accessed October 16, 2019, https://ramatters.ca/. 
24 Alaa S. Barhamain et al., “The Journey of Rheumatoid Arthritis Patients: A Review of Reported Lag Times from the 
Onset of Symptoms,” Open Access Rheumatology: Research and Reviews 9 (2017): 139–50, 
https://doi.org/10.2147/OARRR.S138830; Javier E. Rosa et al., “Rheumatoid Arthritis Patient’s Journey: Delay in 
Diagnosis and Treatment,” Journal of Clinical Rheumatology: Practical Reports on Rheumatic & Musculoskeletal Diseases, October 
11, 2019, https://doi.org/10.1097/RHU.0000000000001196. 



 

 

 

 

Figure 4 Multidisciplinary care and the patient journey 
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2. Toward a better approach for Canadian PF-ILD patients  

To identify what further steps are needed to improve patient care and the patient journey for those with PF-

ILD in Canada, the Institute of Health Economics facilitated several ongoing discussions to identify key 

priorities and discuss research, practice and policy priorities.  

This began with a November 8, 2019 multistakeholder (policy researchers, clinicians, clinical researchers, 

patients) evidence-informed discussion regarding potential priorities. Two key priorities were identified 

(optimal approaches to diagnosis and management) and Working Groups were developed to further identify 

potential gaps and key research and policy priorities.  

The results of these discussions were presented at a larger, multistakeholder Policy Roundtable held virtually 

on November 20, 2020. The objective of the Roundtable discussion was to identify an action plan – 

particularly to identify what information, tools and supports are necessary for patients and potentially 

actionable by policymakers and larger communities of practice (Figure 5). A previous effort in idiopathic 

pulmonary fibrosis resulted in the development of a CPFF-led patient charter. 

Figure 5 Approach to developing priority actions towards optimal patient care of patients with PF-ILF 

 

The remainder of this report is organized as follows: 

 

• Section 3 describes the background and output of Working Group A- improving 

approaches to diagnosis and the role of multidisciplinary discussion. 

• Section 4 describes the background and output of Working Group B- improving 

approaches to management and the role of integrated care.  

• Section 5 provides a synopsis of a Policy Roundtable reflecting on Sections 3 and 4 and 

previous sections of this report and some concluding remarks. 

• Appendix A provides a description of Steering Committee, Workshop and Policy 

Roundtable attendees.  
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3. Diagnosis of PF-ILD in Canada – the role of multidisciplinary 
discussion 

Working Group Members 

• Martin Kolb, ILD respirologist – Hamilton, ON (Working Group Chair) 

• Kerri Johanssen, ILD respirologist, Calgary, AB 

• Sharon Lee, Canadian Pulmonary Fibrosis Foundation, Markham, ON 

• Jule Morriset, ILD respirologist, Montreal, QC 

• Janet Pope, Rheumatologist, Hamilton, ON 

• Maureen Sauve, Scleroderma Canada, Hamilton, ON 

Background 
The Canadian Thoracic Society, as part of its educational mandate and need to provide respiratory specialists 

with tools to optimize care, regularly develops guidelines and position statements that address diagnosis and 

therapeutic management across a number of areas, including asthma, chronic obstructive pulmonary disease, 

home mechanical ventilation, sleep disorders, pediatric conditions and pulmonary vascular diseases. In 2017 

and 2018, the Canadian Thoracic Society Clinical Assembly on Interstitial Lung Disease (CTS-AILD) released 

two consensus position statements separately addressing the evaluation and care of patients.25 

In its creation of key messages for the evaluation of patients, the position paper notes that “ILD patients 

should be reviewed in a multidisciplinary discussion (MDD) whenever possible before initiating disease-

specific pharmacotherapies”. This recommendation was similarly made in an official 2018 clinical practice 

guideline jointly developed and endorsed by The American Thoracic Society, European Respiratory Society, 

Japanese Respiratory Society, and Latin American Thoracic Society (joint ATS/ERS/JRS/ALAT or 

International Panel).26 

MDD is defined by the International Panel as “interaction between a pulmonologist (and rheumatologist on a 

case-by-case basis), radiologist, and pathologist.”27 While both Canadian and International guidelines 

recognize interactions could be conducted in person or virtually, e.g., telephone, Internet/e-mail, text, and/or 

reading interpreted reports, the joint CTS-AILD guidelines encouraged face-to-face or voice-to-voice MDDs 

when formal clinical reports of the interpretation by experts in different disciplines are in discordance. The 

algorithm proposed by the CTS-AILD is shown in Figure 6. 

Evidence to support the use of a multidisciplinary discussion for diagnosis 

Despite a positive recommendation for an MDD approach by both Canadian and International panels, each 

 

25 Kerri A. Johannson et al., “Evaluation of Patients with Fibrotic Interstitial Lung Disease: A Canadian Thoracic Society 
Position Statement,” Canadian Journal of Respiratory, Critical Care, and Sleep Medicine 1, no. 3 (July 3, 2017): 133–41, 
https://doi.org/10.1080/24745332.2017.1359056; Deborah Assayag et al., “Comprehensive Management of Fibrotic 
Interstitial Lung Diseases: A Canadian Thoracic Society Position Statement,” Canadian Journal of Respiratory, Critical Care, 
and Sleep Medicine 2, no. 4 (October 2, 2018): 234–43, https://doi.org/10.1080/24745332.2018.1503456. 
26 Ganesh Raghu et al., “Diagnosis of Idiopathic Pulmonary Fibrosis. An Official ATS/ERS/JRS/ALAT Clinical 
Practice Guideline,” American Journal of Respiratory and Critical Care Medicine 198, no. 5 (September 2018): e44–68, 
https://doi.org/10.1164/rccm.201807-1255st. 
27 Raghu et al. 
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clinical practice guideline acknowledged a low level of evidence to support MDD, even after a systematic 

review of all available evidence. While some guidance is provided for incorporating an MDD into practice, an 

optimal algorithm, or precise exact care pathway defining when and how different disciplines should be 

engaged is not defined. 

Figure 6 Approach to the evaluation of fibrotic interstitial lung disease. 

 

Abbreviations: CTD, connective tissue disease; HRCT, high resolution computed tomography; ILD, interstitial lung disease; IPF, 

idiopathic pulmonary fibrosis; MDD, multidisciplinary discussion; UIP, usual interstitial pneumonia.  

 
Since these 2018 recommendations, an updated systematic review has been published.28 The authors 

qualitatively synthesized 29 research reports examining the use of an MDD approach in the evaluation of 

ILD patients. While acknowledging existing recommendations, the authors also attempt to define an optimal 

MDD approach to evaluation based on available evidence. Some evidence identified in the systematic review 

 

28 Federica Furini et al., “The Role of the Multidisciplinary Evaluation of Interstitial Lung Diseases: Systematic Literature 
Review of the Current Evidence and Future Perspectives,” Frontiers in Medicine 6 (2019): 246, 
https://doi.org/10.3389/fmed.2019.00246. 
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suggested patients evaluated by MDD experienced greater satisfaction and more participation in their care 

path29 and that a multidisciplinary approach in palliative care involving the participation of an ILD expert 

could have a positive impact on patients in terms of reduced number of emergency visits and hospital 

admissions.30 

Other recent publications shed some light on how MDD is being conducted internationally. A global survey 

of 457 unique centres across 64 countries revealed 350 (76.6%) centres holding formal meetings, with the 

majority holding face-to-face MDD meetings (80%), for a minimum of 30 min (93%), and discussed 

diagnosis (96.9%) and patient management (94.9%) at the meetings. ILD academic centres reported a higher 

ILD caseload, held more formal MDD meetings, and were more likely to include histopathology and 

rheumatology specialists in their diagnostic team. Of the centres holding MDD meetings, 5.5% routinely 

discussed all new cases at such meetings.31 Specific descriptions of the role of MDD in ILD services in 

Singapore32 and Canada (Vancouver)33 have also been published. 

Discussion and Findings of the Working Group 
Ultimately, Canadian experts acknowledge it would be difficult to have a “one-size-fits-all” approach within 

the context of the Canadian health system. Any optimal approach to multidisciplinary discussion must 

consider the availability of, and geographic distance between specialists and patients, and the financial 

arrangements that govern multidisciplinary diagnosis. 

Due to the complex nature of interstitial lung diseases, accurate diagnosis of PF-ILD requires input from a 

multidisciplinary team consisting of a respirologist with specific interest and training in PF-ILD, supported by 

regular multi-disciplinary discussion (MDD) meetings with consultant thoracic radiologist and pathologist 

(and potentially, rheumatologist), both with interest and experience in PF-ILD.34 This MDD approach to 

diagnosis is supported by international guidelines and a position statement issued by the Canadian Thoracic 

Society.35     

MDD is often facilitated by a specialized interstitial lung diseases (ILD) program, typically a tertiary care 

centre with expertise in both diagnosis and management of ILD.36  Evidence from Canadian centres and 

 

29 Shin Ok Jeong et al., “Effects of Patient Satisfaction and Confidence on the Success of Treatment of Combined 
Rheumatic Disease and Interstitial Lung Disease in a Multidisciplinary Outpatient Clinic,” International Journal of Rheumatic 
Diseases 21, no. 8 (2018): 1600–1608, https://doi.org/10.1111/1756-185X.13331. 
30 Meena Kalluri et al., “Beyond Idiopathic Pulmonary Fibrosis Diagnosis: Multidisciplinary Care With an Early 
Integrated Palliative Approach Is Associated With a Decrease in Acute Care Utilization and Hospital Deaths,” Journal of 
Pain and Symptom Management 55, no. 2 (February 1, 2018): 420–26, https://doi.org/10.1016/j.jpainsymman.2017.10.016. 
31 Luca Richeldi et al., “The Characterisation of Interstitial Lung Disease Multidisciplinary Team Meetings: A Global 
Study,” ERJ Open Research 5, no. 2 (April 2019), https://doi.org/10.1183/23120541.00209-2018. 
32 Gt Chai et al., “Impact of an Interstitial Lung Disease Service in the Diagnosis and Management of Interstitial Lung 
Disease in Singapore,” Singapore Medical Journal, July 11, 2019, https://doi.org/10.11622/smedj.2019069. 
33 Japnam S. Grewal et al., “Role of a Regional Multidisciplinary Conference in the Diagnosis of Interstitial Lung 
Disease,” Annals of the American Thoracic Society 16, no. 4 (April 2019): 455–62, 
https://doi.org/10.1513/AnnalsATS.201811-794OC. 
34 Caroline Biglia et al., “Multidisciplinary Management of Interstitial Lung Diseases: A Real-Life Study,” Sarcoidosis, 
Vasculitis, and Diffuse Lung Diseases: Official Journal of WASOG 36, no. 2 (2019): 108–15, 
https://doi.org/10.36141/svdld.v36i2.8107. 
35 Johannson et al., “Evaluation of Patients with Fibrotic Interstitial Lung Disease.” 
36 Furini et al., “The Role of the Multidisciplinary Evaluation of Interstitial Lung Diseases.” 
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abroad demonstrates that reducing the timing of referral to a tertiary centre with expertise in ILD significantly 

improves outcomes for patients.37 

While diagnosis and management of patients through ILD specialty centres is desirable for patients38, 

implementing this in practice represents significant challenges: 

• The non-specific nature of PF-ILDs means primary care physicians will appropriately refer patients to a 

community-based respirologist for further investigation. 

• Referral to an ILD centre, then, is typically done by a community respirologist who must rule out more 

common respiratory diseases – wait lists in Canada for these specialists can take 6-12 months.  

• Referral to an ILD centre can also be performed by a rheumatologist specializing in connective tissue 

disorder, rheumatoid arthritis or other autoimmune diseases associated with ILD – wait lists for 

rheumatologists can be >12 months. 

• Due to the nature of the disease (e.g., shortness of breath), travelling from remote locations to a specialty 

centre, which can be desirable for appropriate diagnosis and management, may be challenging or not 

possible for patients and families. 

• Some regions in Canada may additionally have delays associated with necessary workup – for example, 

chest CTs are required and need updating (after 12 months) but patients may face wait times in some 

provinces. 

• Management of ILD patients can be complex, resource intensive, and with specific health human 

resource challenges.  

• There are few specialists trained in ILD, and financial barriers due to billing and licensing arrangements 

can make it difficult to train and license more physicians. 

• Furthermore, some highly specialized ILD doctors may also conduct research and need connection to 

academic research hospitals. 

• There is a relative lack of community-based rheumatologists outside of large urban centres. Connective 

tissue disorders and autoimmune conditions associated with PF-ILDs are also infrequently seen among 

rheumatologists, leading to less awareness and experience with the condition.  

 

37  She S Lok, “Interstitial Lung Disease Clinics for the Management of Idiopathic Pulmonary Fibrosis: A Potential 
Advantage to Patients,” The Journal of Heart and Lung Transplantation 18, no. 9 (September 1, 1999): 884–90, 
https://doi.org/10.1016/S1053-2498(99)00050-9; Daniela J. Lamas et al., “Delayed Access and Survival in Idiopathic 
Pulmonary Fibrosis: A Cohort Study,” American Journal of Respiratory and Critical Care Medicine 184, no. 7 (October 2011): 
842–47, https://doi.org/10.1164/rccm.201104-0668OC; Marcus Povitz et al., “Implementing an Interstitial Lung 
Disease Clinic Improves Survival without Increasing Health Care Resource Utilization,” Pulmonary Pharmacology & 
Therapeutics 56 (June 1, 2019): 94–99, https://doi.org/10.1016/j.pupt.2019.03.012. 
38 Helen E. Jo et al., “Clinical Impact of the Interstitial Lung Disease Multidisciplinary Service,” Respirology 21, no. 8 
(2016): 1438–44, https://doi.org/10.1111/resp.12850. 
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• Similarly, PF-ILD/ILD is less commonly seen by community-based respirologists, leading to less 

awareness and experience with diagnosis and management of the disease.  

• Patients with PF-ILDs may also require support from other care disciplines, including cardiothoracic 

surgeons and lung transplantation teams, occupational therapists, cardiologists, immunologists, palliative 

care experts, respiratory therapists, physiotherapists, and dietitians. 

• PF-ILD patients may also require or benefit from emergency department visits, hospitalization, oxygen 

and pharmacotherapy. 

• The complexity of these supports and specialist referral patterns and supports necessitates support for 

patients, optimally through nurse or patient care navigators.  

• The multidisciplinary approach, while representing the gold standard in the diagnosis of ILD, is not 

always practicable in clinical practice due to the geographical distance between participants, lack of 

trained specialists or time constraints. 

 
Policy Options and Next Steps for Canada 
Given these limitations, the group discussed desired conditions and approaches to organizing and providing 

care for patients with PF-ILD in the future. Some options identified by this Working Group included: 

• Awareness and resources for community-based respirologist 

• There is no overwhelming consensus on tests and procedures leading up until diagnosis and 

treatment - Checklists could provide more specificity for community-based respirologists and would 

be helpful to inform MDD 

• There may be lack of education among community-based respirologists that the standard of care has 

changed (treatments available) 

• The increasing use of on-line referral (e.g., Ontario e-consult) platforms could be helpful to facilitate 

communication with academic ILD centres or MDD. 

• There may also be barriers to other specialists (like family doctors) to be able to order certain tests 

• Training of PF-ILD/ILD specialists  

• There is an increasing need for respirologists with specialized ILD training. Training 1-2 people per 

Canadian city might still not fulfill anticipated capacity. 

• Financing and reimbursement of healthcare 

• The time commitment required by ILD specialists calls current fee-for-service arrangements into 

question. Alternatives include salaried physicians (as in Europe) or finance agreements that 

incorporate research. 
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• Rearrangement of care to include virtual services or referral may require reconsideration of billing 

arrangements. 

• There is still a need to revisit oxygen reimbursement policies in some provinces as they have been 

designed for COPD patients. 

• Similarly, there is a need to revisit provision of palliative care services as they are largely designed for 

and delivered to cancer patients. 

• Organization of care 

• Improving access then requires networks/partnerships between hospitals, community-based 

specialists and well-trained specialists. There is evidence from other disciplines involving complex 

care that shared-care models can be effective.39  

• Some form of “shared care” between hospitals/community-based specialists and specialized centres 

is one approach40– there is still little direct evidence of the impact of multidisciplinary care after 

diagnosis. 

• The need for virtual care and shared-care aligns with patient values – as travel to dedicated centres 

may be challenging or not possible. 

Implications for Further Research  
These options constitute a “best guess’ at an optimal approach for PF-ILD patients that considers the 

Canadian healthcare system structure, the preferences and values of Canadian patients and the availability and 

training of necessary specialists. Additional implementation and health services research required should 

address the following questions: 

1. What are the referral pathways currently being developed or used for the evaluation of PF-ILD 

patients? 

While referral pathways in Canada have developed “organically” by jurisdiction, additional lessons could be 

learned through further literature review and nationwide survey of those currently delivering care. 

2. How do optimal care pathways for patients with PF-ILD of autoimmune etiology align with 

current practice patterns for rheumatology specialists? 

The increasingly important role of connective tissue disorders and autoimmune diseases will require input of 

specialists in rheumatoid diseases.41 Future effort should focus on identifying key opinion leaders in 

 

39 Susan M Smith et al., “Shared Care across the Interface between Primary and Specialty Care in Management of Long 
Term Conditions,” The Cochrane Database of Systematic Reviews 2017, no. 2 (February 23, 2017), 
https://doi.org/10.1002/14651858.CD004910.pub3. 
40 Carlo Vancheri and Antonio Basile, “Multidisciplinary Approach to Interstitial Lung Diseases: Nothing Is Better than 
All of Us Together,” Diagnostics (Basel, Switzerland) 10, no. 7 (July 17, 2020), 
https://doi.org/10.3390/diagnostics10070488. 
41 Domenico Sambataro et al., “Patients with Interstitial Lung Disease Secondary to Autoimmune Diseases: How to 
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rheumatology (beyond scleroderma specialists) with an interest in defining a more comprehensive integrated 

care model 

3. What referral pathways most align with patient values? 

Qualitative study of patients in regards to what values should be most highly considered when delivering care 

will be helpful in creating policy that more closely aligns with patient values. 

4. Which aspects of care are most desirable and what else is needed (i.e., specialized training, 

availability of specialists, novel platforms (such as Ontario e-consult) to support optimized 

referral? 

Initial discussion and articulation of options from this Working group (above) suggest options for change that 

focus on awareness/tools, re-organization of care, and changes to reimbursement policy for goods and 

services. A larger multidisciplinary discussion, and working with a larger group of stakeholders, could identify 

further options or refine what is proposed here. 

5. What processes are sustainable or of good economic value within the Canadian health system, 

that optimize outcomes for patients?  

While some initial work has been done to identify the costs associated with specialized centres, further work 

could be done to estimate the potential cost-effectiveness of optimized approaches. 

6. What is the epidemiology of PF-ILD in Canada and how do geographic barriers (i.e. urban vs 

rural status) differentially impact the patient journey to diagnosis and treatment? 

The Working Group felt that equitable care may be lacking. However further research on the role of 

geography in providing optimal care could help shed more light on the issue. 

  

 

Recognize Them?,” Diagnostics 10, no. 4 (April 2020): 208, https://doi.org/10.3390/diagnostics10040208; Clodoveo 
Ferri et al., “Interstitial Pneumonia with Autoimmune Features and Undifferentiated Connective Tissue Disease: Our 
Interdisciplinary Rheumatology-Pneumology Experience, and Review of the Literature,” Autoimmunity Reviews 15, no. 1 
(January 2016): 61–70, https://doi.org/10.1016/j.autrev.2015.09.003. 
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4. Managing patients with PF-ILD – the role of integrated care 
 
Working Group Members 

• Giovanni Ferrara, ILD respirologist – Edmonton, AB (Working Group Chair) 

• Nathan Hambly, ILD respirologist, Hamilton, ON 

• Paul Hernandez, ILD respirologist, Halifax, NS  

• Maggie Larche, ILD rheumatologist, Hamilton, ON 

• Sharon Lee – Canadian Pulmonary Fibrosis Foundation, Markham, ON 

• Meena Kalluri, ILD respirologist, Edmonton, AB 

• Hanh Nguyen, ILD specialist nurse, Montreal, QC  

• Shane Shapera, ILD respirologist – Toronto, ON 

• Gokul Vidyasankar, ILD respirologist – St. John’s, NL 

Background 
Given the complexity of the PF-ILD and the physical, mental, social and emotional burden, patients require 

multidisciplinary care to address the many domains of care that are required. These could include:  

• Patient care navigators and multidisciplinary team coordinator 

• Physicians with specialties in pulmonology / respiratory care, radiology, rheumatology, 
gastroenterology, sleep dysfunction, thoracic surgery, and general practice. 

• Nurses with specialized training in PF-ILD, oxygen, palliation, pulmonary care and associated 
medical specialty areas.  

• Occupational therapists who can facilitate activities in daily life, including energy saving strategies and 
aids to daily living 

• Physiotherapists who can assess physical ability and facilitate pulmonary rehabilitation with specific 
exercises 

• Pharmacists who provide advice on drug dosage regimens and strategies for improving compliance 
and tolerance to drugs. 

• Dietician to provide nutritional support for weight changes or help with side effects from drug 
therapy. 

• Psychologists to provide support for services such as palliative care or connecting to others with the 
disease. 

The care model for PF-ILDs can be considered similar to that of cancer, where navigators and 

multidisciplinary care are appropriate service delivery models given the complexity of these diseases and the 

premature morbidity and mortality.42  One such model of care, developed by the Royal Brompton Hospital in 

the UK is depicted in Figure 7. An assessment of depression and anxiety demonstrated reductions in anxiety 

scores among patients, with an increase in depression, independent of disease severity.43 

 

42 Erin Walkinshaw, “Patient Navigators Becoming the Norm in Canada,” CMAJ : Canadian Medical Association Journal 
183, no. 15 (October 18, 2011): e1109–10, https://doi.org/10.1503/cmaj.109-3974. 
43 Wim A. Wuyts, Fedro A. Peccatori, and Anne-Marie Russell, “Patient-Centred Management in Idiopathic Pulmonary 
Fibrosis: Similar Themes in Three Communication Models,” European Respiratory Review: An Official Journal of the European 
Respiratory Society 23, no. 132 (June 2014): 231–38, https://doi.org/10.1183/09059180.00001614. 
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Figure 7 The Brompton multidisciplinary model of care for interstitial lung disease  

 

Figure 8 The Karolinska Model of Care – A sequential approach to multidisciplinary care 

 

Another model, discussed by the working group, involves consultations with specialists using a more 

sequential (asynchronous) approach. It involves drawing on specialties without an overarching coordination 

function or the need for specially timed specialist interaction. (Figure 8) 

 

Evidence to support models of integrated care 

While current National and International guidelines for the diagnosis and management of ILD have taken a 

strong position on the need for multidisciplinary discussion among care specialists, as a means of improving 
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the accuracy of diagnosis44, they have not recommended any specific approaches for the organization of care 

across disciplines, including the use of care navigation or multidisciplinary specialized centres. This may be in 

part due to the health care system-specific nature of care organization but may also be due to an emerging 

evidence base. As stated by Ferrara45: 

“There is, however, no clear definition of multidisciplinary care of IPF, and it is unclear which professions 
should be involved in the care of this group of patients. Furthermore, the possibility to build a 

multidisciplinary team is strictly dependent on local resources, so great variability can be expected across 
the same healthcare system and especially among different countries and cultures/continents” 

In Canada, there are currently 16 dedicated ILD centres each with different levels of funding, and different 

approaches to organization of care. Multidisciplinary approaches to management have also been employed in 

other countries, including Sweden, Australia, New Zealand although the extent to which multidisciplinary 

management has been adopted globally is difficult to ascertain as not all centres have published evaluations. 

Some centres have conducted some preliminary cost impact analyses46 although no formal cost-effective 

analyses could be identified. 

There are however, emerging pieces of evidence that describe improvements to the quality of life of 

patients47, management of disease48, reductions in emergency room visits49, physician visits50, physician 

workload51, and improvements in palliative and end-of-life care52 when a multidisciplinary service with care 

navigation is employed. 

 

44 Raghu et al., “Diagnosis of Idiopathic Pulmonary Fibrosis. An Official ATS/ERS/JRS/ALAT Clinical Practice 
Guideline”; Assayag et al., “Comprehensive Management of Fibrotic Interstitial Lung Diseases”; Johannson et al., 
“Evaluation of Patients with Fibrotic Interstitial Lung Disease.” 
45 Giovanni Ferrara et al., “Best Supportive Care for Idiopathic Pulmonary Fibrosis: Current Gaps and Future 
Directions,” European Respiratory Review 27, no. 147 (March 31, 2018): 170076, https://doi.org/10.1183/16000617.0076-
2017. 
46 Nathan Hambly et al., “A Cross-Sectional Evaluation of the Idiopathic Pulmonary Fibrosis Patient Satisfaction and 
Quality of Life with a Care Coordinator,” Journal of Thoracic Disease 11, no. 12 (December 2019): 5547–56, 
https://doi.org/10.21037/jtd.2019.11.41. 
47 Wuyts, Peccatori, and Russell, “Patient-Centred Management in Idiopathic Pulmonary Fibrosis”; Hambly et al., “A 
Cross-Sectional Evaluation of the Idiopathic Pulmonary Fibrosis Patient Satisfaction and Quality of Life with a Care 
Coordinator.” 
48 Helen E. Jo et al., “Clinical Impact of the Interstitial Lung Disease Multidisciplinary Service,” Respirology (Carlton, Vic.) 
21, no. 8 (2016): 1438–44, https://doi.org/10.1111/resp.12850; S. S. Lok, “Interstitial Lung Disease Clinics for the 
Management of Idiopathic Pulmonary Fibrosis: A Potential Advantage to Patients. Greater Manchester Lung Fibrosis 
Consortium,” The Journal of Heart and Lung Transplantation: The Official Publication of the International Society for Heart 
Transplantation 18, no. 9 (September 1999): 884–90, https://doi.org/10.1016/s1053-2498(99)00050-9; Gin Tsen Chai et 
al., “Impact of an Interstitial Lung Disease Service in the Diagnosis and Management of Interstitial Lung Disease in 
Singapore,” Singapore Medical Journal, July 11, 2019, https://doi.org/10.11622/smedj.2019069. 
49 Meena Kalluri et al., “Beyond Idiopathic Pulmonary Fibrosis Diagnosis: Multidisciplinary Care With an Early 
Integrated Palliative Approach Is Associated With a Decrease in Acute Care Utilization and Hospital Deaths,” Journal of 
Pain and Symptom Management 55, no. 2 (2018): 420–26, https://doi.org/10.1016/j.jpainsymman.2017.10.016. 
50 Chai et al., “Impact of an Interstitial Lung Disease Service in the Diagnosis and Management of Interstitial Lung 
Disease in Singapore,” July 11, 2019. 
51 Hambly et al., “A Cross-Sectional Evaluation of the Idiopathic Pulmonary Fibrosis Patient Satisfaction and Quality of 
Life with a Care Coordinator.” 
52 Kalluri et al., “Beyond Idiopathic Pulmonary Fibrosis Diagnosis,” 2018. 
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Discussion and Findings of the Working Group 
While there is general recognition that multidisciplinary supports are required for various phases of disease 

(i.e., the diagnostic workup or ‘diagnostic journey’; ongoing management of disease; and management of 

advanced illness)53, there is no clear definition of what constitutes multidisciplinary care in Canada or how 

these various disciplines should be brought together or coordinated.54  

A depiction of necessary care components based on Working group discussion, and adapting Wagner’s model 

of care for chronic conditions is shown in Figure 9.Figure 9 

Figure 9 Components of care necessary for diagnosis, and routine / advanced care management of PF-ILD 

 

One approach to bringing together needed components of care is through dedicated ILD specialty centres. 

These centres can be linked to other specialty areas and supports with interest or training in ILD including 

cardiothoracic surgeons and lung transplantation teams, occupational therapists, cardiologists, immunologists, 

palliative care experts, respiratory therapists, physiotherapists and dietitians.  

Beyond diagnosis and management of patients, centres can also help patients with access to research/clinical 

trials and advanced genetic testing. They are also able to provide education, navigation and facilitate 

 

53 Johannson et al., “Evaluation of Patients with Fibrotic Interstitial Lung Disease.” 
54 Ferrara et al., “Best Supportive Care for Idiopathic Pulmonary Fibrosis.” 

Diagnostic journey

•Local diagnostic workup

•Primary care provider

•Radiologist
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respirologist/internist

•Rheumatologist
•Speciality (further) 

diagnostic workup
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among ILD specialists:

•ILD respirologist 
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Management of 
disease

•Community-based 
management

•Family physicians or primary 
care provider

•Community-based 
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•Interdisciplinary care team-
based management*
•Specialized services
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•Mental health
•Transplantation
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Advanced illness

• Serious illness conversation  

•Advanced care planning

•Palliative care

•Hospice

•End-of-life care
•Lung transplant specialists / 
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*ILD care team could include a ILD respirologist, thoracic surgeon, thoracic radiologist, thoracic pathologist, and ILD nurse specialist. Other 

care team members could include an  ILD palliative nurse specialist, ILD pharmacist, dietician, psychologist , respiratory physiologist, and 
occupational therapist.

Community resources and policies (communication and awareness / self management support) 

Health care system support (e.g., navigation/laboratory/pharmacy etc.)

Optimal organization of care (clinical information systems / decision support / delivery system)
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communication between specialists, between patients and care providers and between patients and their 

families. 

While there is evidence of effectiveness of a centre-based approach to PF-ILD management55, it represents 

significant challenges in the Canadian context: 

• Due to the nature of the disease (e.g., shortness of breath), travelling from remote locations to a 

specialty centre, which can be desirable for appropriate diagnosis and management, may be 

challenging or not possible for patients and their families. 

 

• Further to this, patients with PF-ILD have expressed a desire to have better community-based 

resources for navigation and other supports related to self-management and awareness of disease. 

They have expressed an interest for information about care at all stages of illness. 

 

• Unlike other respiratory conditions (e.g., cystic fibrosis, pulmonary arterial hypertension) that have 

been managed using a centre-based approach, PF-ILD represents a larger and growing population of 

patients. There are an inadequate number of well-trained respirologists to populate centres with 

highly specialized respirologists that will serve all patients. 

 

▪ There are also limits to designating who can provide care within a given healthcare system. 

Provincial authorities largely pay physicians as free entities who are regulated by their own 

professional colleges and without government restrictions to practice in a certain location. 

▪ Furthermore, some highly specialized ILD doctors may also hold research interests and desire 

connection to academic research hospitals. 

 

• Some patients can be adequately managed through community-based specialists with interest or 

training. 

 

• Other approaches to combining necessary components of integrated care (i.e., specialty good and 

services) are distributed models of care (i.e., local centres), distance-led approaches including 

asynchronous and synchronous tele-health, shared-care or spoke-and-hub approaches.  

 

  

 

55 Jo et al., “Clinical Impact of the Interstitial Lung Disease Multidisciplinary Service,” 2016; Povitz et al., “Implementing 
an Interstitial Lung Disease Clinic Improves Survival without Increasing Health Care Resource Utilization.” 
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Policy Options and Next Steps for Canada 
Given the need for multidisciplinary management but acknowledging the limitations in delivering all care 

through specialized centres, the group discussed desired conditions and approaches to organizing and 

providing care for the ongoing management of patients with PF-ILD in the future. Some options identified 

by this Working Group included: 

 

• The need for hybrid models of care: 

• The complexity of care management means having a completely centralized model of care is not 

feasible. Yet, the need for highly specialized training and services also means a de-centralized service 

model entirely dependent on community-based resources is also untenable. 

• An integrated, “shared care” or hub-and-spoke between hospitals/community-based specialists and 

specialized centres is one approach--- it also aligns with patient values – as travel to dedicated centres 

may be challenging or not possible. 

• There is evidence from other disciplines involving complex care that shared-care models can be 

effective.56 

• Defining the hub-and-spoke approach to care 

• Working Group participants felt a hub-and-spoke model would allow specialized care centres to 

focus on supporting regional care centres through providing province-wide navigation to specialty 

services, educational resources for care providers and patients, access to multidisciplinary discussion 

which may be required for diagnosis, and access to clinical research. 

• Specialized care centres would also provide regular care for their specific catchment areas in addition 

to being tasked with identifying where regional deficits exist which could lead to strategic capacity 

building. 

• Hub-and-spoke integrated care models have also been applied to other therapeutic areas where 

individuals are faced with potential gaps in care or poor care co-ordination, that can lead to an 

adverse impact on care experiences and care. 

Implications for Further Research  
Recommending a hub-and-spoke model for PF-ILD patients is a “best guess” approach to care that considers 

the Canadian healthcare system structure, the preferences and values of Canadian patients and the availability 

and training of necessary specialists. The Working Group felt that additional implementation and health 

services research should address the following questions: 

 

1. What are the minimal standards / components for an integrated care of PF-ILD in Canada? 

The Working Group felt that at minimum, integrated care approaches employing a hub-and-spoke model 

should have specialized ILD respirologists, pathologists, thoracic surgeons, radiologists, rheumatologists, 

pulmonary rehabilitation specialists, and specialty nurses within their centres (See Figure 1). The centres 

would also be tightly linked to palliative care, and transplant services.  However, more definition of this 

model is needed. 

 

56 Smith et al., “Shared Care across the Interface between Primary and Specialty Care in Management of Long Term 
Conditions.” 



29  | P a g e 

 

 

 

 

2. What are the current international and national approaches to integrated care and 

multidisciplinary management models of care that are applicable to ILD? 

While some Working Group members were able to discuss how multidisciplinary care is delivered within 

their own clinics and institutions, a survey or horizon scan of current models would be informative for better 

defining an integrated care approach. The Working Group thought it might be feasible to conduct a small 

survey of those (16 centres) involved in Canada. 

3. What is the cost-effectiveness of different approaches to organizing care, from a Canadian health 

care payer perspective? 

An ideal model of care may also be informed through patient input in regards to what models most align with 

patient values and additional analyses that seek to conceptually cost a hub-and-spoke approach to care. This 

could be accomplished through pilot studies that attempt to further measure and assess the costs and 

effectiveness of these approaches. Any new model should also be assessed through audit and ongoing 

evaluation given the lack of strong evidence pointing to any one approach. 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  



30  | P a g e 

 

 

 

 

5. Reflections from 2020 PF-ILF Multistakeholder Policy 
Roundtable Discussions 

 

The background and options described in Sections 1 through 4 were discussed at an Institute of Health 

Economics, Virtual Multi-Stakeholder Policy Roundtable held on November 20, 2020. Participants (n=22, 

See Appendix A – Approach to Policy Roundtable and Participants) were provided presentations of the 

Working Group discussions and a link to the background reports before the workshop. The workshop 

consisted of facilitated plenary discussions and structured break-out groups. The sessions were designed to 

support sharing and allow further development of strategic directions for the optimal management of PF-

ILD patients in Canada.  

Findings and further direction 

The Policy Roundtable participants deliberated on key dimensions related to delivering optimal care for 

patients with PF-ILD in Canada including what key directions are needed and who is best suited to move 

them forward. 

1. Better surveillance to identify, design and target services to needs 
o Efforts must be made to further understand patient populations and in particular problems related to 

optimal care in rural and remote communities. 

o There is emerging evidence that some identifiable and marginalized populations are at particular risk 

for receiving suboptimal care and not being appropriately referred; further efforts should be made to 

examine the epidemiology and regional variation of the disease. 

o A starting point may be to better understand referral patterns to community-based respirologists or 

First Nations health managers and the unaddressed PF-ILD needs in these rural/remote 

communities. 

o Some participants suggested some work has been done (e.g., James Bay Cree) in defining 

unmet needs. 

o These surveillance efforts will serve to better understand the needs of remote regions for the 

adoption of a needs-based design of service, such as “hub-and-spoke” models of care, as capacity to 

deliver dedicated, highly specialized care on site in those regions is infeasible. 

 

2. Accelerated development and implementation of multidisciplinary guidance 

that addresses the full continuum of care.  
o Further consensus guidance on implementing the necessary supports for diagnosis, management and 

advanced illness will be helpful for policymakers. 

o This could include guidance on PF-ILD-specific needs for specialized services (e.g., oxygen, mental 

health) as well as the need for system navigators. 

o Further supports are also needed for serious illness conversations including PF-ILD -specific 

changes to the necessary programs (e.g., palliative, end-of-life care) required to best improve the 

quality of life of patients. 
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3. Broad adoption of patient navigator role in support of patients and families.  
o The complexity of care delivery for patients with PF-ILD is due to the wide range of health services 

and referrals required to benefit patients coupled with the limited independence of patients. 

o Round table participants saw further development and promotion of the role of patient navigator as 

instrumental to the success of efficient and equitable delivery of health care services to PF-ILD 

patients. 

o Patient navigators will also aid those with limited independence and functionality to navigate a 

complex web of health services with different standards and approaches to patient care. 

 

4. Awareness and informational resources needed for community-based 

providers 

o Primary care providers would benefit from further education through joint (rheumatologist / 

respirologist) grand rounds, CME events, or articles. 

o Education to community-based respirologists, radiologists and First Nations primary care providers 

(nurses, health care managers) is also a key priority. 

o Educational events and the adoption of virtual care platforms for patients will also be helpful for 

patients. 

 

5. Implementation of hub-and-spoke models of care  
o A health services demonstration project, with the participation of a Canadian health jurisdiction, such 

as The INSPIRED COPD Outreach Program™, is required to examine impacts on clinical 

outcomes, patient and provider experiences, equity of access, and health resources associated with a 

hub-and-spoke model. 

o A demonstration project will also allow for a better definition of patient navigators and the value they 

provide.  

o Hub-and-spoke models are likely better supported by virtual care platforms – the recent uptake of 

virtual and telehealth programs due to Sars-CoV-2 suggests this is excellent timing for a 

demonstration project. 

o The more frequent use of coordinators and virtual care throughout Canada’s Indigenous 

communities also suggests a hub-and-spoke model focused on these populations is a good place to 

start. 

o  Health Quality Councils and others focused on issues of equity can play an important role in 

ensuring hub-and-spoke models lead to a fairer distribution of resources. 

 

6. Innovative financing approaches 

o The additional time requirements for managing and diagnosing PF-ILD patients may not be captured 

in current billing (e.g., fee-for-service) arrangements and may promote suboptimal care.  

o Rearrangement of care to include virtual services or referral may require reconsideration of billing 

arrangements. 

o Mapping of current reimbursement policies, including oxygen and palliative care, may provide useful 

information in regards to the equity of care and need to more consistently finance appropriate care 

across provinces.  
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Concluding remarks 
Further understanding and awareness of PF-ILD, coupled with its growing prevalence has highlighted the 

need for innovative approaches to diagnosis and treatment. What is clear from emerging practices is that 

Canada will need to optimize the use of a limited number of highly trained professionals and centres that are 

required to adequately manage this complex and severe condition. Current organization of care and financing 

arrangements appear to be based on historical models that do not apply to PF-ILD. With an increasing 

reliance on regional treatment centres, and the need to address issues of equity for remote and marginalized 

communities, participants felt there is a real need to work toward a “hub-and-spoke” model of care. Through 

better surveillance to identify regional needs and better awareness among regional care providers, coupled 

with the increasing use of virtual care, this is an opportune time to evaluate a hub-and-spoke model. This 

evaluation could also serve to identify gaps in current finance models, create better informational resources 

for community providers and patients, and define the role of care navigators. 
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Appendix A – Approach to Policy Roundtable and Participants 
The Roundtable was an invitation-only event hosted by the Institute of Health Economics with support 

provided by Boehringer Ingelheim (Canada) Ltd./Ltée. The Agenda of the event, and invited 

participants are shown below: 

The Institute for Health Economics (IHE) is conducting an invitational, virtual policy roundtable on 

progressive fibrosing interstitial lung disease (PF-ILD) on November 20th, 2020. This policy 

roundtable will seek to gain multi-stakeholder consensus on policy recommendations intended to 

optimize care for PF-ILD patients  

Key areas for discuss are in the following three areas:  

• Multi-disciplinary PF-ILD guidelines  

• Optimal models of multidisciplinary care centres of excellence  

• Education/awareness initiatives for primary care providers and policy makers  

The purpose of this discussion will be to bring together multiple stakeholders from across Canada to 

investigate the current state of evidence and information regarding PF-ILD idiopathic pulmonary 

fibrosis (IPF) and provide recommendations regarding special considerations for policy making and 

healthcare decision-making. This invitational Roundtable is being organized by the Institute of 

Health Economics (IHE) and is supported by and developed in partnership with Boehringer 

Ingelheim (Canada) Ltd./Ltée.  

Registration link: https://www.eventbrite.ca/e/progressive-fibrosing-interstitial- lung-disease-pf-

ild-tickets-121245016107  

Approach: The workshop report will be conducted under Chatham House rule (i.e. non attribution 

of feedback) and it is not expected that this will be a Consensus Report but a summary of discussion 

where areas of general agreement are noted along with areas where there are differing points of 

view.  
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AGENDA  

Major Objective:  

To receive feedback on the framing of strategic directions and populating those with greater 

specificity in terms of recommended actions.  

11:00 – 11:45 

• Introductions – IHE and BI – Overview of Initiative  

• Presentation by IHE on Draft Reports (Process and Key Findings)  

• Review of Meeting logistics/format.  

11:45 – 12:45 – Breakout groups (2)  

Major discussion areas (breakouts):  

a. Content review on report contents: 

b. Input on Key Recommendations related to Policy Actions :  

• What? – Elaborate on specific actions  

• Who? - Identify Necessary Leaders/Supporters/Coalitions  

• Role for patient education/advocacy  

12:45 – 1:00 (break) – Group leaders to summarize key findings.  

1:00 – 2:15 – Plenary  

• Quick Report back from Groups (5-10 minutes)  

• Online polling and utilization of comment function and roundtable  

feedback to solicit additions/comments on recommendations.  

• Prioritize/Probe areas of agreement/disagreement  

• Closing remarks and Next Steps  
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Registrants November 2020 Workshop  

First Last Position / Institution 

Mehmood  Alibhai Director, National Policy and Patient Access, Boehringer Ingelheim 
(Canada) Ltd.  

Vanessa  Ambtman-Smith  Indigenous Health Policy Framework Steering Committee member, 
Trudeau Foundation Scholar.  

Roger  Chai Regional Patient Access and Health Policy Manager, Boehringer 
Ingelheim (Canada) Ltd.  

Allison  Deer Team member, Bimaadzwin 

Sonia  Drummond Pharmacist, BC Ministry of Health  

Giovanni Ferrara Divisional Director, Pulmonary Medicine, University of Alberta 

Karen  Fortin Pharmacy Consultant, Indigenous Services Canada 

Kristopher  Garlick Therapeutic Area Director, Speciality Care, Boehringer Ingelheim 
(Canada) Ltd.  

Peter Glazier Executive Vice-President, Lung Health Foundation 

Jason  Gordon Speciality Authority Pharmacist, BC Pharmacare 

Nathan  Hambly Assistant Professor, McMaster University; Interstitial Lung Disease 
Program Director 

Paul  Hernandez Division Head, Respirology, Dalhousie University 

Don  Husereau Senior Research Associate, Institute of Health Economics   

Kerri Johannson Clinical Assistant Professor in the Departments of Medicine, University 
of Calgary, Interstitial Lung Disease specialist.  

Nasreen Khalil Clinical Professor, Respiratory Division, University of British Columbia, 
Interstitial Lung Disease specialist.  

Martin Kolb Moran Campbell Chair in Respiratory Medicine; Respirology Division 
Director; Research director, Firestone Institute for Respiratory Health, 
McMaster University.  

Maggie Larche Associate Professor and Respiratory Specialist, Faculty of Medicine, 
McMaster University.  

Sharon  Lee Executive Director, Canadian Pulmonary Fibrosis Foundation 

Susan  Pierce Manager, Pharmacy Policy Development Division, Indigenous Services 

John  Sproule Senior Policy Director, Institute of Health Economics  

Durhane Wong-Reiger President and CEO, Canadian Organization for Rare Disorders 

Maureen Worron-Sauve Chair, Advocacy, Scleroderma Canada  

 


