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	Title
	An Evaluation across the Midlands of Service Development in Palliative and End of Life Care through the lens of Children and Young People and their Families.


	Acronym
	The RT/RP Project 

	Short title
	The Right Team/Right Place Project 


	Chief Investigator
	Professor Jane Coad in UON 

Co-Principal Investigator (WEST): Dr Cheryl Adams MC BCh BSC FRCPCH, MSc (pall med), Consultant Community Paediatrician with a special interest in complex and palliative care, Palliative Lead for Coventry and Warwickshire, South Warwickshire Foundation Trust

Co-Principal Investigator (EAST): Dr Veronica Neefjes, FRCPH, MSc, LLM. Consultant in Paediatric Palliative Medicine, Leicester Children’s Hospital, East Midlands. 


	Objectives
	To conduct a service evaluation of a Children’s Palliative Care across the East and West Midlands. 

We will focus on two existing key services in the two areas: children and young people with life-limiting or life-threatening diagnoses and a palliative care plan (1. WEST) and children and young people with severe neurodisability and persistent or recurrent acute life-threatening respiratory disease (2. EAST).


	Study Configuration
	Midlands regional service evaluation study	

	Setting
	Primary care and secondary care child health paediatric health care professionals who are delivering the existing service to families and children with life-limiting or life-threatening diagnoses and a palliative care plan. This is an audit evaluation approach. 

	Number of participants
	Survey: Up to 100 completed surveys. Each survey will outline the service plan for a ‘case’ as a Carer Networks (only health professional carers Midlands wide will be approached and recruited)  

Interviews: Up to 10 Carer Networks (only health professional carers Midlands wide will be approached and recruited)  

Personal identity will be anonymous as the focus is service delivery Midlands wide. 


	Eligibility criteria
	· Health care professionals across Midlands, UK working with children and young people with life-limiting or life-threatening diagnoses and a palliative care plan
· These teams are in place as part of ‘normal’ service delivery (We will not implement any changes to care or interventions). 
· English proficiency
· Ability to give informed consent


	Description of interventions
	(i) Once-off audit survey (WP 2)
(ii) One off deep dive, sense check interview (WP 3) 

See protocol. We will record and report on normal service delivery at the time of data collection. We will not implement any changes to care or interventions. 



	Duration of study
	Overall study duration: 12 months (April 2022 to February 30th 2023)

Maximum per-participant duration: 10 months (May- February 2023)

Duration per intervention: 
Survey: 15 mins per ‘case’ (Health care professionals who will submit cases via provided secure IT technology) 
Interviews: Health care professionals - 30mins (approx.)


	Methods of analysis 
	Survey: Descriptive analysis (SPSSv21)
Interviews: Thematic analysis 


[bookmark: _Toc172361784][bookmark: _Toc172362546][bookmark: _Toc63672315]
ABBREVIATIONS 

CI		Chief Investigator overall
CCG		Clinical Commissioning Group
Co-I		Co-investigator
CYP		Children and Young People
GCP		Good Clinical Practice
LLC		Life-limiting condition
NCH		Nottingham Children’s Hospital
NHS		National Health Service
NUH		Nottingham University Hospital
PIS		Participant Information Sheet
REC		Research Ethics Committee
UoN		University of Nottingham
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STUDY BACKGROUND INFORMATION AND RATIONALE
[bookmark: _Toc165362078]
We are seeking ethical approval for an existing Midlands-wide service evaluation 

Introduction and rationale 

This is a joint proposal from the West and East Midlands regions, UK for non-recurrent funding. We will use this service specification to evaluate service provision and improvements across the Integrated Care Systems of the Midlands area in terms of paediatric palliative and end of life care. In exploring specific focuses in both the West and East Midlands it will provide a unique lens, via health care professionals, on what children and young people (CYP) using palliative and end of life services and their families feel they have currently had provided (what services look like) but also what improvements would support their needs (what they could look like to make it better). 

We will focus on two key existing workforce delivery focuses in two areas. 
1. children and young people with life-limiting or life-threatening diagnoses and a palliative care plan (1. WEST) 
AND 
2. children and young people with severe neurodisability and persistent or recurrent acute life-threatening respiratory disease (2. EAST). 

Each of these will be explored as per the specification: informing transition, education and training, personalised care and extended hours. 

Background /Scope 

To be able to provide a service that is equitable and suitably staffed we first need to understand our paediatric palliative population. Fraser et al (2020) have produced very clear data and projections about the number of CYP with life limiting/life threatening diagnoses, showing an increase from 26.7 per 10,000 in 2001/1 to 66.4 per 10,000 in 2017/18 and projection to 84.22 per 10,000 in 20301. This is due to longer survival, thanks to improvements in neonatal care and ongoing integrated management of children with complex needs across health care settings including the use of technologies such as long-term ventilation. However, this group of CYP remains medically frail with complex health needs and a tendency to develop life-threatening complications including infections. 

Palliative and end of life care is provided to children and young people with life-limiting or life-threatening conditions representing an extremely wide range of diagnoses (in excess of 300). However, a significant proportion of children and young people with palliative and complex care needs (up to 15%) do not have a definitive underlying diagnosis and often have multiple healthcare needs, including needs related to their underlying condition, as well as palliative care needs. 

Multi-disciplinary integrated care services embrace the philosophy of paediatric palliative and continuing care packages and require teams in place that are competent, responsive and sustainable. To be delivered effectively these services should be jointly commissioned by  CCGs and Local Authorities.  They should be able to offer support and care for children and young people at any point from diagnosis or recognition, through active treatment (including that aimed at cure) to end of life care and bereavement. These services transcend diagnosis or prognosis and can be provided at any stage of a child or young person’s illness (For the purposes of this specification there are three tiers of care described – please see Figure 1). This tiered view of the framework does not seek to compartmentalize but aims to join the provision into a seamless pathway. Care and support should be provided by the right professional/right team, at the right time and in the right place. This will ensure opportunities for support are not missed and specialist provision is targeted where needed most. This is the essence of the scope here outlined. 

A truly integrated system for this group and their families should enable universal, core and specialist providers to work together in a coordinated way that enables accessible local support and management of everyday problems, and access to specialist services when needed. Integration of services is challenging, but the complexity of conditions and high level of care needs that many children and young people live with, often over many years, mean that services do need to use their combined workforce and resources effectively. 

In the last 20 months COVID-19 has compounded these issues. COVID-19, including Long Covid, has disrupted vital health and social care provision and changed everyone’s lives. Little is known about the impact on care provision and on carers themselves who may be ill themselves or facing ‘knock-on’ effects of the pandemic, such as lost income. These families caring for a child with a high level of healthcare needs have been bearing the brunt throughout the pandemic having to shore up gaps in care packages and losing their respite provision. These families require support from professional care teams to help them meet the full range of their child young person’s health, education and social needs.

Drawing together all the issues reported here, what is clear is that there is still a data gap in the breadth of the narrative for those children and young people and their families/carers, as identified in the Fraser at al (2020) report. This narrative needs to include the reality of the medical, technological, nursing and care needs, and the situational reality of where children with palliative care needs are managed, both geographically and physically. In addition, information is needed on which services they have access to including community respiratory physiotherapy and palliative care teams both nursing and medical and whether this support is in the community, hospice or hospital.

One way of commencing this narrative discussion would be to evaluate where these children and young people are living, whether this is hospital, hospice, community or a blend of the three across a defined geographical area. Another element would be to evaluate what ward-based scenario they would be in when they are in their baseline health status, for example PICU, HDU, Specialist ward or general paediatric ward.  This would provide a virtual ward picture of the population and reflect the reality that many families have of a ‘mini PICU/HDU’ in their home. These two narratives, combined with ‘deep dive’ illustrations of children/young people and their families, would give a more rounded picture of these families’ lives and close the data gap.



The Midlands is arguably a microcosm of the UK picture of paediatric palliative and end of life care services and of the children, young people and the families that use these services. The Midlands has a diverse population with regards to ethnicity and socioeconomic status with issues such as geography, rurality, distance to tertiary/specialist centres and hospices comparable to the rest of the Country. They also have a variety of models for providing the medical, nursing and broader care needs. Some systems across the Midlands will have a community integrated model with 24/7 access to nursing and medical advice such as in Coventry and Warwickshire whilst others will have a less developed or less available service although the majority aim to provide medical and nursing support at home during end-of-life. However, many families lack access to 24/7 support when they are caring for their child at home.

Once the narrative of the paediatric palliative population is more rounded then a clearer discussion of the staffing and skill mix needed to provide extended hours can commence. Currently, there is no such structure which is Nationally accepted as a standard. This would inform trusts, commissioners and teams of the requirements and investments needed to meet this priority area.

Given this backdrop, we take a unique Midlands wide approach to scoping and auditing palliative and end of life existing services. 

Using two workforce delivery projects in the West and East Midlands we will ask families via Health Professionals caring for them about their existing palliative and end of life services in terms of what has worked for them and what could be better. 

We believe this would help us profile their service delivery and needs in a meaningful way and could provide an evidence-based vision for extended hours and staffing structures in order to improve the quality of sustainable paediatric palliative and end of life care.  


[bookmark: _Toc165362074][bookmark: _Toc63672317]STUDY OBJECTIVES AND PURPOSE

[bookmark: _Toc63672318][bookmark: _Toc165362075]PURPOSE
[bookmark: _Toc63672319]PRIMARY OBJECTIVES

To evaluate this RT/RP Project by:

· Using a survey approach with health care professionals delivering the existing service as part of the carer networks. 
· Conducting interviews with health care professionals as a deep dive sense check around the existing service being delivered as part of the carer networks. 






[bookmark: _Toc165362076][bookmark: _Toc63672320]SECONDARY OBJECTIVES
[bookmark: _Toc165362077]	
Objectives are defined to each region (1. West and 2. East): 

1.WEST MIDLANDS (NB CYP = Children and Young People) 
1. We will define the CYP characteristics within their diagnosis or care needs which delineate which ward they would be admitted to at their baseline health level –PICU, HDU, specialist, general ward.
2. We will provide a narrative of the care needs of CYP with life-limiting/life-threatening diagnoses who have a current palliative care plan within the West Midlands and the access to generalist and specialist support available to them.
3. We will understand the virtual ward setting of these CYP at their baseline level of health with fuller narrative examples of CYP within the Coventry and Warwickshire area within these virtual ward groups.
4. We will review the virtual ward of CYP with life-limiting/life-threatening diagnoses who have a current palliative care plan within the West Midlands to inform and discuss the skill mix and staffing level required to provide responsive and sustainable care within their daily place of care at baseline health.
5. We will use this data to inform commissioners and stakeholders on; the need for investment in transition services to provide equivalent or better care to that provided within paediatric services, the need for improvement in training of general and specialist staff to ensure appropriate skill mix in all environments/service areas including specific symptom control, the need for personalised care plans that are achievable in the CYP’s daily place of care and local teams – highlighting where investment is required in service provision to achieve this, the need for service expansion to ensure appropriate expertise and skill mix for extended services.
6. We will make recommendations on the service provision and expansion required to ensure a sustainable and responsive service to meet the medical, nursing and care needs for these CYP. This will aim to improve care delivery, equity of provision and reduce unnecessary burden on CYP, their families and acute services. 

2.EAST MIDLANDS 

1. We will identify which respiratory physiotherapy services are currently available for CYP with life-threatening neurodisabilities requiring palliative care services across the East Midlands, highlighting gaps and disparities between local areas. We will particularly identify areas where there is no rapid response assessment service in the community and the increased burden on acute services in those areas.
2. We will develop an understanding of what is working well for CYP and their families and what needs improvement in each of these services through gathering user and professional views.
3. We will gather patient demographic data to highlight the increasing numbers of CYP requiring community respiratory physiotherapy and palliative care services. This will allow us to better understand how to support transition of this client group and the requirement for equivalent adult services to support them.

4. We will share the data collected with clinicians and commissioners across our EM network with recommendations regarding how services need to change to improve care delivery and equity of provision and reduce the burden on acute hospital services. 


[bookmark: _Toc63672321]STUDY DESIGN
[bookmark: _Toc165362083]
[bookmark: _Toc63672322]STUDY CONFIGURATION
This is a Midlands wide project in that it targets a cohort of health care professionals delivering the service to this group of children and families under the auspices of the national children palliative care charity, together for Short Lives. 

Two areas (1. West and 2. East) will be the main ‘sites’ of data collection. Each will have their own focus but will meet the overall aims as set out.  

We are proposing to use a three-stage, deep dive approach. 

Work Package 1 (WP1): Months 1-3. Set up (Team, UON ethical permission) and literature searching. 
Key literature and team expertise will be used to develop our tools. 

Work Package 2 (WP2): Months 2-9. Outcome Measurement - Point prevalence approach to Health Professionals surveying both regions. 
Once ethical permission is obtained, a point prevalence audit survey will be used by Coad and the UON Team to capture data from a single designated time point.  Using the same survey tool, data will be collated from the West and East Midlands sites. We will collate data from children and young people and the health care professionals who support these families termed here as Professional Carer Networks. In order to access Professional Carer Networks, we will use our well-developed clinical networks and the Together for Short Lives networks who support Paediatric Palliative Care in the West and East Midlands. We are confident given our previous record in the Midlands this will enhance response rate. The recruitment will be led by Adams, Neefjes and Team who have well established links, experience and access. 

We will aim to collect up to 100 completed surveys from Professional Carer Networks (West and East collated) with a variety of palliative and end of life health needs across both areas over the time frame. Due to the large geographical sample area across the Midlands, an online survey will be used to collect responses using IPAD technology previously used successfully by Coad and team including Widdas. We will employ key professionals in both West and East Midlands to support collation of data and train them to collate the right information using the IPAD tools. We will also provide support to the lead team for any ongoing issues. 

The survey will be informed by the baseline WP 1 work and what is collated as part of normal care. It is likely to include overall items such as: demographic information; number of and professional support being offered including NHS, agency and direct payment. As much as possible data will be collected by broad age bands to inform transition planning for this client group and by Integrated Care System area to inform regional service development plans. We will also aim to collate data on whether each child has an up-to-date family held personalised emergency care and resuscitation plan. This is normal service data collected for audit purposes and is not new. 

West Midlands analysis will thus aim to include life-limiting/life-threatening diagnosis/diagnoses and level of need as per the Decision Support Tool for children and young people. This may include information such as Breathing, Eating & Drinking, Mobility, Continence or Elimination, Skin & Tissue Viability, Communication, Drug Therapies & Medication, Psychological & Emotional Needs, Seizures, Challenging Behaviour to determine their comparable acute ward status. For service provided we will aim to look at presence and level of continuing care package agreed, 24/7 access to medical and nursing advice, level of competency of lead Doctor (Curriculum in Paediatric Palliative Medicine, APPM and PPM CSAC RCPCH 2015) and access to level 3 or 4 Consultant with regards to paediatric palliative competency within locality). 

In the East, we are interested in category and severity of neurodisability, including gross motor function level, mechanism of feeding, level of airway and ventilator support, type of chest clearance programme, level of home nursing care package, whether a community respiratory physiotherapy service is available, including availability of a rapid respiratory assessment and treatment service in the community, number of non-elective hospital admissions in the past 12 months. We will aim to collate and analyse this information. 

N.B. We are mindful that this is a short timeframe and might be difficult to access but we have confidence in our approaches and links and have allowed flexibility here to provide a narrative to meet the service specification. 

Work Package 3 (WP 3): Months 3-10. Outcome Measurement – Professional Carer Interviews in both regions 
We will recruit Health Professionals caring for this group in Professional Carer Networks in each area. Coad and team will ask questions about service they receive, what about that service works well and what could be better. We will aim to collect data using in-depth interviews aiming for up to 5 Carer Networks in each area (West and East: Total n= 10 Professional Carer Networks). Professional’s recommendations regarding service delivery for the particular child/family will be explored.

These will be conducted by the independent, lead research team (Coad; Redsell and team) either online or over the telephone (convenience to participants). We will develop an interview guide informed by the WP 1 review. Framework Analysis will be used to analyse data and set in place consensus checks. 

[bookmark: _Toc63672323]STUDY MANAGEMENT
The University Lead Investigator, Professor Coad will have overall responsibility for this evaluation study and shall oversee all study management. Coad will also act as the data custodian. Dr Redsell will act as a secondary custodian. 


[bookmark: _Toc63672324]DURATION OF THE STUDY AND PARTICIPANT INVOLVEMENT
Study Duration: 

The study will open and enrolment will begin with the administering of the survey, as soon as ethical approval is granted (approx. May 2022).

The last follow-up interview will mark the close of the study, up to seven months later (approx February 2023).

Total study duration is therefore 12 months (April 1st 2022 to March 31st 2023).
	
Participant Duration: 

The duration of each participant’s involvement with the study will depend on the extent to which they engage in study elements, and whether they are selected for the interview element. 

Minimum per-participant duration: completion of survey (approx.15 mins per case with maximum 10 cases per Health Professional) and no interview if not selected. 

Maximum participant duration: survey completion (approx.15 mins per case) and an interview all elements occurring over a maximum of ten months plus interview is selected are one interview 30 minutes.  
 
[bookmark: _Toc63672325]End of the Study
The end of the study will be the last follow-up interview of the last participant (January 31st 2023 at latest).

[bookmark: _Toc165362086][bookmark: _Toc63672326]SELECTION AND WITHDRAWAL OF PARTICIPANTS
[bookmark: _Toc165362087][bookmark: _Toc63672327]Recruitment
Participants will be recruited from a cohort of healthcare professionals from the West and East Midlands regions who deliver this service as part of their normal service paediatric palliative care plan.  

The initial participants (Health care professionals collating the surveys and interviews) will be approached by the paediatric medical and nurse consultant leads as per the protocol.  

Initial approach: study introduction

Once ethical approval is given, the local paediatric medical and nurse consultant leads in each area (West/East Midlands will briefly describe the service evaluation taking place and invite health care professionals to participate. 


This will be entirely voluntary but for each work package (1 and 2) it will involve - 


(i)	Survey: See Attached Draft in Appendix 

Once agreed verbally, the UON team will be notified and potential participants will receive an email invite to the online survey element of this evaluation from the UON team. This emailed survey invite includes a brief description of the evaluation in the participant information sheet and a link to the online survey where they can read the survey and agree consent online. 

Once consent is agreed online, the participants will be contacted again and offered an IPAD to complete the survey. NHS Trusts do not have the IT facility to upload the required data so secure IPADs will support data collection. 

No personal data of patients is required. 

Clear assurances will also be made that actual survey responses will be anonymised to the project leads and that the evaluation UON team alone will know this and will protect personal identity.


(ii)	Interviews: See Attached Draft in Appendix 

The survey (See Attached draft) includes an item requesting the email addresses of those interested in being interviewed as part of the evaluation. This item makes clear that all those expressing interest may not be invited to interview.  

Interviews are undertaken with health and social care professionals by the evaluation team and interview data are accessible to the evaluation UON team alone.

Those who express interest in the interview element of the evaluation (via survey and email) will be collated into a master database by the UON evaluation team, and a sub-group of up to 15 health and social care professionals will be randomly selected for interview over the two regions. 

This will be done by selecting every x number in the database (x=dependent on total number expressing interest in interview element). The UON evaluation team will then email these selected participants and respond via the email if they wish to participate. Consent to participate will be electronically signed prior to initial interview. 


All above-listed participant-facing materials also explain to potential participants that entry into the study is entirely voluntary and that their participation in the training will not be affected by their decision. It is also explained that participants withdraw at any time. In the event of their withdrawal it will be explained that their data collected so far cannot be erased and we will seek consent to use the data in the final analyses where appropriate. 




[bookmark: _Toc310958374][bookmark: _Toc63672328]Eligibility criteria

[bookmark: _Toc165362088][bookmark: _Toc63672329]Inclusion criteria

· English proficiency.
· Ability to give informed consent. 
· Health care professionals working in Professional Carer Networks across West and East Midlands, UK and who deliver services to: 
· Children and Young People 0-17 years and 364 days 
· With current Palliative specific care plan e.g. Advance Care Plan/Respect document or detailed symptom plan
· GP registered within the West Midlands 

[bookmark: _Toc165362089][bookmark: _Toc63672330]Exclusion criteria

· Health care professionals NOT working across West and East Midlands, UK and NOT working in this field 
· Services out of the scope (Antenatal or 18+years of age, No palliative specific care plan/ not on the palliative caseload, accessing West Midlands Services but GP outside of West Midlands)

[bookmark: _Toc165362090][bookmark: _Toc63672331]Expected duration of participant participation
Participants (Health Professionals) will participate in the study for different durations, depending on (i) extent of their study engagement and (ii) whether they are selected for interview. 

Those who participate in the survey only will have a study duration of approximately 15 minutes per case – a max of 10 for a health professional. 

Those who participate in the survey and follow-up interview will have a total participation duration of approx. over ten months, with active participation of approx.15 mins. (survey) per case xxx number and approx. 30 mins (one to one/online Interview) 

[bookmark: _Toc63672332]Participant Withdrawal 
Participants may be withdrawn from the study either at their own request or at the discretion of the University Lead Investigator (Coad) with Adams and Neefjee. The participant will be made aware that this will not affect them. 
Participants will be made aware that should they withdraw the data collected to date it cannot be erased and may still be used in the final analysis.





[bookmark: _Toc165362092][bookmark: _Toc63672333]Informed consent

(i) Survey:
Completion and subsequent return of surveys will be taken as informed consent and separate written informed consent will not be sought.


(ii) Interviews: 
All interview participants will provide electronically signed informed consent. The Researcher (UON) will explain the details of the interviews and provide an Interview Participant Information Sheet (See Attached Draft) ensuring that the participant has sufficient time to consider participating or not. The Researcher will answer any questions that the participant has concerning interview participation. 
The Interview Consent Form (see attached draft) will be completed and dated by the participant prior to initial interview. Signing this form also encompasses consent for follow-up interview (whether or not the latter occurs).
 Verbal consent to record interviews, audio, video or both, will also be recorded at the    
 beginning of interviews. 

[bookmark: _Toc165362093]Should there be any subsequent amendment to the final protocol, which might affect a participant’s involvement in the study, continuing consent will be obtained using an amended Consent Form which will be electronically completed by the participant.


[bookmark: _Toc63672334]STUDY REGIMEN

1. All participants will receive the invite and link to the online survey. 

2. Those who complete the surveys of existing services may or may not express interest in participating in the interview element of the evaluation.

3. Those selected to participate in the interview element will receive an email inviting them to initial interview (approx. 30 minutes). Those interested will be emailed the Interview Participant Information Sheet. If happy to proceed, an interview date will be arranged and participants will sign an Interview Consent Form. See Attached Drafts 

The Researcher/Coad Team in UON will be in charge of arranging and conducting initial and follow-up interviews. Interviews will be conducted via videoconferencing software (Microsoft Teams), this software also used to video record interviews. Recordings will be transcribed verbatim and accessible to the evaluation team (Coad et al) for audit purposes. 

Only the Researcher/Coad Team in UON will have access to interviewee personal data, and pseudonyms will be used throughout analysis and reporting. 

Survey data, interview videos and transcripts will be stored on University of Nottingham password-protected computers and held on secure and dedicated University web servers. Access will be restricted to the University of Nottingham evaluation team (Coad et al) by user identifiers and passwords (encrypted using a one-way encryption method).

In compliance with the ICH/GCP guidelines, regulations and in accordance with the University of Nottingham Research Code of Conduct and Research Ethics, Coad and Team in UON will maintain all records and documents regarding the conduct of the study. These will be retained for at least 7 years or for longer if required. If the responsible investigator is no longer able to maintain the study records, a second person will be nominated to take over this responsibility. 

The Study Master File and study documents held by Coad and Team in UON shall be finally archived at secure archive facilities at the University of Nottingham. This archive shall include all study databases and associated meta-data encryption codes.

[bookmark: _Toc63672335]Compliance
Participation in the elements of this study are optional and no not interdepend, i.e. survey completion does not necessitate participation in the interview element (for those selected), nor vice versa.

This flexibility and allowance for ranges of participation is fitting for the cohort of busy healthcare professionals we wish to recruit. Therefore, a definition of unacceptable compliance does not apply to this study, and there is, consequently, no procedure for it. 

[bookmark: _Toc63672336]Criteria for terminating the study
We do not expect failure to recruit sufficient participants but in case this occurs - either the survey or the interview element of the study – we will consider as a lead team an alternative plan, discuss this with the funder/Together for Short Lives and notify the ethics committee. 

[bookmark: _Toc63672337]ANALYSES

[bookmark: _Toc63672338]Methods 

(i) Survey: 

Survey data will be exported from online survey software JISC to data analysis programme (SPSSv21) and analysed descriptively by the Researcher/Coad Team in UON. No identifiable information (e.g. participant names, professional post, place of work) will be extracted into the SPSS database. 


(ii)Interview data:

To analyse interview data we will undertake a focused framework approach, using thematic analysis (Braun and Clarke, 2006). Following verbatim transcription of initial and follow-up interview data, analysis will be conducted by the evaluation team using data management software NVivo Pro11. Analysis conducted by the Researcher will be checked by Coad and Team in UON, to ensure consistency and increase the robustness of findings.


[bookmark: _Toc165362117][bookmark: _Toc63672339]Sample size and justification

(i) Survey
The sample size for the survey will be the number of cases we collate via the health and social care professionals (Participants). We will aim to collect up to 100 completed surveys from the ‘Carer Networks’ (West and East collated) with a variety of palliative and end of life health needs across both areas over the time frame. As we are analysing survey data descriptively there is no minimum number of responses or sample size estimate. 

(ii) Interviews 
The sample size for the interviews will depend on the total number of those expressing interest in this element. In order to generate data sufficient for robust qualitative analysis we aim to recruit up to 10 interviewees. 


[bookmark: _Toc165362105][bookmark: _Toc63672340]ADVERSE EVENTS

The occurrence of an adverse event as a result of participation within this study is not expected and no adverse event data will be collected. 

[bookmark: _Toc165362119][bookmark: _Toc63672341]ETHICAL AND REGULATORY ASPECTS

We do not foresee any major ethical problems arising from this evaluation. All data gathered is routinely collected as part of normal treatment and care delivery auditing. We do not envisage this being sensitive data. 

We are therefore applying for ethical permission via The University of Nottingham using the criteria of audit and evaluation. We will start this work as soon as agreement of the project is given. 

Governance and Team – Together for Short Lives (TfSL) 
We have had agreement that Together for Short Lives (TfSL) will oversee this piece of work including issuing contracts and making payments to each partner and Professor Coad. They will provide Governance oversight and ensure that monitoring and reporting requirements are met, providing reports to NHSEI at 3 months, 6 months and 12 months (end point). 

Together for Short Lives is the UK charity for all babies, children and young people with life-limiting or life-threatening conditions, their families and the professionals that support them.   Together for Short Lives has 1,000 members, including children hospices, voluntary and statutory sector organisations and professionals who care for seriously ill children and families. 

By working together across the Midlands with this national charity, we have a strong and unified voice, and help services deliver the best quality care and support tailored to each family’s needs.  The charity will play an important role in sharing and disseminating learning from this project across the UK.

[bookmark: _Toc165362120][bookmark: _Toc63672342]ETHICS COMMITTEE AND REGULATORY APPROVALS
The study will not be initiated before the protocol, consent forms and participant information sheets have received approval from the University Research Ethics Committee (REC). Should a protocol amendment be made that requires University REC approval, the changes in the protocol will not be instituted until the amendment and revised informed consent forms and participant information sheets have been reviewed and received approval from the University REC. A protocol amendment intended to eliminate an apparent immediate hazard to participants may be implemented immediately providing that the University REC are notified as soon as possible, and an approval is requested. Minor protocol amendments only for logistical or administrative changes may be implemented immediately; and the University REC will be informed.

The study will be conducted in accordance with the ethical principles that have their origin in the Declaration of Helsinki, 1996; the principles of Good Clinical Practice, and the Department of Health Research Governance Framework for Health and Social care, 2005.

[bookmark: _Toc165362121][bookmark: _Toc63672343]INFORMED CONSENT AND PARTICIPANT INFORMATION
The process for obtaining participant informed consent will be in accordance with the University REC guidance, and Good Clinical Practice (GCP) and any other regulatory requirements that might be introduced. 

(i) Survey
Completion and subsequent return of surveys will be agreed on page 1 of the survey and taken as consent. 

(ii) Interviews
The participant will agree consent before they can participate in the study. 

The decision regarding participation in the study is entirely voluntary. The investigator or their nominee shall emphasize to participants that consent regarding interview participation may be withdrawn at any time.


[bookmark: _Toc165362122][bookmark: _Toc63672344]STUDY RECORDS 
Each health care professional participant will be assigned a study identity code number, for use on study documents and the electronic participant database. The documents and database will also use participant initials (of first and last names separated by a hyphen or a middle name initial when available).

Study records will be treated as confidential documents and held securely in accordance with regulations. The Researcher/Coad Team in UON will make a separate confidential record of the participant’s name, and Participant Study Number, to permit identification of all participants enrolled in the study, in case additional follow-up is required. Study records shall be restricted to those personnel approved by Coad and Team in UON and recorded as such in the study records.

All study records will be electronically maintained and held.

[bookmark: _Toc165362125][bookmark: _Toc63672345][bookmark: _Toc126643074]Source documents 
Source documents shall be filed at the site of Coad and Team in UON and may include but are not limited to, consent forms, study records, field notes, interview transcriptions, and audio-visual records. Only evaluation staff (Researcher/Coad Team) shall have access to study documentation other than the regulatory requirements listed below.

[bookmark: _Toc165362126][bookmark: _Toc63672346]Direct access to source data / documents
All source documents shall made be available at all times for review by Chief Investigator Coad, and inspection by relevant regulatory authorities. 

[bookmark: _Toc165362127][bookmark: _Toc63672347][bookmark: _Toc126643076]DATA PROTECTION 
All study staff and investigators will endeavour to protect the rights of the study’s participants to privacy and informed consent, and will adhere to the Data Protection Act, 1998. 

Study documents will only collect the minimum required information for the purposes of the study. Access to the information will be limited to the study staff and investigators and any relevant regulatory authorities (see above). 

Computer-held data including the study database will be held securely and password protected. All data will be stored on a secure dedicated web server. Access will be restricted by user identifiers and passwords (encrypted using a one-way encryption method). Electronic data will be backed up every 24 hours to both local and remote media in encrypted format.

[bookmark: _Toc165362128][bookmark: _Toc63672348]QUALITY ASSURANCE & AUDIT 

[bookmark: _Toc165362129][bookmark: _Toc63672349]INSURANCE AND INDEMNITY
Insurance and indemnity for clinical study participants and study staff is covered within the NHS Indemnity Arrangements for clinical negligence claims in the NHS, issued under cover of HSG (96)48. There are no special compensation arrangements, but study participants may have recourse through the NHS complaints procedures.

The University of Nottingham as research Sponsor indemnifies its staff, research participants and research protocols with both public liability insurance and clinical trials insurance. These policies include provision for indemnity in the event of a successful litigious claim for proven non-negligent harm. 

[bookmark: _Toc165362130][bookmark: _Toc63672350]STUDY CONDUCT
Study conduct may be subject to systems audit for inclusion of essential documents; permissions to conduct the study; CVs of study staff and training received; local document control procedures; consent procedures and recruitment logs; adherence to procedures defined in the protocol (e.g. inclusion / exclusion criteria); accountability of study materials and equipment calibration logs.

Together for Short Lives will be the nominated designee and can carry out a site systems audit if required and undertake an audit report. The University Lead Investigator (Coad) will update Together for Short Lives with Steering group meetings each 2-3 months. 
[bookmark: _Toc165362131]
[bookmark: _Toc63672351]STUDY DATA 
Monitoring of study data shall include confirmation of informed consent; source data verification; data storage and data transfer procedures; local quality control checks and procedures, back-up and disaster recovery of any local databases and validation of data manipulation. 

Entries on study documents will be verified by inspection against the source data. A sample of study documents will be checked on a regular basis for verification of all entries made. In addition, the subsequent capture of the data on the study database will be checked. Where corrections are required, these will carry a full audit trail and justification.

Study data and evidence of monitoring and systems audits will be made available for inspection by the University REC as required.

[bookmark: _Toc165362133][bookmark: _Toc63672352][bookmark: _Toc126643077]RECORD RETENTION AND ARCHIVING
In compliance with the ICH/GCP guidelines, regulations and in accordance with the University of Nottingham Research Code of Conduct and Research Ethics, the University Lead Investigator (Coad) will maintain all records and documents regarding the conduct of the study. These will be retained for at least 7 years or for longer if required. If the responsible investigator is no longer able to maintain the study records, a second person will be nominated to take over this responsibility. 

The Study Master File and study documents held by the University Lead Investigator (Coad) on behalf of the Sponsor shall be finally archived at secure archive facilities at the University of Nottingham.  This archive shall include all study databases and associated meta-data encryption codes.

[bookmark: _Toc165362134][bookmark: _Toc63672353][bookmark: _Toc126643088]DISCONTINUATION OF THE STUDY BY THE SPONSOR 
The Sponsor reserves the right to discontinue this study at any time for failure to meet expected enrolment goals, for safety or any other administrative reasons.  The Sponsor shall take advice as appropriate in making this decision.

[bookmark: _Toc165362135][bookmark: _Toc63672354][bookmark: _Toc126643089]STATEMENT OF CONFIDENTIALITY 
Individual participant medical or personal information obtained as a result of this study are considered confidential and disclosure to third parties is prohibited with the exceptions noted above.

Participant confidentiality will be further ensured by utilising identification code numbers to correspond to data in the computer files.

If information is disclosed during the study that could pose a risk of harm to the participant or others, the Researcher will escalate this to Professor Coad and where appropriate report accordingly.

Data generated as a result of this study will be available for inspection on request by the University of Nottingham representatives, the University REC, local R&D Departments and the regulatory authorities.


[bookmark: _Toc165362136][bookmark: _Toc63672355]PUBLICATION AND DISSEMINATION POLICY

The findings of this evaluation will be disseminated by submitting a full report for the funder, Together for Short Lives and each of the Lead Co-Principal Investigators (Adams and Neefjees). 

We will also produce a brief evaluative report for the health and social care professional who were the participants. 

There is interest in this area nationally, so we envisage presenting the findings regionally and nationally. We will also submit a scholarly article in a high-quality peer-reviewed journal.  

Participants will not be identified in any outputs emanating from this work.

[bookmark: _Toc63672356]USER AND PUBLIC INVOLVEMENT

There has been no wide public involvement in the evaluation/audit of this application as this is evaluating routine care and services. However, we have sought views in each area (East/West) from patients (children and young people) and families who receive these services and stakeholders who deliver these services. Their views directly led us to respond to the NHSE/I call. 

[bookmark: _Toc126643091][bookmark: _Toc165362137][bookmark: _Toc63672357]STUDY FINANCES

[bookmark: _Toc165362138][bookmark: _Toc63672358][bookmark: _Toc126643092]Funding source 
This study is funded by NHS Enlgand NHS Improvement (NHSE/I) via the National Charity TfSL

[bookmark: _Toc126643094][bookmark: _Toc165362139][bookmark: _Toc63672359]Participant stipends and payments
Participants will not be paid to participate in the study as this is normal and routine care that they deliver.
[bookmark: _Toc126643095][bookmark: _Toc165362140]

[bookmark: _Toc63672360]SIGNATURE PAGES

Signatories to Protocol: 

Chief Investigator:	(name) Professor Jane Coad

[image: ]
Signature: 


[bookmark: _Toc126643096][bookmark: _Toc165362141]Date: 20.04.22
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APPENDIX 2 
Protocol as funded 

TITLE: Right Team: Right Place Project:
An Evaluation across the Midlands of Service Development in Palliative and End of Life Care through the lens of Children and Young People and their Families.

Leads 
Co-Principal Investigator (WEST): Dr Cheryl Adams MC BCh BSC FRCPCH, MSc (pall med), Consultant Community Paediatrician with a special interest in complex and palliative care, Palliative Lead for Coventry and Warwickshire, South Warwickshire Foundation Trust
Co-Principal Investigator (EAST): Dr Veronica Neefjes, FRCPH, MSc, LLM. Consultant in Paediatric Palliative Medicine, Leicester Children’s Hospital, East Midlands. 

Co-Applicants 
1.Professor Jane Coad. Professor in Children and Family Nursing. Lead for Centre for Children and Young People’s Health Research (CYPHR). School of Health Sciences, Faculty of Medicine and Health Sciences. Nottingham University  
Professor in Nursing - Nottingham University Hospital AND University Hospital Coventry and Warwickshire. Emeritus Professor in Children and Family Nursing, Coventry University  

2. Dr David Widdas, MBE Consultant Nurse for Children with Complex Needs, South Warwickshire Foundation Trust
3.Dr Sarah Thompson, MBCHB MRCPCH Dip pall care paediatric consultant in palliative care- Staffordshire Children’s Hospital at Royal Stoke
4. Dr Sarah Redsell (Associate Professor University of Nottingham)
5. Sue Davies. Lead Nurse CYP palliative care, South Warwickshire Foundation Trust
6. Julie Redmond. Community Children’s Palliative Care Nurse Specialist, Coventry and Warwickshire Partnership Trust
7. Research Fellow (with Professor Coad University of Nottingham) 
8. Dr Sarah Haynes Consultant Paediatrician Nottingham 
9. Moira Flanigan Community Respiratory Physiotherapist, Nottingham 

Introduction and rationale 
This is a joint proposal from the West and East Midlands regions, UK for non-recurrent funding. We will use this service specification to evaluate service provision and improvements across the Integrated Care Systems of the Midlands area in terms of paediatric palliative and end of life care. In exploring specific focuses in both the West and East Midlands it will provide a unique lens, via Health Professionals, on what children, young people using palliative and end of life services and their families feel they have currently had provided (what services look like) but also what improvements would support their needs (what they could look like to make it better). 
We will focus on two key workforce delivery focuses in two areas. Firstly, children and young people with life-limiting or life-threatening diagnoses and a palliative care plan (1. WEST) and children and young people with severe neurodisability and persistent or recurrent acute life-threatening respiratory disease (2. EAST).
Each of these will be explored as per the specification: informing transition, education and training, personalised care and extended hours. This will in turn meet the November 2021 specification of universal, enhanced and core service plans.  

Background /Scope 
To be able to provide a service that is equitable and suitably staffed we first need to understand our paediatric palliative population. Fraser et al (2020) have produced very clear data and projections about the number of children/young people with life limiting/life threatening diagnoses, showing an increase from 26.7 per 10,000 in 2001/1 to 66.4 per 10,000 in 2017/18 and projection to 84.22 per 10,000 in 20301. This is due to longer survival, thanks to improvements in neonatal care and ongoing integrated management of children with complex needs across health care settings including the use of technologies such as long-term ventilation. However, this group of CYP remains medically frail with complex health needs and a tendency to develop life-threatening complications including infections. 
Palliative and end of life care is provided to children and young people with life-limiting or life-threatening conditions representing an extremely wide range of diagnoses (in excess of 300). However, a significant proportion of children and young people with palliative and complex care needs (up to 15%) do not have a definitive underlying diagnosis and often have multiple healthcare needs, including needs related to their underlying condition, as well as palliative care needs. 

Multi-disciplinary integrated care services embrace the philosophy of paediatric palliative and continuing care packages and require teams in place that are competent, responsive and sustainable. To be delivered effectively these services should be jointly commissioned by  CCGs and Local Authorities.  They should be able to offer support and care for children and young people at any point from diagnosis or recognition, through active treatment (including that aimed at cure) to end of life care and bereavement. These services transcend diagnosis or prognosis and can be provided at any stage of a child or young person’s illness (For the purposes of this specification there are three tiers of care described – please see Figure 1). This tiered view of the framework does not seek to compartmentalize but aims to join the provision into a seamless pathway. Care and support should be provided by the right professional/right team, at the right time and in the right place. This will ensure opportunities for support are not missed and specialist provision is targeted where needed most. This is the essence of the scope here outlined. 

A truly integrated system for this group and their families should enable universal, core and specialist providers to work together in a coordinated way that enables accessible local support and management of everyday problems, and access to specialist services when needed. Integration of services is challenging, but the complexity of conditions and high level of care needs that many children and young people live with, often over many years, mean that services do need to use their combined workforce and resources effectively. 

In the last 20 months COVID-19 has compounded these issues. COVID-19, including Long Covid, has disrupted vital health and social care provision and changed everyone’s lives. Little is known about the impact on care provision and on carers themselves who may be ill themselves or facing ‘knock-on’ effects of the pandemic, such as lost income. These families caring for a child with a high level of healthcare needs have been bearing the brunt throughout the pandemic having to shore up gaps in care packages and losing their respite provision. These families require support from professional care teams to help them meet the full range of their child young person’s health, education and social needs.

Drawing together all the issues reported here, what is clear is that there is still a data gap in the breadth of the narrative for those children and young people and their families/carers, as identified in the Fraser at al (2020) report. This narrative needs to include the reality of the medical, technological, nursing and care needs, and the situational reality of where children with palliative care needs are managed, both geographically and physically. In addition, information is needed on which services they have access to including community respiratory physiotherapy and palliative care teams both nursing and medical and whether this support is in the community, hospice or hospital.

One way of commencing this narrative discussion would be to evaluate where these children and young people are living, whether this is hospital, hospice, community or a blend of the three across a defined geographical area. Another element would be to evaluate what ward-based scenario they would be in when they are in their baseline health status, for example PICU, HDU, Specialist ward or general paediatric ward.  This would provide a virtual ward picture of the population and reflect the reality that many families have of a ‘mini PICU/HDU’ in their home. These two narratives, combined with ‘deep dive’ illustrations of children/young people and their families, would give a more rounded picture of these families’ lives and close the data gap.
The Midlands is arguably a microcosm of the UK picture of paediatric palliative and end of life care services and of the children, young people and the families that use these services. The Midlands has a diverse population with regards to ethnicity and socioeconomic status with issues such as geography, rurality, distance to tertiary/specialist centres and hospices comparable to the rest of the Country. They also have a variety of models for providing the medical, nursing and broader care needs. Some systems across the Midlands will have a community integrated model with 24/7 access to nursing and medical advice such as in Coventry and Warwickshire whilst others will have a less developed or less available service although the majority aim to provide medical and nursing support at home during end-of-life. However, many families lack access to 24/7 support when they are caring for their child at home.

Once the narrative of the paediatric palliative population is more rounded then a clearer discussion of the staffing and skill mix needed to provide extended hours can commence. Currently, there is no such structure which is Nationally accepted as a standard. This would inform trusts, commissioners and teams of the requirements and investments needed to meet this priority area.
Given this backdrop, we are proposing that we take a unique Midlands wide approach to scoping palliative and end of life services. Using two workforce delivery projects in the West and East Midlands we will ask families accessing palliative and end of life services what has worked for them and what could be better. We believe this would help us profile their service delivery and needs in a meaningful way and could provide an evidence-based vision for extended hours and staffing structures in order to improve the quality of sustainable paediatric palliative and end of life care.  




Figure 1: Together for Short Lives (2018) A Guide to Children’s Palliative Care. 4th Edition
National Palliative and End of Life Care Delivery Plan September 2021, all age delivery plan. 


Meeting the Specification / Benefits 
We would like to use this non-recurrent funding to undertake a novel, deep dive across the Midlands to explore the narrative of families, via Health Professionals, and based on that information set out a workforce plan in order to improve delivery of the Palliative and Continuing Care Service provided to children and young people (CYP) and their families accessing services in both the West and East Midlands regions. 
We are interested to learn about what is the right team, at the right time and in the right place. 

Aims 
A unique Midlands-wide approach to scope services for the population of families with a child who has a life-limiting or life-threatening condition. It will explore these issues in the West and East Midlands and will provide a unique lens on what families using children’s palliative and end of life services feel they have currently had provided (what services look like) but also what improvements would better support their needs (what they could look like to make it better). 

We will focus on two key services in the two areas: children and young people with life-limiting or life-threatening diagnoses and a palliative care plan (1. WEST) and children and young people with severe neurodisability and persistent or recurrent acute life-threatening respiratory disease (2. EAST).

We believe this scope will meet the requirements of the non-recurrent funding in the following priority areas as set out below: 

	Area 1
	Transition Services – Improvement of handover 
	Yes 
	West/East  

	Area 2
	Education and Training for Generalist Staff 
	Yes 
	West/East  

	Area 3
	Education and Training for CYP Symptom management 
	Yes 
	Also previously funded to East (CPaCT to draw on data set) 

	Area 4
	Personalised Care Approaches 
	Yes 
	West/East  

	Area 5
	Extended Hours 
	Yes  
	West/East  




[bookmark: _Hlk100236099]Objectives 
1.WEST MIDLANDS 
7. We will define the CYP characteristics within their diagnosis or care needs which delineate which ward they would be admitted to at their baseline health level –PICU, HDU, specialist, general ward.
8. We will provide a narrative of the care needs of CYP with life-limiting/life-threatening diagnoses who have a current palliative care plan within the West Midlands and the access to generalist and specialist support available to them.
9. We will understand the virtual ward setting of these CYP at their baseline level of health with fuller narrative examples of CYP within the Coventry and Warwickshire area within these virtual ward groups.
10. We will review the virtual ward of CYP with life-limiting/life-threatening diagnoses who have a current palliative care plan within the West Midlands to inform and discuss the skill mix and staffing level required to provide responsive and sustainable care within their daily place of care at baseline health.
11. We will use this data to inform commissioners and stakeholders on; the need for investment in transition services to provide equivalent or better care to that provided within paediatric services, the need for improvement in training of general and specialist staff to ensure appropriate skill mix in all environments/service areas including specific symptom control, the need for personalised care plans that are achievable in the CYP’s daily place of care and local teams – highlighting where investment is required in service provision to achieve this, the need for service expansion to ensure appropriate expertise and skill mix for extended services.
12. We will make recommendations on the service provision and expansion required to ensure a sustainable and responsive service to meet the medical, nursing and care needs for these CYP. This will aim to improve care delivery, equity of provision and reduce unnecessary burden on CYP, their families and acute services. 

2.EAST MIDLANDS 

5. We will identify which respiratory physiotherapy services are currently available for CYP with life-threatening neurodisabilities requiring palliative care services across the East Midlands, highlighting gaps and disparities between local areas. We will particularly identify areas where there is no rapid response assessment service in the community and the increased burden on acute services in those areas.

6. We will develop an understanding of what is working well for CYP and their families and what needs improvement in each of these services through gathering user and professional views.

7.  We will gather patient demographic data to highlight the increasing numbers of CYP requiring community respiratory physiotherapy and palliative care services. This will allow us to better understand how to support transition of this client group and the requirement for equivalent adult services to support them.

8. We will share the data collected with clinicians and commissioners across our EM network with recommendations regarding how services need to change to improve care delivery and equity of provision and reduce the burden on acute hospital services. 


Plans for the Evaluation - How we are going to do it? 
[bookmark: _Hlk100236268]Two areas (West and East) will be the main ‘sites’ of data collection. Each will have their own focus but will meet the overall aims as set out.  
In order to meet the requirements, we will employ Professor Jane Coad to undertake an overall evaluation of the Midlands service. We are interested in capturing the narrative of CYP with a life-limiting/life-threatening diagnosis at their study baseline health level and illustrative extracts of a day in the life of CYP and their carer networks in both areas across our two focuses as set out above.



Professor Coad and team are very experienced in this field. Coad is uniquely positioned and has senior research leadership positions in both East and West Midlands (Nottingham and Coventry) and has much experience in this field and collation of data from this group. 
In the collation of data, we are proposing to use an overall regional Midlands wide approach. This will ensure we share good practice and learning but capture the data in a meaningful, consistent way. This is important in non-recurrent funding and thus represents value for money. 

We are proposing to use a three-stage, deep dive approach. 

Work Package 1 (WP1): Months 1-3. Set up (Team, UON ethical permission) and literature searching. 
We have worked extensively as individuals and across the team consolidating and presenting evidence in this field so we will be able to quickly mobilise. Key literature and team expertise will be used to develop our tools. As Professor Coad is employed by The University of Nottingham ethical permission will be obtained from the institution. 

Work Package 2 (WP2): Months 2-9. Outcome Measurement - Point prevalence approach to surveying both regions. 
A point prevalence audit survey will be used by Coad and the UON Team to capture data from a single designated time point.  Using the same survey tool, data will be collated from the West and East Midlands sites. We will collate data from children and young people/families via the Carer Networks who support these families (Health Professionals). In order to access Carer Networks, we will use our well-developed clinical networks and the Together for Short Lives networks who support Paediatric Palliative Care in the West and East Midlands. We are confident given our previous record in the Midlands this will enhance response rate. The recruitment will be led by Adams, Neefjes and Team who have well established links, experience and access. 

We will aim to collect up to 100 completed surveys from Carer Networks (West and East collated) with a variety of palliative and end of life health needs across both areas over the time frame. Due to the large geographical sample area across the Midlands, an online survey will be used to collect responses using IPAD technology previously used successfully by Coad and team including Widdas. We will employ key professionals in both West and East Midlands to support collation of data and train them to collate the right information using the IPAD tools. We will also provide support to the lead team for any ongoing issues. 
The survey will be informed by the baseline WP 1 work and what is collated as part of normal care. It is likely to include overall items such as: demographic information; number of and professional support being offered including NHS, agency and direct payment. As much as possible data will be collected by broad age bands to inform transition planning for this client group and by Integrated Care System area to inform regional service development plans. We will also aim to collate data on whether each child has an up-to-date family held personalised emergency care and resuscitation plan. 





West Midlands analysis will thus aim to include life-limiting/life-threatening diagnosis/diagnoses and level of need as per the Decision Support Tool for children and young people. This may include information such as Breathing, Eating & Drinking, Mobility, Continence or Elimination, Skin & Tissue Viability, Communication, Drug Therapies & Medication, Psychological & Emotional Needs, Seizures, Challenging Behaviour to determine their comparable acute ward status. For service provided we will aim to look at presence and level of continuing care package agreed, 24/7 access to medical and nursing advice, level of competency of lead Doctor (Curriculum in Paediatric Palliative Medicine, APPM and PPM CSAC RCPCH 2015) and access to level 3 or 4 Consultant with regards to paediatric palliative competency within locality). 

In the East, we are interested in category and severity of neurodisability, including gross motor function level, mechanism of feeding, level of airway and ventilator support, type of chest clearance programme, level of home nursing care package, whether a community respiratory physiotherapy service is available, including availability of a rapid respiratory assessment and treatment service in the community, number of non-elective hospital admissions in the past 12 months. We will aim to collate and analyse this information. 
N.B. We are mindful that this is a small timeframe and might be difficult to access but we have confidence in our approaches and links and have allowed flexibility here to provide a narrative to meet the service specification. 

Work Package 3 (WP 3): Months 3-10. Outcome Measurement – Carer Interviews in both regions 
We will recruit families as cases via Health Professionals in each area and Coad and team will ask questions about service they receive, what about that service works well and what could be better. We will aim to collect data using in-depth interviews aiming for up to 5 Carer Networks in each area (West and East: Total = x 10 Carer Networks). Carer networks will be Health Professionals who deliver services to this group. Professional’s recommendations regarding service delivery for the child/family will be explored.

These will be conducted by the independent, lead research team (Coad; Redesll and team) either online or over the telephone (convenience to participants). We will develop an interview guide informed by the WP 1 review. Framework Analysis will be used to analyse data and set in place consensus checks. 













Inclusion/Exclusion 
Study Evaluation  
Inclusion: 		English proficiency 
Ability to give informed consent 
Health care professionals working in Professional Carer Networks across West and East Midlands, UK and who deliver services to: 
· Children and Young People 0-17 years and 364 days 
· With current Palliative specific care plan e.g. Advance Care Plan/Respect document or detailed symptom plan
· GP registered within the West Midlands

Exclusion: 	Health care professionals NOT working across West and East Midlands, UK and NOT working in this field 
Services out of the scope (Antenatal or 18+years of age, No palliative specific care plan/ not on the palliative caseload, accessing West Midlands Services but GP outside of West Midlands)

Site A West Midlands 
We will be approaching Coventry & Warwickshire, Stoke & Staffordshire, Black Country & Wolverhampton, Birmingham, Shropshire, Hereford & Worcester via Together for Short Lives and West Midlands Paediatric Palliative Care Network.

Inclusion:            	0-17 years and 364 days
With current Palliative specific care plan e.g. Advance Care Plan/Respect document or detailed symptom plan
                             	GP registered within the West Midlands

Exclusion:           	Antenatal or 18+years of age
                            	No Palliative specific care plan (even if on palliative caseload)
Accessing West Midlands Services but GP outside of West Midlands (e.g. accessing BCH but live in Derby)
 
We will aim to search for PICU/HDU criteria from literature during Stage 1 but otherwise could reach out to other networks e.g. PICU/LTV for guidance where we have links across the West Midlands. 

Site B East Midlands 
Inclusion:  	Children and young people 0-24 years and 364 days
With severe neurodisability and persistent or recurrent acute life-threatening respiratory disease defined as: cerebral Palsy GMFCS level 4-5 or equivalent motor disability for CYP with neurodegenerative conditions, and recurrent or persistent respiratory illness due to neurologically based swallowing, airway or secretion clearance difficulties.
Or 
on the case load of any of the children’s community respiratory physiotherapy teams in EM.   There are teams in each of the following ICSs – Nottinghamshire, Derbyshire, Lincolnshire, Leicestershire.  (Not in Northamptonshire).
 		And 
On the list of a GP of any one of the Integrated Care Systems of EM

Exclusion:  	Antenatal and age 25yrs +
		Without neurodisability 
Without persistent or recurrent acute life-threatening respiratory disease

We will identify children/family cases via the community and local hospital paediatric respiratory physiotherapy and long-term ventilation teams.

Ethical Issues  
In this proposal all data gathered is routinely collected as part of treatment and care delivery auditing. We do not envisage this being sensitive data. We will therefore apply for ethical permission via The University of Nottingham using the criteria of audit and evaluation. We will only be approaching Health Professionals who deliver services – this is not an intervention study as this will record normal delivery. We will start this work as soon as agreement of the project is given. 

Governance and Team – Together for Short Lives (TfSL) 
We have had agreement that Together for Short Lives (TfSL) will oversee this piece of work including issuing contracts and making payments to each partner and Professor Coad. They will provide Governance oversight and ensure that monitoring and reporting requirements are met, providing reports to NHSEI at 3 months, 6 months and 12 months (end point). Together for Short Lives is the UK charity for all babies, children and young people with life-limiting or life-threatening conditions, their families and the professionals that support them.   We have over 1,000 members, including children hospices, voluntary and statutory sector organisations and professionals who care for seriously ill children and families. By working together, we have a strong and unified voice, and help services deliver the best quality care and support tailored to each family’s needs.  The charity will play an important role in sharing and disseminating learning from this project across the UK.

The West Midlands clinical team will consist of Dr Cheryl Adams who will act as a co-principal investigator with Dr Neefjes and will be responsible for the management and integrity of the design, conduct and reporting of the project. Dr Sarah Thompson will support project delivery and recruitment. 
Dr Adams will also be supported by Consultant Nurse David Widdas, Palliative Lead Nurse Sue Davies (Warwickshire) and Palliative Lead Nurse Julie Redmond (Coventry) 

The East Midlands team will consist of Dr Veronica Neefjes, Consultant in paediatric palliative medicine who will act as a co-principal investigator with Dr Adams and responsible for the management and integrity of the design, conduct and reporting of the project. The East Midlands team will include Dr Toni Wolff, Dr Sarah Haynes neurodisability paediatricians and Moira Flanigan, Lead Children’s Community Respiratory Physiotherapist who will support recruitment and project delivery. 


The evaluation will be led by Professor Jane Coad who will bring her experience and University of Nottingham children and young people’s research team (CYPHR, Redsell and Research Fellow). TfSL (Lizzie Chambers) has collaborated with Coad previously in regional and national work. 

This collaboration would combine excellence in data approaches with a highly experienced clinical team overseen by a reputable national charity and bring important data and outputs to inform service delivery. 

Workforce/Costs 
1. WEST MIDLANDS 
Dr Cheryl Adams		£5831.48 (8 days) 
Dr David Widdas		£3171.77 (7days)
Sue Davies			£789.55 (2 days)
Julie Redmond		£789.55 (2 days)
Dr Sarah Thompson		£2915.74 (4 days)
In-directs  	£8300 (IPADS will be purchased by University of Nottingham)
In-directs  	£200 Travel 
TFSL				£3000 (for hosting)
University 	£15,000 (Team including £1,000 for additional IPADS/Travel for UON team)     
TOTAL = £39,998.09

2. EAST COSTS
Respiratory physio /CCNs     £7680.00 (24 days of band 7 / 8 - 4 days for each of 5 districts and 4 days for the hospital LTV teams)
Dr V Neefjes			£5831.48 (8 days)
Moira Flanigan		£1922.00 (6 days x band 8a)
Sarah Haynes			£2186.80 (3 days)
University 		£15000 (Team including £1,000 for additional IPADS & Travel of UON team)     
In-Directs 	£4000.00 IPADS (NB. IPADS will be purchased by University of Nottingham Team)
Indirects 			£200 Travel 
TFSL				£3000.00 (for hosting)

Total 			        £39,820.28



Plans for Sustainability, Adoption and Spread

We believe that this joint proposal will provide the narrative on palliative and end of life services for children and young people in terms of the Integrated Care Systems across the Midlands area. We will collate important data on what is currently provided (what services look like) but also what improvements would support the needs of the child and family (what they could look like to make it better and be nearer to home). 

The evidence and knowledge generated will thus be able to guide a focused discussion on a sustainable and equitable paediatric palliative care workforce, both in the community and hospital-based, and the skill mix required. 

The knowledge gained could also inform regional and national discussions about the type of service required when these young people with high level nursing and respiratory support transition to adult care. 

In addition, the data gathered can be used to inform equitable commissioning of community respiratory physiotherapy service for all ages across the whole region, thus reducing hospital bed costs and improving the quality of life of patients and families. Information about anticipatory care planning in this client group will ensure appropriate targeting of support and training in anticipatory care planning for our workforce.

We believe this meets the specification criteria, is an experienced team and is thus value for money. 
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GLOSSARY  
The following are definitions used within the context of this proposal.

'Children and young people' refers to everyone up to their 18th birthday as specified by NICE Guidance (NG61). This includes the neonatal period up to young adults. There is acknowledgement that different services will have different acceptance criteria for age. The recommendation is that all services use the definition of age as set in this specification as a minimum standard but where appropriate they work towards implementing services available for those up to the age of 25. This is especially important when considering service users with learning disabilities and transition requirements.

Children’s and young people’s palliative care is an active and total approach to care, from the point of diagnosis or recognition throughout the child or young person’s life, death and beyond. It embraces physical, psychological, emotional, social and spiritual elements and focuses on enhancement of quality of life for the child or young person and support for the family. It includes the management of symptoms, anticipatory planning, complexity and crisis provision through death and bereavement. Palliative care is not dependent on diagnosis or prognosis, and can be provided at any stage of a child or young person’s illness, not only in the last few days of life.

The end-of-life stage begins when professionals caring for the child and the child’s family recognise that death may be near. End of life care is care that helps all those with advanced, incurable illness to live as well as possible in the final stages of their illness. This includes care during and around the time of death and immediately afterwards. It enables the supportive and palliative care needs of both the child or young person and family to be identified and met throughout the last phase of life and into bereavement. 

Specialist level palliative care is required by children and young people with a range of life-limiting and life-threatening illnesses, where the focus of care is on quality of life and when there are complex needs or conditions that cannot be met by the core current care team alone. These needs may be physical, psychological, social, ethical and/or spiritual. 



APPENDIX 3 
Participant Information Sheets and Consents 
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Information Sheet: Staff 

Names of Clinical & Project Leads 
Names of Team: Professor Jane Coad /Dr Sarah Redsell 
Introduction
Thank you for reading this information. You are being invited to take part in an evaluation project of services for children and families across the Midlands. We have been given your name via [ADD WHICH CONSULTANT]. 
Before you make your decision, it is important for you to understand why the evaluation is being undertaken and what it will involve. Please take time to read the following information carefully and discuss it with others if you wish. If anything is not clear to you or if you would like more information, then please feel free to ask Professor Jane Coad whose details are at the end of this information sheet. 
What is the purpose of this study?
This study has been funded by the NHSE/I who have supported this project to improve understanding of services delivered to children and young people’s lives who have palliative and life limiting complex needs. . 
We are conducting a cross-Midlands regional evaluation using a survey and for some Health Care Professionals we will also conduct an interview. 
We are inviting you to take part in a case study.
Why have I been chosen?
We will be inviting Health Care Professionals to take part in the evaluation project. 
What will happen to me if I take part?
If you do decide to take part you should keep this information sheet as it provides details about the study. 








We have two ways you can take part

1. You can complete an online survey 
We are asking you to consider specific cases you provide a care service to. We do not need any personal details. We are only interested in learning about their normal, existing service care plans and how Carers support them. The survey will be completed online via a provided IPAD (if you agree to take part). We estimate it will take 15 minutes per case to complete and many questions are simple ticks. We would ask that you only complete up to 10 cases. 
If you agree Professor Jane Coad’s team will be in touch to talk to you about using the IPAD and entering the data to safe database. 
2. AND you can tell us what you think on line on the telephone/on line 
We are asking you to agree to be interviewed but what we will do is select only a sample to be also interviewed. We will contact you to let you know if you are chosen. 
You can be interviewed on the telephone or online by one of our research team. We would like to interview you at a time that is convenient to you to ask you some questions 

The interviews will use a semi-structured approach to the questions which we believe will take about 20 minutes, although if you want it be longer then it might last up to an hour. We will check with you at the start of the phone call how long you have got to talk to us. 
We would like to record the telephone interview as this helps us to remind us of all the key things you have told us. If you do not want to be recorded, then you can tell us and we will just make notes of what you say.
What are the possible disadvantages and risks of taking part? 
We do not think that there are any disadvantages or significant risks for you taking part in this evaluation as we are doing an audit of services. 
What are the possible benefits of taking part? 
We will tell Together for Short Lives and NHS England the funder what you feel and recorded about the service. 
What happens when the research study stops? 
Once you have taken part, you will not need to do anything else. We plan to have finished the research study and have written all the reports by March 31st 2023. We will send you a short summary of the research study when it is finished.  
What if something goes wrong and I want to make a complaint? 
We do not believe that anything will go wrong with this study. However, if you wish to complain about something to do with this study then you should contact 
The matter would then be followed up via the University complaints procedure. 

Will my taking part in this study be kept confidential?  
All the information that is collected about you during the project will be kept strictly confidential and your name and other details will be removed in the final reports so that you cannot be recognised. 
Who has reviewed the study? 
This study has been reviewed by the people in the Department of Health who asked us to do the study and by the Ethics Committee, at University of Nottingham. 
Who can I contact for any more details?
If you would like further information on this study please contact Professor Jane Coad on jane.coad@nottingham.ac.uk: 
Thank you very much for your time in reading this information sheet 
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Consent form 

NB To be Embedded within the Survey 

	
	Please initial box 

	I have read the letter/email dated [           ].    
	

	[bookmark: _Hlk279065668]I know that I do not have to take part and that if I do take part I can withdraw at any time without having to give a reason. 
	

	I agree to take part in the study as set out in the information sheet 
	

	I understand that all data collected will be kept securely and no one apart from Professor Jane Coad and the University of Nottingham research team will access them.
	

	
In the final report I understand that I can ask for all personal names to be removed and only be named as I suggest. I can remove or change my name as well. I understand you will do the same about reports from the study. 

	

	I understand that all hard copies will be kept in a locked filing cabinet until they are destroyed March 31st 2029.
	



	Name of participant 

	Signature

	Date


	Name of Researcher

	Signature
	Date



1copy for participant/1 copy for researcher

APPENDIX 4 
TOOLS – SURVEY and INTERVIEW SCHEDULE – draft as work package 1 in progress.  

RT/RP Project – Survey Draft 1 

1: Background Provider Information:

Provider ID ______________________________________________
Add West/East ?

Provider Group
· NHS                                                                             
· Voluntary
· Local Authority
· Private
· Other

Provider Service Owner
· NHS Community Palliative Care Team
· NHS Acute Palliative Care Team
· Hospice
· Non-NHS Community Palliative Care Team
· Hospice Daycare
· Private Sector (for profit)
· Local Authority
· Other

Provision Lead
· Consultant led palliative care team
· Consultant led specialist palliative care team
· Non- Consultant-grade led specialist palliative care team
· Non-Consultant-grade led palliative care team
· Nurse-led palliative care team
· Other

Main Care Setting
· Own home
· Temporary place of residence
· Residential care home – Local Authority
· Residential care home – NHS
· Residential care home – Other
· Residential school
· Nursing home – Local Authority
· Nursing home – NHS
· Nursing home - Other
· NHS outpatient clinic
· Hospice
· Other
· Unknown

Care Service Type
· Assessment of needs
· Coordination
· Advisory
· Clinical Care
· Social Care
· Spiritual Care
· Psychological Care

Sole Care Provider?
· Yes
· No
· Unknown


2: CASE Information:

Primary End of Life Care Diagnosis
· Congenital & Chromosomal disorders 
· Nervous system disorders (including muscular dystrophy, epilepsy
· Conditions originating in the perinatal period (including birth asphyxia, cerebral palsy) 
· Neoplasms, excluding haematological neoplasms 
· Diseases of the blood and blood forming organs, including haematological neoplasms 
· Circulatory disorders 
· Respiratory disorders (including cystic fibrosis) 
· Endocrine, nutritional and metabolic disorders 
· Musculoskeletal and connective tissue disorders 
· Infections and immune disorders 
· Genito-urinary disorders 
· Digestive disorders 
· All other diagnoses
· Unknown

Secondary Diagnosis. Please use the following list in each field:

· Certain infectious and parasitic diseases 
· Neoplasms 
· Diseases of the blood and blood forming organs 
· Endocrine, nutritional and metabolic diseases 
· Mental and behavioural disorders 
· Disease of the nervous system 
· Diseases of the eye and adnexa 
· Diseases of the ear and mastoid process 
· Diseases of the circulatory system 
· Diseases of the respiratory system 
· Disease of the digestive system 
· Diseases of the skin and subcutaneous tissue 
· Diseases of the musculoskeletal system and connective tissue 
· Disease of the genitourinary system 
· Certain conditions originating in the perinatal period 
· Other


Age – today at start of Case 
· pre-birth
· 0 to 28 days
· 29 to 90 days (under 3 months)
· 91 to 364 days (approximately 3 months to under 1 year)
· 1 year to under five year 
· 5 years to 11 years 
· 12 years 16 years 
· 16 – 19 years 
· Other _____________________________


3: ROLE – today 

· Assessment only
· Symptom Management
· Psychological Support
· Terminal/Dying Care
· Procedure
· Other
· Unknown




5: Time:

Start Date and time _____________________________________

Time ending care  ______________________________________

Required Service. Please use the following list in each field:
· Palliative Medical
· Palliative Nursing Team
· Non-specialist Palliative Nursing
· Community children’s nursing
· Community paediatrician
· Hospital paediatrician
· Community nursing 
· Child and adolescent mental health teams
· Child development team
· Learning disability team
· Occupational Therapy
· Physiotherapy
· Speech Therapy
· Play Therapy
· Audiology
· Dietetics
· Podiatry
· Hydrotherapy
· Social Care
· Psychiatry
· Chaplaincy
· Interpreter Services
· Counselling Services
· Pharmacy
· Pain Management
· Mental Health Services
· 24 hour service provision
· Discharge coordinator
· Other

Required Service 1 _______________________________

Required Service 2 _______________________________

Required Service 3 _______________________________

Required Service 4 _______________________________

Required Service 5 _______________________________



6: Casemix Information:

Phase status – Start of phase
Phase of Illness
· Stable
· Unstable
· Deteriorating
· Dying
· Unknown

Functional Status
· 100% - Baseline Normal
· 90% - Able to carry on their normal activity, minor impact on activity
· 80% - Able to carry on their normal activity with some effort, some additional signs of symptoms of disease
· 70% - Unable to carry on their normal activity
· 60% - Occasional additional assistance required
· 50% - Requires considerable additional assistance and frequent medical care
· 40% - Less active than normal for  more than 50% of the time
· 30% - Almost completely inactive
· 20% - Totally inactive and requiring additional nursing care by professionals and/or family
· 10% - Comatose or barely arousable
· 0% - Dead

Problem Severity – Pain
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Other Physical Symptoms
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Psychological / Spiritual Problems
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Family / Carer Concerns
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Phase status – End of phase
Phase of Illness
· Stable
· Unstable
· Deteriorating
· Dying
· Unknown

Functional Status
· 100% - Baseline Normal
· 90% - Able to carry on their normal activity, minor impact on activity
· 80% - Able to carry on their normal activity with some effort, some additional signs of symptoms of disease
· 70% - Unable to carry on their normal activity
· 60% - Occasional additional assistance required
· 50% - Requires considerable additional assistance and frequent medical care
· 40% - Less active than normal for  more than 50% of the time
· 30% - Almost completely inactive
· 20% - Totally inactive and requiring additional nursing care by professionals and/or family
· 10% - Comatose or barely arousable
· 0% - Dead

Problem Severity – Pain
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Other Physical Symptoms
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Psychological / Spiritual Problems
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown

Problem Severity – Family / Carer Concerns
· 0 – Absent
· 1 – Mild
· 2 – Moderate
· 3 – Severe
· Unknown



7a: Activity (Hours) Information:

Medical _________________________________________

Qualified Specialist Nurse _____________________

Other Qualified Nurse _________________________

Unqualified Nurse ______________________________

Therapy - Occupational therapy ______________

Therapy – Physiotherapy ______________________

Therapy – Speech _______________________________

Therapy – Play __________________________________

Allied – Audiologist _____________________________

Allied – Dietician ________________________________

Allied – Podiatrist _______________________________

Allied – Hydrotherapist _________________________

Allied - Care Assistant ___________________________

Psychosocial - Social Worker ___________________

Psychosocial – Psychologist ____________________

Psychosocial – Chaplain _________________________

Interpreter ________________________________________

Volunteer __________________________________________

Administrative ____________________________________

Other _______________________________________________

7b: Activity (Contacts) Information:

Medical _________________________________________

Qualified Specialist Nurse _____________________

Other Qualified Nurse _________________________

Unqualified Nurse ______________________________

Therapy - Occupational therapy ______________

Therapy – Physiotherapy ______________________

Therapy – Speech _______________________________

Therapy – Play __________________________________

Allied – Audiologist _____________________________

Allied – Dietician ________________________________

Allied – Podiatrist _______________________________

Allied – Hydrotherapist _________________________

Allied - Care Assistant ___________________________

Psychosocial - Social Worker ___________________

Psychosocial – Psychologist ____________________

Psychosocial – Chaplain _________________________

Interpreter ________________________________________

Volunteer __________________________________________

Administrative ____________________________________

Other _______________________________________________


9: Tests and Imaging

Were any tests undertaken?
· Yes
· No
· Unknown

Number of haematology tests undertaken _________________

Number of microbiology tests undertaken _________________

Number of biochemistry tests undertaken _________________

Number of plain imaging processes undertaken ____________

Number of 3D imaging processes undertaken _____________

12: Socio-economic Information:

Usual Postcode Sector __________________________________

Gender
· Male
· Female
· Other
· Unknown

Need for an Interpreter
· Yes
· No
· Unknown

Ethnicity
· White British
· White Irish
· Other White
· Mixed White / Black Caribbean
· Mixed White/ Black African
· Mixed White / Asian
· Other Mixed
· Indian
· Pakistani
· Bangladeshi
· Other Asian
· Black Caribbean
· Black African
· Other Black
· Chinese
· Other
· Not Stated

Living Circumstances
· Lives with two parents/carers[footnoteRef:1] [1: ] 

· Lives with one parent/carer 
· Lives with two parents/carers (with other life-limited children)
· Lives with one parent/carer (with other life-limited children)

Carer Availability
· Caregiver Available and Involved in the Home
· Caregiver Available and Involved Outside the Home
· No Caregiver Availability
· Unknown

Caregiving Role N/A


Interview Tool Draft for Health Care Professionals – RT/RP 


          Question                                                                 Prompt
	1. How long have you been working in palliative care services?
2. What is your role 
3. How many children/families do you have in your case load 
	

	4. Do your children/families receive care in their home 
5. In the community
6. Elsewhere provider 
	

	7. Which types of services do you prefer to use for your families 
8. Why?
9. How do you access services 
	NHS; Voluntary eg hospice; Education; Social Services; equipment suppliers etc

	10. How much choice do you feel that children/families have about the care and support they receive?
	Do you feel that service providers are listened to?


	11. Thinking about the care that you give at the moment, what is working well for you as a HP?
12. What do you feel works for Children/families 
	What do you think contributes to good care?

	13. Thinking about the care that you give at the moment, what is not working so well?
14. What is not working for children/families 
	How might the care you receive be improved?

	15. How well do you feel service providers that you work with communicate with each other?
	

	16. Are you aware of the new Commissioning Networks – ICS 

	

	17. Impact of COVID19 
18. Have you noticed any recent changes in the quality of care you give?
	




Specialist 
Palliative Care 
(in hospital, hospice 
or in community).


Core Palliative Care Services
These form the majority of services required by children and young people with palliative care needs (e.g. local hospital, community paediatrics, community children's nursing teams, children's hospices, children's palliative care charities).


Universal Services
The foundations for good palliative care include health and social care services which are available to all children and young people (e.g. Public Health, GPs, education, social workers, playgroups and wider community).
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