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ADDRESSING THE UNMET NEEDS OF PERSONS LIVING WITH PULMONARY HYPERTENSION:
A Call to Action

Doctor Talks to Swiling
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New visuals

Multiple purposes

« Standalone use

* Space saving

* More emphasis on these lists & content

Q shortness of breath during physical activity, b
' such as climbing stairs

shortness of breath when bending forward

(e
. fatigue ]
£

dizziness or light-headedness during exercise H
N Jl
S\ fainting spells @
chest pain during exercise 2
swelling of the ankles, stomach, and/or legs N
>
bluish colour in the lips and skin,

especially during and after exercise
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A document describing standards of care for
pulmonary hypertension centres should
consider inclusion of standards about

PA}’IENT-CENTRED CARE
REFERRAL

DIAGNOSIS AND ASSESSMENT
CARE AND TREATMENT

|

I PATIENT MONITORING, REVIEW, AND FOLLOW-UP
f SHLRED CARE ‘ x
i Psvcﬁosocm SUPPORT AND PALLIATIVE CARE
. ! ‘
COMMUNICATION WITH HEALTH CARE -‘ ESSIONALS
fl OUTSIDE THE EXPERT CENTRE = L
> _EDUCATION AND TRAINING OF EXPERT CENTRE STAFF
|
RESEARCH AND DEVELOPMENT

TRANSITION OF PATIENTS FROM PAEDIATRIC TO ADULT SERVICES
THORACIC SURGERY AND TRANSPLANT
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Patient Research and
Groups

Innovation
Psychosocial support Pulmonary

. Hypertension
Empowered patlent groups Call to Action

Improved awareness and screening
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Pulmonary hypertension is the broad classification for a group of dabilitating diseases that affect the heart

_____ Advige] T 2nd lungs. There are five subtypes
sever:l other underlying conditions, but often thers i i cause. Symp! usually do
not appear until the dis: i ent

does not dlSUIMlnIlE and \nrh le it is more common ammg females it occurs II’W ﬂ' age,
our family, and ous

[CTEPH] is caused by persistent blood clots in
“TEPH is a relatively rare but important form of PH, for which multiple treatment
mistreated, and patients often lack information or access to surgi

{ be treated differently. |n fact, treatments thar work in
PH may be ineffective and even harmfyl in other forms of PH.

and

with PH — those with three rare forms of the

disease;

(PAH].” Chronic_t ic_p Y
hypertension (CTEPH) and PH due to chronic
pulmonary embolism. Even with therapy, most
patients with these forms of the disease have 3
reduced life emmg’ although timely
diagnosis and better disease management can
significantly improve that timeli

s__People with PH need timely diagnosis in order to receive appropriate treatment as
managing the disease in the ea es helps to reduce both the sical damage

= Researchers must continue to
a cure is found
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The presence

of a Understanding

the patient role

facilitating
environment

Empower patients to make contributions through a proactive inclusive approach to ensure that people
with PH are able to talk about their experiences and treatment, providing the input needed to make
decisions fundamental to the lives of people living with PH

Angelmar R, Bermann BP. Patient empowerment and efficient health outcomes. Financing sustainable
healthcare in Europe. 2007 :139—-162. [accessed 26 February 2009] '
Health promotion glossary. Geneva: World Health Organization; 1998. # Call to action 2022
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Patient empowerment - health literacy

¥ Heamurmacy o €29 MSD

Consensus paper

Making health literacy a priority in EU policy

Importance:

* New technologies

* Demographic change and sustainability
e Self care and better adherence to

therapies ‘

* more efficient use of resources
mitigate the adverse effects of chronic diseases

increase the patients’ quality of life

Bopp M, Minder CE (2003), Mortality by education in German speaking Switzerland, 1990-1997: results from the Swiss National
Cohort; International Journal of Epidemiology; 32:346-354
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Facilitate real-life information exchange between PH patient
associations and other stakeholders, and involve them in debates and
discussions from the beginning

Participation in

e the creation and review of medical guidance

* steering committees for clinical trials

* scientific meetings at regulatory bodies

* advocacy activities in European and national level
(eg. ERN, HTA)

Policy and decision makers at all levels should actively seek and involve patient associations to
incorporate the perspectives of people living with PH
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EMPOWER PATIENT ASSOCIATIONS

Increase the capability of patient associations to serve
patients more effectively, particularly through the provision

of accurate, evidence-based, regularly updated information

Up-to-date and Brochure, webpage,
reliable information webinars
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EMPOWER PATIENT ASSOCIATIONS

Encourage balanced financial support, including government

funding, for patient associations so that they can continue

to be independent.
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