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Good afternoon, welcome and thank you for joining this ABPN webinar

The aims of the webinar are: 

➢ To highlight the role of organisations, associations, networks and charities in nursing, 

healthcare and with the wider teams around children and families in the UK and across Europe.

➢ To help explain why establishing strong relationships with partners is important. 

➢ To raise awareness of the value of networking to sharing successes and challenges.

➢ To demonstrate how collaborative identification of issues ‘wicked problems’, problem-solving 

and joint working can co-produce improvements within children and young people’s nursing.

➢ To provide examples of and reflect on the benefits of partnerships and networking.



Partnership working in the UK and Europe
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Partner organisations, associations, networks and charities- My links

➢ Action for Children https://www.actionforchildren.org.uk/our-work-and-impact/children-and-families/

➢ 22nd Ayrshire (Crosshouse Hospital) Scout and Guide Group

➢ Ayrshire Quilters Project Linus

➢ Care Opinion  

➢ CHAS Children’s Hospices Across Scotland https://www.chas.org.uk   

➢ Children’s Health Scotland

➢ Hearts and Minds Clowndoctors https://heartsminds.org.uk 

https://www.childrenshealthscotland.org/  

https://www.actionforchildren.org.uk/our-work-and-impact/children-and-families/
https://www.chas.org.uk/
https://heartsminds.org.uk/
https://www.childrenshealthscotland.org/


Partner organisations, associations, networks and charities- My links

➢ NHS Education for Scotland https://www.nes.scot.nhs.uk/ 

➢ Paediatric Nurses Associations of Europe https://pnae.eu/ 

➢ Royal College of Nursing (RCN) https://www.rcn.org.uk/ 

➢ Royal College of Paediatrics and Child Health https://www.rcpch.ac.uk 

➢ Scottish Government Children and Families Directorate https://www.gov.scot/policies/girfec/ 

➢ Talking Mats https://www.talkingmats.com/ 

➢ WellChild https://www.wellchild.org.uk/ 

➢ Kidney Kids Scotland https://www.kidneykids.org.uk/   

➢ Magical Smiles

https://www.nes.scot.nhs.uk/
https://pnae.eu/
https://www.rcn.org.uk/
https://www.rcpch.ac.uk/
https://www.gov.scot/policies/girfec/
https://www.talkingmats.com/
https://www.wellchild.org.uk/
https://www.kidneykids.org.uk/


My experience of working with organisations (Royal Colleges) and associations

➢ Privileged to receive invitations to participate following recommendations from Fiona Smith and 

Katrina McNamara and from colleagues working within NHS Education for Scotland, all of whom 

are established and respected leaders within the field of children and young people’s nursing.

 

➢ Worked jointly to identify ‘wicked problems’, solved problems and to co-produced improvements.

➢ Proactively contributed to the workplans of the associations to develop best practice standards.

➢ Raised awareness of evidence informed improvements within children and young people’s care.

➢  Disseminated the information and resources through meetings, teaching, publications and 

conferences. 



My experience of working with associations- aim to improve children and young people’s nursing

https://www.abpn-uk.com/ 

President Professor Bernie Carter

Chair Caron Eyre

Deputy Chair Dr Jean A. Davies

https://www.abpn-uk.com/


My experience of working with Royal Colleges- aim to improve children and young people’s nursing

Proactive member of the RCN attending branch meetings in North Wales and disseminate information to colleagues and students. 

Represent the RCN at the Paediatric Nurses Associations of Europe (PNAE) and at the Invited Reviews Programme Board within the Royal 

College of Paediatrics and Child Health (RCPCH).

Identify with colleagues the issues impacting on the health and wellbeing of staff and students and contribute to RCN surveys, workstreams, 

best practice and congress. Previous Chair of the RCN Children and Young People’s Professional Issues Forum.



My experience of working with Royal Colleges- aim to improve children and young people’s nursing

Proactive member representing the RCN at the meetings held twice each year, was the secretary of PNAE until Spring 2024.

Identify with European colleagues the issues impacting on the health and wellbeing of CYP in Europe. Contributes to PNAE surveys, 

workplan, best practice and congress.

https://www.rcpch.ac.uk/resources/facing-future-standards-paediatric-care 

https://www.rcpch.ac.uk/resources/facing-future-standards-paediatric-care


My experience of working with associations- aim to improve children and young people’s nursing

https://pnae.eu/ 

Proactive member representing the RCN at the meetings held twice each year, was the secretary of PNAE until Spring 2024.

Identify with European colleagues the issues impacting on the health and wellbeing of CYP in Europe. Contributes to PNAE surveys, 

workplan, best practice and the Scientific Committee for the PNAE congress.

https://pnae.eu/


My experience of working with networks- an international group to improve children’s rights

iSUPPORT: International collaborative rights-based 

standards to SUpport Paediatric Patients during 

clinical prOcedures by Reducing harm and 

establishing Trust.

We are an international group of health 

professionals, academics, young people, parents, 

child rights specialists, psychologists and youth 

workers who are all passionate about the health 

and wellbeing of children, especially when they 

interact with healthcare services. 

https://www.isupportchildrensrights.com/ 

https://www.isupportchildrensrights.com/


My experience of working with networks- children and young people’s palliative and end of life care

https://www.fondazionemaruzza.org/en/ 

My participation:

➢ I have contributed to the 

workstreams for children and 

young people’s (CYP) palliative 

and end of life care (PEOL) 

which have developed best 

practice standards.

➢ I have attended Master Classes 

and presented  posters at CYP 

palliative care conferences and 

congresses.

➢ The knowledge, skills and 

experience gained enabled me 

deliver high-quality, palliative and 

end of life care for CYP and 

family-centred bereavement care.

➢ This experience has enhanced 

my ability to teach PEOL.

https://www.fondazionemaruzza.org/en/


My experience of working with charities 

➢ Developed strong working relationships with national and local charities.  

➢ Prepared bids for funding to charities for nursing posts, medical sessions and medical 

equipment.

➢ Nominated children, volunteers and staff for recognition awards.

➢ Promoted the work and value of charities and those working within them.

➢ Co-produced best practice standards of care.

➢ Attended government meetings and lobbied parliament for strategic support and funding.



UK charities- general information



UK charities- general information

The Charities Act (Northern Ireland) 

2022: 

what it means for the Commission, 

the charity sector and the public

 The Act will make lawful just over    

7,200 decisions which had been 

 made in good faith by Commission 

staff. 

This includes a range of consents 

given by the Commission to charities, 

such as agreement to changes to 

governing 

documents, or permission to carry out 

certain transactions.



My experience of working with charities- children and young people’s palliative and end of life care



My experience of working with charities- children and young people living with complex health needs

https://www.kidneykids.org.uk/ 

https://www.kidneykids.org.uk/


Children's Health Scotland - Every child has the right to the best possible health

Working together to solve a ‘wicked problem’ -

Appropriate Care for children and young people in all hospital settings.

➢ CHS is a leading children’s health charity in Scotland dedicated to the 

health and wellbeing and rights of children and young people (CYP). 

➢ CHS inform, promote and campaign on the healthcare needs and rights 

of all children and young people. 

➢ CHS attend and proactively contribute to the Royal College of Paediatrics 

and Child Health (RCPCH) Scottish Committee meetings.

➢ My article in this newsletter was published to inform readers of 

improvements to services for children who are admitted to adult settings.

➢ The model was adopted to improve services for children aged over 16 

years attending the William Quarrier Scottish Epilepsy Centre.

➢ The partnership initiative regarding this improvement for CYP services 

was presented at an RCPCH conference in Edinburgh and

     received interest from service providers across Scotland.

Action for Sick Children Scotland became Children’s Health Scotland (CHS) in July 2017

https://www.childrenshealthscotland.org/


Charities who have  transformed the lives of children within hospital and community services

Ayrshire Quilters Project Linus

Project Linus began in America in 1995 when Karen 

Loucks saw a newspaper article showing how much a 

comfort blanket had helped a child diagnosed with cancer. 

The Ayrshire Quilters are sewing volunteers in southwest 

Scotland who make beautiful quilts all the year round and 

donate them to the neonatal unit and children’s ward.

They will make a bespoke quilt that incorporates a child’s 

favourite character.

Knitted bonnets, bootees and matinee coats 

are also made for the babies in the neonatal unit.

A quilt is a hug you can keep. 

Every quilt stitched with love!



Charities who have transformed the lives of children within hospital and community services

Gifts from the Magical Smiles Charity and the Ayrshire Central Mosque to all children within Crosshouse 
children’s ward at the festival of Eid Mubarak



Charities who have transformed the lives of children within hospital and community services

The Clowndoctors are entertainment volunteers who visit the 

ward once a month, 6 sessions are paid for out of the children’s 

endowment fund and the Hearts & Minds charity match this and 

donate 6 sessions. 

The children and their families love the sessions and have said 

that for a little while they had forgotten they were in hospital!



Charities who transformed the lives of children within hospital and community services

The 22nd Ayrshire Scouts and Guides are volunteers who visit the ward once a week to 

provide children and young people in hospital with a taste of a range of exciting activities, 

indoors and outside in the newly developed garden and play area.

The children and their families valued the sessions and the new activities they could try, 

including toasting marshmallows!

Children and families said that for a little while they had forgotten they were in hospital!



Garden party 

fun 

for the 

Children’s Unit

2017

Charities who have transformed the lives of children within hospital and community services



Why reflect on the impact of partnership working with 

organisations, Royal Colleges, associations and charities?

➢ To record the difference and benefit that joint working has made and will continue to make to the 

lives of children and families receiving healthcare, and to the staff who provide healthcare.

➢ To recognise what still needs to be done to provide high quality, safe and effective child and 

family centred care.

➢ To identify inequities and gaps in services and undertake a research study to establish the 

current situation.

➢ Disseminate the study findings and to prepare a case for improvement.



Children and families' lived experience- my research- interview method semi-structured interviews

 ‘What are the views and experiences of children with complex health needs and those of their families on the  

provision of healthcare?’ 

Quotes from semi-structured interviews with children and their families.

“I can remember having pneumonia, very vividly, my lips as blue as 

sea water, struggling to breathe”.

“Saying this condition is draining is an understatement…another chest 

infection, doped up on medication and feeling like the walking dead”.

“I must apologize to the doctor who got a mouthful of abuse from a 

five-year-old me”.

“I just couldn’t think about myself, I had to be practical”

“There is a doctor who is a little bit more abrupt…there’s two consultants…it’s bad for a parent to see the conflict between them” 

“It’s unfair but then no one has ever said life is fair, have they?”

“It is like I have a season ticket to the hospital, 

minus the excitement.”

“…not to forget the nurse who got slapped in the face 

and was kindly told to ’shut up and leave me alone’.”



Children and families' lived experience- my research 

Mother of a child aged 8 years

“We actually paid someone privately just because it was getting to the point of her being 

physically sick going into school. 

The lady from CAMHS (Child and Adolescent Mental Health Services) gave us 

reassurance but said there’s absolutely no way CAMHS would even look at her. 

School tried a few things as a whole class…mindfulness, but yeah, she never really got 

any support…they never really took it on board at all, even though it was written down” 



Children and families' lived experience- my research- interview method Talking Mats® 

Murphy, J. (1998). Helping people with severe communication difficulties to express 

their views: a low tech tool. Communication Matters Journal, 12(2), 9-11.

Talking Mats® 

Figure 4. Talking Mats® 

Health and Wellbeing 

symbols

Figure 3. Talking Mats® resource 

pack, children and young people’s 

consultation bundle 



Children and families' lived experience- my research result of Talking Mats® 

Murphy, J. (1998). Helping people with severe communication difficulties to express their views: a low tech 

tool. Communication Matters Journal, 12(2), 9-11.

Talking Mats® 
Boy aged 9 years Boy aged 8 years



Children and families' lived experience- my research findings 

There was a 

predominance of negative 

experiences within 

healthcare for children 

with disabilities and their 

families and a recognition 

of the detrimental impact 

on quality of life from 

Adverse Childhood 

Experiences (ACEs).

An interesting finding was that the children and their parents had 

developed both strength and resilience from the adversity of living with 

health uncertainty along with complicated medication and feeding 

regimens and were proud to have acquired coping strategies and the 

status of being deemed an ‘expert by lived experience’. 

The perverse of this positivity was that the children and families’ 

perceived expertise often led to their continually having to explain their 

situations and health conditions to service teams. The parents stated 

that the onus was regularly placed on them to provide training for staff 

involved in their children’s care which was perceived as an unfair and 

unrealistic expectation.



Public feedback on services 

https://www.careopinion.org.uk/ https://www.careopinion.org.uk/87387 

My daughter had had bronchiolitus in November 2012 so I recognised the symptoms when she started 

to struggle with her breathing at the beginning of February this year.

I called NHS 24 and after speaking to a nurse, an ambulance was sent for the paramedics to come 

and take a look at her. They were very professional, very friendly and compassionate, and took us 

straight into Crosshouse Hospital.

As soon as we arrived we were seen straight away by a very friendly and efficient nurse and once my 

daughter had been seen by the doctor, we were taken up to the Children's Ward.

The Sister, nurses and doctor we saw there looked after us very well and again efficiently, having the 

x-ray machine brought up to us as my daughter was put on oxygen. We were admitted and stayed 3 

nights, with my daughter being kept on oxygen and given regular nebulisers and checks.

Every nurse and doctor who looked after my daughter was friendly, fantastic with her, so helpful and 

kept me informed. They made what was quite a traumatic and stressful time for my daughter and I, as 

comfortable and positive as possible. I felt confident that they had my daughter's best interests at heart 

and that she was receiving the care she needed.

I really can't thank them enough. A couple of days after we got back home, I was sent a copy of a letter 

that the doctor from Crosshouse had sent to our GP, fully informing of him what had happened, details 

of the inhaler we had been given home, and asking him to monitor her condition going forward.

After our stay in Crosshouse, I feel very confident that if my daughter becomes ill again she will be 

cared for very well and quickly at Crosshouse Hospital. The doctors and nurses have left me feeling 

very positive about the hospital experience and I will always remember them for their friendliness and 

their wonderful way with my daughter, trying to keep her at ease whenever she was checked. The 

playroom in the ward is also a fantastic facility, and having Cbeebies to watch in her bed also helped a 

great deal!

About: Crosshouse Hospital / Trauma & orthopaedics Scottish Ambulance 

Service Posted by PitaBabs (as a parent/guardian), 11 years ago

https://www.careopinion.org.uk/
https://www.careopinion.org.uk/87387


As nurse leaders of the future what will 

you do and who will support you to improve services for 

children, young people and their families?

Work in partnership with all nursing, medical, allied 

health professionals, social, education and voluntary 

agencies to ensure we do not ‘miss the boat’ in relation 

to valuable fully integrated partnership working.



➢ Nursing and Midwifery Council.

➢ Trade Unions, fair pay and conditions, support with recruitment and retention of staff.

➢ Staff support services within Occupational Health and Human Resources departments.

➢ A trauma informed approach to service delivery.

➢ Guided reflection and debrief following a traumatic or stressful workplace incident can support 

nurses’ well-being. 

What support is available for staff providing care in today's climate of social difficulty? 



Take home message ‘It takes a village’!

➢ Recognise the nurse's role in upholding children and young people’s rights.

➢ Recognise the responsibility of nurses to advocate for babies, children, young people, and their families.

➢ Understand that nurses need to be creative, courageous and to work in meeting the needs of children 

and their families across the life course. 

➢ Self-awareness, compassion, resilience and coping  strategies are keys to success, learn from the 

challenges and celebrate successes.

➢ Be the best that you can be both physically and emotionally to enable you to effectively care for others.

➢ ‘It takes a village and a community’  to achieve better outcomes and maximise life chances begin 

       with effective communication with children, their families and others involved in their lives. 



You are a unique and precious individual and are a most 

valuable asset to health care services!

Take good care of your physical health and 

your emotional wellbeing.

Recognise your emotions, know when and where to seek 

help to enable you to be at your most effective. 

Develop your skills to become a formidable partner in 

shaping, delivering and leading the care of children, 

young people and their families.

Are you ready to champion children’s nursing improvements and to deliver better 

outcomes for all children and their families by working in partnership with others?

https://www.youtube.com/watch?v=WGH8f3YkGBQ&list=RDLVOSa-iuxnMMg&index=3    

Be your best self!

https://www.youtube.com/watch?v=WGH8f3YkGBQ&list=RDLVOSa-iuxnMMg&index=3


Believe in yourself, hear and act on the voices of 

the child and family and their advocates. 

Understand and promote the value and power of 

partnership working, be courageous to improve the 

child and family’s health journey and to make and 

sustain improvements.

Be proud of your nursing profession, always act 

with compassion, kindness, certainty, humanity 

and humility. 

My emotionally rewarding and enlightening journey 

may inform and guide a pathway to yours!

Believe in yourself, hear and act on the voices of the child and family and their advocates 



And finally…The credit for service improvement does not belong to me:

It belongs to the courageous children, young people and their families and the 

wonderful teams and volunteers who support them!



Thank you for listening

 Questions?

 Reflections

jean.davies@bangor.ac.uk 

mailto:jean.davies@bangor.ac.uk


References and Relevant reading

https://www.british-sign.co.uk/british-sign-language/how-to-sign/thank-you/ 

https://www.charityexcellence.co.uk/how-many-charities-in-the-uk/ 

https://www.actionforchildren.org.uk/our-work-and-impact/real-life-stories/ 

https://www.childrenshealthscotland.org/ 

https://www.careopinion.org.uk/ 

https://babyhintsandtips.com/baby-sign-language/ 

https://www.chas.org.uk/ 

https://www.careopinion.org.uk/87387 

https://www.fondazionemaruzza.org/en/english-charter-of-the-rights-of-the-dying-child-the-trieste-charter/ 
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References and Relevant reading

https://www.ihi.org/improvement-areas/patient-safety 

https://www.kidneykids.org.uk/ 

https://learning.nspcc.org.uk/services-children-families Learning

Magical Smiles https://www.magicalsmiles.org/photos.html 

https://heartsminds.org.uk 

https://www.isupportchildrensrights.com 

Murphy, J. (1998). Helping people with severe communication difficulties to express their views: a 

low tech tool. Communication Matters Journal, 12(2), 9-11.
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References and Relevant reading

https://pnae.eu/ 

https://www.nhs.uk/common-health-questions/nhs-services-and-treatments/what-is-pals-patient-

advice-and-liaison-service/ 

https://phw.nhs.wales/services-and-teams/screening/diabetic-eye-screening-wales/service-user-

questions/health-boards-map/ 

https://www.nspcc.org.uk/ 

https://projectlinusayrshire.wordpress.com/blog/ 

https://www.office.com/  Stock images child and family

https://www.quarriers.org.uk/blog/service/epilepsy-and-neurology/the-william-quarrier-scottish-

epilepsy-centre/y Centre - Quarriers

https://www.professionalstandards.org.uk/what-we-do/our-work-with-regulators/find-a-

regulator/nursing-midwifery-council 

https://pnae.eu/
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My publications and my contribution to the iSupport study

Contributor to iSupport research led by Professor Lucy Bray Edge Hill University 

https://www.isupportchildrensrights.com/english-version 

https://www.isupportchildrensrights.com/english-version
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