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The impact of rare diseases on daily
life and well-being
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y;# ALAN Solve-RD project, EURORDIS initiated the Community Engagement Task Force
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Serious care burden for PLWRD & carers

7in10

do not feel well informed
about their rights

65%

have to visit different health,
social and local services in
a short period of time

67%

feel that these services
communicate badly
between each other

7in10

find that organising care is
time-consuming; 6 in 10
find it hard to manage

INN WV Care
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85%

OF PEOPLE LIVING
WITH RARE DISEASES

REPORT THAT THEIR CONDITION
AFFECTS THEIR PHYSICAL AND
MENTAL HEALTH.

RARE BARDMETER SURVEY 2017

#RAREDISEASEDAY
RAREDISEASEDAY.ORG
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Psycho-social support

Reduces stress, burden and isolation among
PLWRD & care givers

Nunn, R. “It’s not all in my head!” - The complex relationship between rare diseases and mental
health problems. Orphanet J Rare Dis 12, 29 (2017). https://doi.org/10.1186/s13023-017-0591-7
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General aims of psycho-social support

Overcome their care burden and to secure the
services and support that they require

Achieve a quality of life on an equal footing with
other citizens

Participate in society and in the job market to
their highest potential

OO0 00

Fully realise their fundamental human rights

INNC W Care
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ALAN'’s consultation service
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Social worker & Psychologist
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Improve mental health &
emotional wellbeing

Facilitate social inclusion

Reduce stress in daily life
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Pathway

First consultation with

Request via Infoll - |
equest via Intoline psychologist & social worker

Co-creation of support plan
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Pathway

@ _ . ssss  First consultation with %) Co-creation of support
am Requestvia Infoline psychologist & social worker fox plan

Case management: coordination
of care & support

Psychological consultation
(if requested)
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Pathway

® _ _ ssss \ First consultation with I Co-creation of support
am Requestviainfoline psychologist & social worker fox plan

Psychological consultation

)4 Case management: coordination
(if requested) b

of care & support

@

Decision continuation of

Evaluation of tpl
valuation of support plan support
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Challenges

ALAN
;ﬁ ma e




Countering these challenges

Communication

e Weekly team
meetings

e Custom-made, secure
database

e Documenting all
interventions
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Countering these challenges

e Weekly team  |[ntervisions between
meetings team members
e Custom-made, secure e Monthly supervisions
database with external expert
e Documenting all e Continuous training
interventions e Caring leadership
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Countering these challenges

Team support Team attitude

e Weekly team e Intervisions between e Respect & empathy
meetings team members e Cooperation & trust

e Custom-made, secure e Monthly supervisions e Focus on patient
database with external expert goals

e Documenting all e Continuous training
interventions e Caring leadership
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Breaking down conventional barriers

v’ Service is free of charge

v Multilingual (important in Luxembourg)

v’ Respect for different cultural backgrounds and believe systems
v’ Patient-centered and needs based approach

v" Accessible office space

v’ Staff specialized in rare diseases

v’ Good visibility and reputation
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Reach of our Service

Luxembourg
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Policy Context

The National Plan on rare diseases allowed us to:

v" Create the National Rare Disease Infoline

v" Hire more staff PLAN NATIONAL
MALADIES
RARES

LUXEMBOURG

2018 2022

v Further professionalize

v" Increase our visibility

ALAN




Number of requests for support
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2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022 202‘3“”
Fmewrequests 56 69 70 85 101 114 112 178 221 225 338 363 343

" Ongoing requests 32 45 53 74 90 96 142 143 177 177 224 335 326




Reach of our Service in 2023

140 Psycho-social consultations

114 Social consultations

901 Psychological consultations

115 Interdisciplinary meetings

31 Accompanied medical visits

11 Other
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Practicalities & Transferability

5 social workers F”-_- Personal office
& 3 psychologists H-‘ space

|
2 consultation Access free
rooms building

-
2 company cars ' Training budget
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Contact

ALAN - Maladies Rares Luxembourg
Parc Luxite

*‘k 13, rue de I'Innovation
x_* L-1896 Kockelscheuer

(+352) 266 112 - 32
denise.dewaal@alan.lu

www.alan.lu
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