




















@

EBAC

2530

ESC Guidelines

Given these limited data, further studies are necessary to obtain
reliable long-term data on the effects of medical therapies in
patients with CTEPH, and these patients should be treated
within clinical trials whenever possible. For the present time, no
medical therapy has been approved in Europe or the USA for
CTEPH. Bilateral lung transplantation is an option for advanced
cases that are not suited for PEA.

Recommendations for PH due to CTEPH are summarized in the
Table 33.

12. Definition of a pulmonary
arterial hypertension referral
centre

The purpose of a referral centre is to undertake assessment and
investigation of all causes of PH, routinely manage appropriate
patients with PAH-specific drug therapy, work with other health-
care providers to obtain best outcomes for patients, and undertake
audit, research, and education. Since, in general, centres with a high
volume of patients tend to obtain best outcomes, referral centres
will need to have sufficient patients on chronic therapy and new
referrals to warrant this status. A referral centre should follow at
least 50 patients with PAH or CTEPH and should receive at
least two new referrals per month with documented PAH or
CTEPH. These figures can be adapted according to specific
country characteristics (population distribution, geographical con-
straints, etc.).
Facilities and skills in a referral centre:"®
(1) Referral centres will provide care by a multiprofessional team,
which should as a minimum comprise:

* Two consultant physicians (normally from either or both of
cardiology and respiratory medicine) with a special interest
in PH

 Clinical nurse specialist

» Radiologist with expertise in PH imaging

» Cardiologist with expertise in echocardiography

* Access to psychological and social work support

* Appropriate on-call cover and expertise.

(2) Referral centres will have the following facilities:

* A ward where staff have special expertise in PH

* An intensive therapy unit with relevant expertise

* A specialist outpatient service

* Emergency care

* Diagnostic investigations including echocardiography, CT
scanning, nuclear scanning, magnetic resonance imaging,
ultrasound, exercise testing, lung function testing, and cathe-
terization laboratory (with expertise in performing vasor-
eactivity test)

Table 34 Recommendations for a pulmonary
hypertension referral centre

Statement Class® Level®

Referral centres are required to provide carebya | C
multiprofessional team (cardiology and
respiratory medicine physicians, clinical nurse
specialist, radiologists, psychological and social
work support, appropriate on-call expertise)

Referral centres are required to have direct links | C
and quick referral patterns to other services
(such as CTD service, family planning service,
PEA service, lung transplantation service, adult
congenital heart disease service)

A referral centre should follow at least 50 patients Ila C
with PAH or CTEPH and should receive at least
two new referrals per month with documented
PAH or CTEPH

Referral centres should perform at least 20 lla C
vasoreactivity tests in PAH patients per year

Referral centres should participate in collaborative  lIla C
clinical research in PAH, which includes phase Il
and phase Ill clinical trials

?Class of recommendation.
®Level of evidence.

* Access to the full range of specific PAH drug therapy in their
country.

(3) There will be established links (e.g. referral criteria, patient
pathway, and clinical management protocols) to other services,
which may not necessarily be on the same site:

e Genetics service (for research purposes)
* CTD service

e Family planning service

* PEA service

e Lung transplantation services

e Adult congenital heart disease service.

(4) Referral centres are required to undertake a programme of
clinical audit of outcomes, which will include survival analysis.

(5) Referral centres will participate in collaborative clinical
research in PAH, which includes phase Il and phase Il clinical
trials.

(6) Referral centres will provide regular education about all clinical
aspects of PH to appropriate healthcare professionals.

(7) Referral centres will have a link to their national and/or Euro-
pean pulmonary hypertension patients association.

Recommendations for a PH referral centre are summarized in
the Table 34.

The CME Text ‘Guidelines for the diagnosis and treatment of pulmonary hypertension’ is accredited by the European Board for Accreditation in Cardiology (EBAC). EBAC works
according to the quality standards of the European Accreditation Council for Continuing Medical Education (EACCME), which is an institution of the European Union of Medical
Specialists (UEMS). In compliance with EBAC/EACCME guidelines, all authors participating in this programme have disclosed potential conflicts of interest that might cause a bias in
the article. The Organizing Committee is responsible for ensuring that all potential conflicts of interest relevant to the programme are declared to the participants prior to the CME

activities.
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