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22q11DS – Our Clinical Team & Co-Production

 Dr. Suzanne Kelleher – Consultant Paediatrician

 Anne Lawlor - 22q Ireland Lead, Parent and Expert by 
Lived Experience

 Wesley Mulcahy –– Complex Care Coordinator 22q

Involving service users and patients in their healthcare -
‘a meeting of minds coming together to find shared solutions 

and involves people who use services working together with 
staff, from the start to the end of any project that affects them’ 
(HSE Ireland 2023)



Empathy In Healthcare
Public and Patient Involvement

• Empathy – key in Design Thinking

• Involvement, Co-Production and Partnership Working



Grant successes
Listening to the lived experience of people and families with 22q

Grant – ‘Innovation Award’ through 
Research & Innovation team in CHI

Grant – Children's Health Foundation

Why? – Families were repeatedly 
asking about resources to help them 
navigate the complex web of health 
services, and pragmatic info to share 

with health providers, family 
members and affected people 

themselves. 



So what did we do? 
We asked people affected by 22q, and their families

• A ‘Body Mapping’ workshop was undertaken with 
affected young people 

• Body mapping is a collection of activities that 
involve drawing full-sized body images, which tell 
the story of the body with drawings, symbols, 
words and painting (de Jager et al., 2016). 

• Visual representations of semi-structured 
interview questions were used to facilitate 
engagement – using visual posters and collage

• Digital focus group with parents. 



What did we learn? 
Young people are experts in their own experience of healthcare

• Affected young people relayed constant recalling 
their medical history was stressful. 

• They had poor understanding of specialist care and 
medical staff roles.

• They required printed feedback and information, 
which they did not always receive. 

• Health professionals were not well informed about 
22q and its impact.

• These insights are supported by parental feedback. 



So what did we make?
A disease specific healthcare passport

• Modifiable Healthcare 
Passport - Transferable

• Specialty Tabs
• Transition Matrix
• Information leaflets
• Care information eg

melatonin, healthy eating, 
anxiety management, dental 
hygiene

• Video suite with QR codes



So what did we make?
Animated Video Series 

11 Animated Videos including a 
guide to 22q for young people aged
8 – 12 and separately, for 
adolescents and young adults. 

•

•



Multiple Specialties Contributed
Teamwork at Play



Co-Production
How was the experience for contributing young people? 

Sam enjoyed his involvement in it very 
much and it made him feel important. It 
is very confidence building for him, thank 
you.  

It was so uplifting and helpful to discuss my mental 
health with others who totally understand as they 
have the same disease as me. 

The biggest thing I learned was that my 
experience hasn’t been easy but can help 
others who will experience similar challenges. 



Launch
Rare Disease Day 2024



Feedback & Evaluation
HSE SPARK Exploration

• "The information provided in the 22q tab folder has been incredibly 
helpful in organising all of **** 22q and personal details. We feel 
confident that with this support, ****will have the best chance to 
thrive and succeed in the future."

• "The passport is a fantastic resource! It's a game-changer compared to 
the countless notebooks and folders I used to struggle with.“

• ‘We brought the passport to a renal appointment with Dr Maria Stack 
in Temple Street. Dr Stack was so appreciative that we had 
the passport and could pull the information quickly for her. Especially 
the test results from Galway they didn't have on the their records.’

• ‘Thank you so much for the work you put into this. We're so grateful to 
have had it on Friday to make the appointment so successful and less 
stressful.’

HSE SPARK EVALUATION 2025



Transferable Model of Care 
1 in 17 people living with a rare disease



Thank you! 

https://youtu.be/It5rPn_6xFU?si=CNsVIGkGFf40P09B


