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Pulmonary Hypertension Task Force Meeting Minutes 
Wednesday, April 10, 2019 

 
Attendees: 
Taskforce Members: Lindsey Tucker, Anita Christie, Aaron Waxman, Monica Le, Ernesto 
Bencosme, Frank Cann 
Also in Attendance: Allison Hackbarth (JSI), Hannah Chidekel (JSI) 
 

1. Meeting minutes vote: 
a. November 3, 2017: 

i. Motion to Approve: Dr. Waxman first, Dr. Le second 
ii. Voted in by all task force members. 

b.  December 18, 2017: 
i. Motion to Approve: Dr. Waxman, Anita second 
ii. Voted in by all task force members.  

 
2. There have been two previous task force meetings:  

a.  November 3, 2017: This was a general meeting to discuss the overarching 
responsibilities of the group; PH’s symptoms and why it can be difficult to 
diagnose; patient advocacy; where in medical school curriculums could PH 
awareness be inserted.  

b. December 18, 2017: The group reviewed a draft work plan, discussed the 6th PH 
World Symposium, discussed resources and how they might align with the task 
force’s strategic plan, and developed draft recommendations. 

 
3. Discussion of the general overview of PH:  

a. From Dr. Waxman, there is a gross underestimation of PH patients because its 
most common symptoms, such as shortness of breath, are very generalizable. 
This makes it difficult to quickly diagnose PH. Additionally, physicians have an 
easier time finding PH in men because of the ways in which the symptoms  
manifest and are described by patients.  

b. Existing data from the Pulmonary Hypertension Association (PHA) is misleading, 
because its registry focuses on pulmonary arterial hypertension (PAH).  

c. The Brigham’s PH and Right Heart Failure Program is the only accredited PH 
program in MA.  
 

4. Discussion of updates in the field of PH:   
a. 2018 World Symposium on PH 

i. 13 articles were published.  
ii. Diagnosis of PH has changed--which reflects the lack of agreement there 

is in the medical community. What is important though is the fact that the 
metric of vascular resistance has not changed, because this is the 
backbone of identifying the disease. 
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b. Updates from the American College of Chest Physicians (CHEST):   
i. Includes updates in combination therapies, statements on palliative care, 

the development of a treatment algorithm, and discussion of therapeutic 
options.  

ii. Dr. Waxman highlighted that there are only three pathways targeted by 
drugs at the moment, but that more are being researched. Additionally, he 
noted the importance of making a distinction between palliative care and 
end-of-life care.  

iii. He also noted that many patients are treated through combination 
therapies because it can be difficult to get insurance companies to cover 
these medications. Difficulty in coverage is not a product of the 
complicated treatment guidelines, but rather is associated with drug 
costs.  

 
5. Discussion of resources for increasing awareness of PH:  

a. The PHA has a very broad reach and offers a number of resources for advocacy 
and research support. Of note is the 3rd annual O2 Breathe Walk that will take 
place on June 1, 2019 (a good opportunity to raise awareness about PH).  

i. The PHA also offers educational opportunities for the medical community, 
including provision of CMEs. Primary care physicians (PCPs) should be a 
target for this information.  

b. PHAware is another resource that focuses on advocacy and technological 
innovation. One focus is the creation of apps and technological tools that are 
used for PH educational purposes.  

 
6. Brainstorming recommendations: 4a. Advance research on pulmonary hypertension  

a. Recommendation language could be framed around promoting and increasing 
patient participation in clinical trials through peer education and support 
programs.  

i. Aside from funding, patients are crucial for the implementation and 
success of clinical trials. However, patient participation is challenging, as 
many don’t understand what is involved. This could be addressed through 
creating pamphlets and educational materials, or “little cheat sheets” to 
help PH patients understand the importance and the ins-and-outs of 
clinical trials. A peer-to-peer program could also be helpful, where a PH 
patient could talk to another PH patient, or someone living with a rare 
disease, who is participating in a clinical trial. A program such as this 
could help provide support for patients looking for guidance in navigating 
the healthcare system in the context of these trials.   

ii. Are there other medical centers looking to obtain accreditation? Does 
accreditation have an effect on ability to conduct research? Tufts has an 
application in process, and there are several centers in Rhode Island that 
are accredited. However, for programs that are not accredited (not 
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reviewed by the PHA) this does not affect their ability to perform research 
and participate in clinical research trials.  

iii. Is there a way to engage pharmaceutical companies? Dr. Waxman 
suggested that it would be more effective to reach out to biotech startups, 
and underscored that it takes a long time for drugs to reach the clinical 
trials stage of research.  

 
7. Brainstorming recommendations: 4b. Improve transplantation criteria and process 

concerning lung and heart-lung transplants 
a. Recommendation language could be framed around the idea that while 

transplantation is less of an issue for PH patients because of advances made in 
this field but continuing to encourage organ donation in the general population is 
important.  

i. Dr. Waxman will help draft language explaining why transplantation is 
less of an issue than in earlier years due to scientific advances made in 
the field. Exvivo lung perfusion technology improves lung donor quality 
and increases availability of lungs that is leading to shortened wait times 
for patients. (Artificial and xeno transplant research is in development).  

ii. Is there a possibility of a collaboration with the RMV for example to 
advocate for an “opt out” instead of “opt in” option for organ donation? 

 
8. Brainstorming recommendations: 4c. Improve public awareness and recognition of PH  

a. Recommendation language could be developed regarding harnessing earned 
and paid media to promote existing events that spread awareness of PH, as well 
as to inform and educate the public of the symptoms associated with the disease.  

i. The PHA runs a number of campaigns that could be supported and 
promoted. Personal stories are a great way of moving PH into the general 
public awareness as well as information that is symptom-based. The PHA 
has a story bank; Frank will get in touch with the staff who organize this 
for relevant resources.  

ii. Multiple media outlets should be engaged. Social media will be important, 
but the task force can also utilize public service announcement spaces, 
local channels’ free airtime, newspapers, and local press. Mainstream 
media is important to utilize as well as social outlets.  

iii. Educational materials could additionally be distributed to PCPs offices for 
distribution to patients. This could empower patients to ask questions and 
start conversations about PH.  

iv. Note: if a larger or more formal communications campaign is to be 
considered and launched, it will be necessary to identify and establish a 
funding source.  

 
9. Brainstorming recommendations: 4d.  Improve health care delivery for individuals with a 

diagnosis of PH 
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a. Recommendation language could be developed regarding bridging the gap 
between primary and specialty PH care.  

i. Often, PH patients are reluctant to use PCPs to manage their health 
because of the complexity of their disease process. Are there strategies 
or approaches in existence or that could be developed for bridging the 
gaps between primary and specialty care? 

ii. One course of action could be to build the capacity of PCPs so that 
patients’ PH care can be continuous across specialty and primary. Care 
managers could perhaps be useful, but it is important to be cautious of 
building administrative layers between the provider/s and the patient.  

iii. Telehealth is less useful because physical exams are crucial to 
understanding the patient’s physical state.   

iv. A new BWH satellite location in Wellesley will open soon. 
 

10. Brainstorming recommendations: 4e. Improve the early and accurate diagnosis of PH. 
a. Recommendation language could be developed regarding physician education is 

crucial to the early and accurate diagnosis of PH. Particularly, primary care 
providers should be engaged to ensure that they have the knowledge and tools 
necessary to determine when patients should seek specialty PH care.  

i. Physician knowledge and awareness of PH is key to diagnosis. PCPs 
should be aware of and able to order specific diagnostic tests that they 
can then use to determine if patients should be referred to a PH center 
(preferably) or to a PH specialist. This means that PCPs, nurses, and PAs 
should be targeted for PH education. A next step could be the 
examination of existing diagnosis algorithms pertaining to dyspnea and 
identify differences in each. This will provide insight into PCP decision-
making.  

ii. PH could also be a part of medical education: patients could talk to 
medical students about their experiences, and participate in grand 
rounds.   

 
11. Brainstorm recommendations: 4f. Systematically advance the full spectrum of biomedical 

research on PH.  
a. The group agreed that the recommendations for 4a. apply here as well.  

 
12. Next Steps  

a. Through Doodle scheduling, Hannah will organize the next meeting in early to 
mid-June to discuss the draft task force recommendations and vote on them. A 
recommendation document will be provided in advance.   

b. Identify potential new task force members to fill empty positions. Dr. Waxman 
and Lindsey will connect regarding his recommendation for the pharmaceutical 
representative position.   
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c. Regarding the walk on June 1, 2019, Frank will try to identify promotional 
mechanisms (e.g., Cambridge local cable channel), and DPH will use its social 
media platforms to promote the walk as well.                                                    
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