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OUTLINE

1. Review current data on palliative care in pulmonary medicine
 Patient and physician perspectives

2. When should palliative care be introduced in advance lung diseases and outcomes

3. Introducing palliative care into outpatient pulmonary medicine
 Blended/collaborative practices



HISTORY ON PALLIATION

Term first coined in 1974 by Dr. Balfour Mount, a surgical oncologist from McGill 
University (Canada).

While hospice falls under the umbrella of palliative care, palliative care can be provided from 
the time of diagnosis of a serious illness and concurrently with curative or life-prolonging 
treatment.

1990: WHO recognized palliative care as a distinct specialty.

2006:  The American Board of Medical Specialties (ABMS) and the Accreditation Council for 
Graduate Medical Education (ACGME) recognized hospice and palliative care as its own 
specialty.

Seeing the patient beyond their disease and 
focus on symptomatic relief and stress of illness 
while providing quality of life to patient and 
their family. 



PALLIATION IN PULMONARY MEDICINE

 “ I can’t breathe, I need air”…

 Despite advances in disease treatment, symptoms are still a significant 
burden.

 High rates of resource used. $18 billion in 2012

 Palliation addresses patients as a whole

 Symptomatic management of dyspnea involves multiple aspects. 
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CHALLENGES FOR PHYSICIANS

 Barriers to communication and opportunities

 Fear of opening the discussion

 Time constraint 

 Lack of knowledge and expertise among providers HOW to recognize patient in need

 No clear guidelines

 When to initiate in patient COPD diagnosis vs ILD vs Pulmonary hypertension

 How to engage in the conversation

 How do I even bring it up

 WIDESPREAD misconception 

 Often hear palliation and hospice as interchangeable words within our own community

 Are we giving up?

 AVAILABILITY
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 128 completed surveys, all 68 Fibrosis 
Foundation Care Center Networks

 Referrals made at 
symptomatic/objective clinical disease 
progression

 Rarely referred due to lack of local 
palliative care (PC)

 Difficulties discussing 

 Lack of STANDARD  measures of 
disease specific symptoms, burden, 
health related quality of life. 

 Discordance between self reported 
and actual use of services (inpt and 
outpt)





CHALLENGES FOR PATIENTS

 1.7% referral to palliative care when 
hospitalized

 Lack of accessibility

 Current availability overburden or non-
existing

 Outpatient referrals?



1. Understanding of palliative care: 30% have heard
2. Using standardized explanation: All participants were receptive 
3. Timing of care: GOLD II-III
4. All stages: 

1. Common theme: Coping
2. GOLD IV: prognostication awareness



WHAT DO PATIENTS WANT



WHEN SHOULD PALLIATION BE INTRODUCED IN COPD?



 12 physicians (pulmonary and palliative)

 Shared concerns for misconception = end of life

 Pulm:  symptom management

 Concerns using benzodiazepines and opiates (self and by palliative care)

 Specialties agree need more consensus on role, referral criteria, delivery models

 Operational barriers

 Influx of early referral

 Nurse led? Telehealth?

 # hospitalization and emotional symptoms

 Advance planning is rare



WHEN SHOULD PALLIATION BE INTRODUCED IN ILD?



 IPF still carry only 3-5 years life 
expectancy

 Often referred too late or not at all. 

 2022 PM study using 5 electronic 
database, 11 final studies (2013-2021) used 
with 118 pt and 118 caregivers reviewed: 
across 5 countries 

1. Information seeking

2. Grief and acceptance

3. Fear of the future



Information seeking:
• Frustration of length and complicated 

diagnosis process.
• Want more information at time of diagnosis

• Preferably written
• Self research information felt 

confusion and “worst case”
• Dissatisfied with specialty clinic 

education
• Stagnant info
• Pulmonary rehab: positive 

intervention

• More confident patients able to shift 
perspective to focus on living well with 
disease

• More specific info about disease 
management at end of life

• Identifying desynchrony needs between 
patient and carers.



UNCLEAR optimal timing of palliative 
conversation. 

• Patient’s living alone want more detail and 
direct conversations

• Pace of information given varies
• Only small percentage preferred speaking with 

specialist

Grief adjustment
• Time to review and understand disease and 

impact

Fear of the future
• Not adequately addressed in clinic
• Oxygen viewed as negative milestone
• Accepting of fatality of disease but fear process
• Carers whose family died in the hospital 

appeared less prepared for the death





ADVANCE LUNG DISEASE CLINIC

 Pulmonologists as gatekeepers

 Bridging the gap 

 ? Re-imbursement for physician

 Save ~$3,237/pt per hospital stay

 Early relationship development

 Medical management

 Education of illness

 Normalizing conversations

 Pulm rehab

 Breathlessness plan

 Progress to more diverse need of social and emotional needs 

 Assist carers

 Assist with further palliative referral and eventually hospice care



PATIENT PERCEPTION







6



6











REFERENCES:

1. Gersten RA, Seth B, Arellano L, Shore J, O'Hare L, Patel N, Safdar Z, Krishna R, Mageto Y, Cochran D, Lindell K, Danoff SK; Pulmonary Fibrosis Foundation. Provider Perspectives on and Access to Palliative Care for Patients With Interstitial Lung Disease. Chest. 2022 Aug;162(2):375-384. 
doi: 10.1016/j.chest.2022.03.009. Epub 2022 Mar 17. PMID: 35305969.

2. Cassel JB, Bowman B, Rogers M, Spragens LH, Meier DE; Palliative Care Leadership Centers. Palliative Care Leadership Centers Are Key To The Diffusion Of Palliative Care Innovation. Health Aff (Millwood). 2018 Feb;37(2):231-239. doi: 10.1377/hlthaff.2017.1122. PMID: 29401015.

3. Halpin DMG. Palliative Care for Chronic Obstructive Pulmonary Disease. Signs of Progress, but Still a Long Way to Go. Am J Respir Crit Care Med. 2018 Dec 1;198(11):1356-1358. doi: 10.1164/rccm.201805-0955ED. PMID: 29889550.

4. Iyer AS, Dionne-Odom JN, Khateeb DM, O'Hare L, Tucker RO, Brown CJ, Dransfield MT, Bakitas MA. A Qualitative Study of Pulmonary and Palliative Care Clinician Perspectives on Early Palliative Care in Chronic Obstructive Pulmonary Disease. J Palliat Med. 2020 Apr;23(4):513-526. doi: 
10.1089/jpm.2019.0355. Epub 2019 Oct 29. PMID: 31657654; PMCID: PMC7104897.

5. Iyer AS, Dionne-Odom JN, Ford SM, Crump Tims SL, Sockwell ED, Ivankova NV, Brown CJ, Tucker RO, Dransfield MT, Bakitas MA. A Formative Evaluation of Patient and Family Caregiver Perspectives on Early Palliative Care in Chronic Obstructive Pulmonary Disease across Disease 
Severity. Ann Am Thorac Soc. 2019 Aug;16(8):1024-1033. doi: 10.1513/AnnalsATS.201902-112OC. PMID: 31039003; PMCID: PMC6774751.

6. Iyer AS, Sullivan DR, Lindell KO, Reinke LF. The Role of Palliative Care in COPD. Chest. 2022 May;161(5):1250-1262. doi: 10.1016/j.chest.2021.10.032. Epub 2021 Nov 3. PMID: 34740592; PMCID: PMC9131048.

7. Kraskovsky V, Schneider J, Mador MJ, Provost KA. Longer Duration of Palliative Care in Patients With COPD Is Associated With Death Outside the Hospital. J Palliat Care. 2022 Apr;37(2):125-133. doi: 10.1177/0825859719851486. Epub 2019 Jul 2. PMID: 31262230.

8. Rocker GM, Simpson AC, Horton R. Palliative Care in Advanced Lung Disease: The Challenge of Integrating Palliation Into Everyday Care. Chest. 2015 Sep;148(3):801-809. doi: 10.1378/chest.14-2593. PMID: 25742140.

9. Ruggiero R, Reinke LF. Palliative Care in Advanced Lung Diseases: A Void That Needs Filling. Ann Am Thorac Soc. 2018 Nov;15(11):1265-1268. doi: 10.1513/AnnalsATS.201805-347HP. PMID: 30134117.

10. Smallwood N, Currow D, Booth S, Spathis A, Irving L, Philip J. Attitudes to specialist palliative care and advance care planning in people with COPD: a multi-national survey of palliative and respiratory medicine specialists. BMC Palliat Care. 2018 Oct 15;17(1):115. doi: 10.1186/s12904-018-
0371-8. PMID: 30322397; PMCID: PMC6190649.

11. Smallwood N, Thompson M, Warrender-Sparkes M, Eastman P, Le B, Irving L, Philip J. Integrated respiratory and palliative care may improve outcomes in advanced lung disease. ERJ Open Res. 2018 Feb 16;4(1):00102-2017. doi: 10.1183/23120541.00102-2017. PMID: 29707561; PMCID: 
PMC5912931.

12. Sullivan DR, Iyer AS, Enguidanos S, Cox CE, Farquhar M, Janssen DJA, Lindell KO, Mularski RA, Smallwood N, Turnbull AE, Wilkinson AM, Courtright KR, Maddocks M, McPherson ML, Thornton JD, Campbell ML, Fasolino TK, Fogelman PM, Gershon L, Gershon T, Hartog C, Luther J, 
Meier DE, Nelson JE, Rabinowitz E, Rushton CH, Sloan DH, Kross EK, Reinke LF. Palliative Care Early in the Care Continuum among Patients with Serious Respiratory Illness: An Official ATS/AAHPM/HPNA/SWHPN Policy Statement. Am J Respir Crit Care Med. 2022 Sep 15;206(6):e44-
e69. doi: 10.1164/rccm.202207-1262ST. PMID: 36112774.


