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“Connective Care, Beyond Limits a European, heartmade
podcast”

“Connective Care, Beyond Limits. A European Journey on Supportive Networking”, is a
European, heartmade podcast that highlights the importance of creating a strong, trustful
and solid network around each child with a disability and its family.

This podcast is the result of the joint collaboration and motivation of 5 European
organisations, Hand in Hand / Tukena / CADIAI / UCOS / MPC Sint-Franciscus.
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Why this project?

 There is a growing awareness of the significance of working with the natural network of a child with a
disability.

* Professionals in the disability sector are increasingly confronted with parents and families who are
exhausted, socially isolated, not receiving tailored care, have to wait for years to get the desired help,
are struggling with parental burn-out etc. This is even more the case in high care children.

 We frequently observe a sense of insecurity in professional action when it comes to how to respond
effectively to the families' needs and quests.

* The fact that professionals are also part of every support network of children/families, urges every
professional to critically reflect on one’s own thinking and acting.
> This creates a clear demand for training, frameworks, and practical tools that are both
accessible and of high quality.
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The Podcast

Evidence-based practice vs practice-based evidence

We used the conceptual model of head-hand-hart to organise the input, which works as a foundation and guiding

structure for all actions undertaken as a professional.

This knowledge and experience are brought together in a podcast aimed primarily at professionals in the social

care sector.
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Aim of the podcast

The podcast aims:

 To encourage, invite, activate, and prompt reflection among social care professionals across Europe,

with the goal of promoting a context-strengthening approach in their work and thinking and acting out-
of-the box.

* Toincrease the level of trust from professionals in their own potential, in the strength of the natural
context, and in the collaboration between the natural and professional networks contributes to the
wellbeing of all stakeholders involved.
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Activities we did to create the podcast

* Live kick-off event in Hungary
* Online focus groups: involving 40+ field practitioners from the participating countries
 Group and an in-depth interview with members of the natural network, in each participating country

 Development of the podcast: based on the input gathered from the focus groups, group and in-depth
interviews, seven episodes were written, recorded, and mastered

* Alivestream: the podcast was presented and launched live in Romania.

Funded by
the European Union




Py Empowering

Families, . oy

O Enablin H#EmpoweringFamilies

‘ Self-determination

Rethinking support at every life stage

Result: 7 episodes

* Episode 1: a compilation of input from around 70 professionals and members of the natural network
of a child with a disability.

 Episode 2-6: a European journey, with five story stops. Five mothers wanted to send their story out
into the world. You’ll hear each of them in a separate episode.

 Episode 7: a call to “donate magic” and to share the podcast.
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CONNECTIVE CARE, BEYOND LIMITS

~A European Journey on Supportive Networking~
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The group as a tool for family empowerment

Paideia Foundation has promoted, within a Family-Centered approach to disability, the use of support
group as an opportunity for exchange and empowerment for families of children with disabilities

—
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Grandparents group

The role of grandparents is affected by disability is in ways different from other family members. Their
ability to support the family is significantly influenced by several factors:

 They experience a double grief

 For them, the world of disability feels distant even in terms of understanding diagnoses (for example,
autism)

 They experience frustration at not being able to serve as educational role models for their children.

* Grandparents are “supposed to cuddle” their grandchildren and it becomes harder to apply in situations
where disability blurs the line between the need for care and the need for rules

 They often worry about not becoming an additional burden for the family as they age
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Grandparents group goals

To provide a safe and dedicated space for
sharing experiences, receiving
information, and gaining tools to exercise
their role while balancing their own well-
being and needs with those of their
grandchildren.
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Grandparents group methodology

Five 2-hour meetings led by a Paideia psychologist, joined each time by a
different rehabilitation professional.

Sessions alternate group discussions and experiential activities that allow
participants to connect with and better understand their grandchildren’s
world. There is room for “uncomfortable questions.”

Examples of activities:

* Guided visit to the multisensory room

* Introduction to AAC (Augmentative and Alternative Communication)
 Music as an expressive code

 Reading together

* Shared reflection on intergenerational transitions
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Fathers group

While roles between mothers and fathers have become more interchangeable, functional differences
within the parenting system persist. For educational purposes, both a maternal/affective code (caregiving)
and a paternal/normative code (autonomy, self-regulation) remain necessary.

Disability and the associated need for care inevitably emphasize caregiving aspects, often over the long
term. In our experience:

e Fathers often avoid participating in mixed groups (mothers and fathers together), as these can involve
discussions they feel less familiar or comfortable

* Fathers may struggle to bring up issues typical of their function such as work, the future, autonomy,
bureaucratic aspects, or play, fearing these may be perceived as secondary.

 The skills gap between mothers and fathers in verbally expressing their experiences can be an obstacle
in partecipating in mixed groups
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Fathers group goals

We offer fathers a space alternating between
conversation and shared activity, enabling
identification and exchange among peers.

In the group, it is essential to facilitate moments
of dialogue—sometimes more challenging for
fathers—through specific strategies and
activities (e.g., Vertellis), along with hands-on
experiences and shared leisure.

Each fathers’ group includes convivial time—
having an aperitif, tasting wines, or sharing a
beer—to promote informal and spontaneous
exchange.
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Fathers group methodology

il
U

We meet fathers once a month, lasting about
three hours depending on the planned activity.
Recurring topics include work-related issues,
autonomy and future planning, self-care and

personal space (also within the couple).
For example, discussions often address personal

passions (sports, hobbies, culture, etc.) as vital
sources of recharge that foster personal as well

as family well-being.
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Group Discussion: Quotes

H#HEmpoweringFamilies

1: “I met people with whom you can talk about certain
topics that you normally can’t discuss with friends or
relatives. The important thing in this situation, in my
opinion, is not to feel alone — not to feel like you’re the
only one with a problem or living through a difficult
situation — but to realize that there are other people
like you, and therefore to feel part of a group. It
becomes easier to face your own weaknesses too. The
dads’ group is truly wonderful.”

2: “One of our son’s therapists asked us: how are you
parents? Then | stared at her for a moment wondering if
| heard it correctly, because we had never been asked
over the years how us parents were doing. So, it's been
so surprising that she was really interested to hear how
I'm doing right now, not as a parent, but as a person.
This was such a positive experience. How am | doing?”.

3: “Our granddaughter is a great joy for us, even when
we struggle to understand each other. We Ilove
spending time with her — she has grown up with us,
too. We recognize great courage in our daughter, and
in the group we also find that space to complain a
little among ourselves on those bad days when we
don’t want to involve our children. Even if it’s different
for each of us, we realize it’s a common issue, because
all the grandparents who take part in the program
dedicate a lot of their time.”

4: “We should build a culture of cooperation—
professionals and everyone involved in care should
work towards win-win situations, rather than
hierarchical competition.”
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End of Day 1 - What is next?

15:45 - 17:45
Communications Network Workshop: Build your brand for policy
influence - Room: Vittoria C

16:00 - 18:00
 Member Forum on Arts, Culture and Sport - Room: Eleonora
* Member Forum on Person Centred Technology - Room: Margherita
* Member Forum on Inclusive Living - Room: Vittoria B

19:30
Conference dinner at Palazzina di Caccia di Stupinigi
* Find our shuttle bus times on the back of your conference badge
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