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[bookmark: _Toc153391100]Executive summary
The National Disability Authority (NDA) is the independent statutory body, providing evidence-based advice and research to Government on disability policy and practice and promoting Universal Design.
This document provides an outline of the NDA’s approach to reviewing the implementation of the Progressing Disability Services (PDS) programme to date. This is based on a request by the HSE and as outlined in the Roadmap for Service Improvement 2023-2026 which states
An Independent Review of the CDNT Service Model by the NDA will include a review of competencies and skill mix required and staffing to child population ratios across teams, to optimally support children and families. It will evaluate the experience of children and families in CDNT services, service providers and staff providing children’s disability services including CDNTs, Primary Care, CAMHS, and Disability Act Office. 	Comment by Linda Kelly: These TOR are not agreed.
The review is elaborated on further in action 2.17 in the Roadmap.[footnoteRef:2]  [2:  Roadmap for Service Improvement 2023 – 2026 (hse.ie)] 

We intend to frame the review around the 12 principles of PDS. The review will be descriptive in nature and will focus on the experiences of parents of children with disabilities, children with disabilities as well as staff and managers. We propose to conduct a survey, interviews and focus group with parents, children, staff and management.	Comment by Linda Kelly: This is in our view fundamentally flawed and not the correct approach
There will be some limitations in what the review can include and conclude. For example, it will not examine clinical practices and will not explicitly examine outcomes for children as those data are not readily available and would require a different design. It will not examine whether the existing national policy is the correct policy. The main focus will be on how the various teams and Regional Health Authorities (RHAs)CHOs are progressing towards providing a service that is line with national policy and the 12 principles of PDS. This will allow recommendations to be developed to strengthen PDS. However, although we are not reviewing whether the existing PDS policy approach is the most appropriate, if the review findings identify issues that may raise questions about the underlying policy, these will be explored and policy focused recommendations may be made.  	Comment by Linda Kelly: Both of these exclusions are objected to	Comment by Linda Kelly: What parameters will determine how well/not the 12 principles are being implemented

We aim to have draft report to share with the HSE,DCEDIY and the Minister of State for Disabilities 12 months from the date that an MoU is signed. 
	Comment by Linda Kelly: This should be shared with the Consultative Committee in the first instance
[bookmark: _Toc153391101]1. Introduction
The Progressing Disability Services (PDS) programme began 12 years ago as part of Transforming Lives. The programme is based on the recommendations of a 2009 review of the provision of services to children with disabilities.[footnoteRef:3] Before the PDS model of service provision, disability services in Ireland developed in an ad hoc manner, leading to inconsistent services across the country. Under the PDS, children’s disability services are being reconfigured in order toto ensure that services are provided in an equitable and consistent manner regardless of location, rendering them more in line with Ireland’s obligations under the United Nations Convention of the Rights of Persons with Disabilities. [3:  HSE National Reference Group, 2009. Report of the National Reference Group on Multidisciplinary Disability Services for Children aged 5-18. Available from: https://www.hse.ie/eng/services/publications/disability/report%20of%20the%20national%20reference%20group%20on%20multidisciplinary%20disability%20services%20for%20children%20aged%205-18.pdf ] 

As part of the reconfiguration under PDS, Children’s Disability Network Teams (CDNTs), consisting of health and social care professionals, have been established in each of the nine CHOs six RHAs within defined geographic areas aligned with Community Healthcare Networks. The CDNTs provide services and supports for all children aged from birth to 18 years living in the Network catchment area, who have complex needs as a result of their disabilities. There are 91 Children’s Disability Networks (CDNs) which align with 96 Community Healthcare Networks (CHNs).
The principles of PDS are the foundation for the type of service that CDNTs will provide. They were developed by the National Children’s Programme Oversight Group, based on evidence and consultation with staff and parents. The twelve principles are: 
	1. Accessibility 
	7. Equity of Access

	1. Accountability 
	8. Evaluation of outcomes

	1. Bio-psychosocial model 
	9. Family centred practice

	1. Clinical governance & evidence based practice  
	10. Inclusion

	1. Cultural competence 
	11. Interdisciplinary team

	1. Early detection & referral
	12. Staff are valued and respected



In the 12 years since the implementation of the PDS model was commenced, some areas have reconfigured quickly whereas other areas have been slower to reconfigure. As a result, some issues with implementation have been reported. 	Comment by Linda Kelly: A vast understatement.
A review of CDNT services for Kildare and West Wicklow, conducted in 2016, identified a number of issues with the service including difficulties providing continuity of service because of high staff turnover and an inability to fill vacancies quickly, long waiting times for services, inequity in access to services once the child was accepted into CNDT service, a shortfall in administration resources and difficulties for teams working with other specialist services.[footnoteRef:4] The review also highlighted some positive aspects of the service however, for example, three quarters of families who completed the survey were happy with the physical access to local support services, and both staff and families valued the interdisciplinary approach.[footnoteRef:5]  [4:  Rush, D. 2016. Review of Kildare West Wicklow Network Disability Teams. ]  [5:  ibid] 

More recently, a survey examining parents’ experiences of PDS, conducted by Inclusion Ireland in 2022, also identified a number of barriers to accessing services through PDS.[footnoteRef:6] The top three barriers were: a lack of services (reported by 83% of families), lack of communication (48% of families), and poor quality of services received (19% of families who had received services).  [6:  Inclusion Ireland, 2022. Progressing disability services for children and young people parent  experience survey report. Available at: https://inclusionireland.ie/wp-content/uploads/2022/03/Inclusion-Ireland-Progressing-Disability-Services-Report-March-2022.pdf ] 

[bookmark: _Hlk171603108]PDS has received some negative commentary in recent months, highlighting a lack of available resources and long waiting lists.[footnoteRef:7] It is likely, however, that in some areas, the services are working well for those who are receiving them. A formal independent review is, therefore, required to examine what is working well and what is not and to establish the extent to which the current operation of PDS is delivering a model of services in keeping with the 12 principles of PDS.  This will be the first in-depth formal nation-wide review of the PDS since its inception. The review will be descriptive in nature and will focus on the experiences of parents and children with disabilities as well as staff and managers with insights also provided by other stakeholders.	Comment by Linda Kelly: What evidence is there to support the inclusion of this statement	Comment by Linda Kelly: Incredibly important therefore that TOR are fit for purpose [7:  https://www.thejournal.ie/enable-ireland-complaint-5977792-Jan2023/; https://www.rte.ie/news/politics/2022/1201/1339418-politics-ireland/ ] 

The ongoing issue of staff recruitment and retention is likely to have an impact on this review’s ability to fully assess whether PDS is delivering a model of services in keeping with the 12 principles. However, identifying which of the 12 principles are being fully implemented, even without a full compliment of staff, and identifying those that require more focus will provide useful information.  	Comment by Linda Kelly: Agreed. Therefore review should focus on what is driving staff out.
[bookmark: _Hlk159833736]The issue of leadership and management is not fully encompassed within the 12 principles of PDS so this is an additional area that will be examined in the CDNM and CDNT questionnaires and interviews and as part of the literature review. The review will aim to identify leadership / management competencies that are required to support high performing interdisciplinary teams and whether these competencies are demonstrated among CDNMs. Good practice will be identified where possible, 	Comment by Linda Kelly: Deleted in error - this is an integral part of the review but not reflected in any other area. 	Comment by Linda Kelly: This appears to be akin to performance management. Leadership and management are not sole purview of CDNM. Needs to be developed further.
[bookmark: _Toc153391102]2. Project aims and scope
The Roadmap for Service Improvement 2023-2026, Disability Services for Children and Young People[footnoteRef:8]. that has been developed to address the challenges facing PDS includes a review of the CDNT service. The broad scope of this review includes: [8:  Roadmap for Service Improvement 2023 – 2026 (hse.ie)] 

· A review of current literature regarding health and social care supports for children with disabilities
· Consideration of the competencies and skill mix required to support children with disabilities	Comment by Linda Kelly: Further information required
· Review of the current allocation of staff resources to child population per team within a CHO/RHA	Comment by Linda Kelly: Review against what? We would welcome benchmark against safe staffing guidance
· A review of the operation of the Children’s Disability Network Teams with reference to the 12 principles of PDS
· An evaluation of the experience of children and families in accessing CDNT services
· An evaluation of the experience of service providers including CDNT, primary Care, CAMHS staff and Disability managers (PDS leads, national leads, therapy managers/ former heads of discipline) in delivering children’s services
· An assessment of the view and experiences of other stakeholders such as professional bodies, Disabled Persons Organisations, other disability groups including disability umbrella organisations and children’s organisations. 
These broad parameters have been fleshed out by the NDA below into aims and research questions. 
[bookmark: _Hlk171603330]A review of whether the PDS model is the most appropriate model for Ireland is considered not to be in scope given how progressed implementation is and allowing for the need for any new system to have a period of embedding before being judged as being successful or not. The main focus will be on how the various teams and CHOs RHAs are progressing towards providing a service that is line with national policy and the 12 principles. However, the review will capture views on whether some elements of the model are not in line with best practice or are not functioning optimally and depending on the findings this may lead to some consideration of the current policy approach. Some areas that have been reconfigured for longer may provide some insight into the impact of the model but those are likely to be tentative findings. Examples of best or promising practices will be captured where relevant. This will all be conducted with a backdrop of challenges in recruitment and retention so a mix of CDNTs with various vacancy rates will be included. 	Comment by Linda Kelly: Addressed above. 
Looking explicitly at outcomes for children with disabilities who access services through CDNTs is also out of scope. An examination of outcomes would require a more longitudinal study and would also require an examination of clinical practices which is not part of this review. It is important that this work is done at some point but will not be part of this review.  However, where information is obtained, for example through the literature review or surveys and interviews related to this topic we will consider whether there are ways that the service can be adapted to facilitate the future measurement of outcomes. 	Comment by Linda Kelly: Addressed above. 
[bookmark: _Toc153391103]Ethics
NDA will conduct this review in an ethical manner and will adhere to relevant safeguarding and data protection rules. We have previously published Ethical Guidance for research with adults with disabilities[footnoteRef:9] (currently being updated) and a report on Research with Children with Disabilities so are very familiar with ethical principles. As this is a review of an existing programme, formal ethical approval from a Research Ethics Committee is not deemed necessary.[footnoteRef:10] However, the NDA will anticipate, plan for, monitor and address ethical issues throughout the review process.  The reviewers will make it clear to participants that they can withdraw from a focus group or interview at any time and assent will be obtained from children to participate in the review. 	Comment by Linda Kelly: Strikes me as odd as intention is to interview families and possible children and young people [9:  https://nda.ie/news/ethical-guidance-for-disability-research#:~:text=People%20with%20disabilities%20who%20don,capacity%20to%20provide%20explicit%20consent.]  [10:  https://arc-w.nihr.ac.uk/Wordpress/wp-content/uploads/2020/02/Full-guidelines-for-Best-Practice-in-the-Ethics-and-Governance-of-Service-Evaluation-Final02.pdf ] 

[bookmark: _Toc153391104]Review Aims
Specifically, this review will take a multi-method approach to:
Examine how other jurisdictions configure their services and determine the range and ratio of disciplines to child population required to deliver identified competencies to meet needs of children and their families'. This will be done in the context of the move to interdisciplinary working and will include a broad range of clinical and non-clinical competencies[footnoteRef:11] 	Comment by Linda Kelly: What other jurisdictions?	Comment by Linda Kelly: What non clinical competencies? [11:  Includes health and social care professionals, nursing, , behavioural therapists, and other relevant professions. ] 

Identify how other jurisdictions determine the optimum level of intervention for a child.	Comment by Linda Kelly: Please define intervention. Needs to determine interdisciplinary approach and discipline specific approach. 
Review current allocation of staff resources to child population per CHO RHA 	Comment by Linda Kelly: Against? Would welcome international benchmark and safe staffing guidance
Identify the competencies and skill mix required by professionals to adequately support children with disabilities	Comment by Linda Kelly: repetitive
Identify what is working well within PDS
Identify what is working less well within PDS
[bookmark: _Toc153391105]Research questions 
How satisfied are parents with the quality of services their child has received, the family-centred approach and communications in relation to the services?
How satisfied are children with the services they have received?
How satisfied are parents , staff, and other stakeholders (such as umbrella disability organisations or children’s organisations) with the PDS structures and reconfiguration of services? 
How satisfied are parents whose child is awaiting CDNT services 
How satisfied are CDNT staff with the structures and processes within PDS including referrals, interdisciplinary working and the family-centred approach? What, if any, improvements do they suggest?	Comment by Linda Kelly: This needs to be expanded. 
Is the operation of local Children’s Disability Network Teams in line with the model of service set out national policy documents (in particular with the 12 principles of PDS)?
Is there consistency in management and roll out of the programme across services?
Is the allocation of children to therapists/teams conducted in the same way across services? 
· How is this calculated and how does this compare to how it is calculated in other jurisdictions and is there a best practice model?
· How is the level of supports/services a child receives calculated? How does this compare to other jurisdictions and is there a best practice model.
How well is the interface between CDNTs, CAMHS and Primary Care, working? 
What are the trends in relation to waiting times for access to CDNT services?
[bookmark: _Toc153391106]External input
Consultative Committee	Comment by Linda Kelly: This should be expanded to include a staff representative and a family representative
[bookmark: _Hlk159338776]The Consultative Committee (CC) will be chaired by the Head of Policy, Research and Public Affairs from the NDA, a representative(s) from the HSE, a representative(s) from the Department of Children Equality Disability Integration and Youth (DCEDIY), a representative from the National Clinical Care Programme for People with Disability, aand the NDA review team. An independent advisor may be appointed by the minister to join this group.  ministerially appointed Independent advisor, and the NDA review team.  
The purpose of this group is to:
· Provide advice and suggestions. 
· Troubleshoot any difficult issues encountered.
· Review and provide feedback on a draft final report.
· Assist with dissemination of the report.
The NDA will retain full independence over the review and will take on board advice from the CC where relevant. This group will meet monthly initially and then as required.

Review advisory group: 	Comment by Linda Kelly: Unsure if required. If continuing. Should have staff and professional body representative. 
A Review Advisory Group (RAG) will be created that includes representatives of a range of stakeholders with an interest in the Progressing Disability Services policy such as:
· Disabled Persons Organisation
· Other disability organisations e.g. Inclusion Ireland, National Disability Services Association, Disability Federation of Ireland, Federation of Voluntary bodies
· Parent representatives e.g. from Family Representative Groups
· Other family groups e.g. Fuss
· A young adult who has direct experience of children’s disability services.
It is anticipated that membership of the RAG will last for the duration of the research project which is expected to be approximately 12 months. The role of the group is to 
· provide advice and suggestions on the overall conduct and progress of the research.
· provide comment and advice on the research questions, methods, findings and outputs.
· exchange ideas and information relevant to the project.
[bookmark: _Hlk159508961]The RAG will not receive a draft of the report. Rather the key findings and recommendations will be shared via presentation and their views sought and considered. This group will meet 4-6 times over the course of a year with additional meetings called as necessary. 	Comment by Linda Kelly: Why not?
External stakeholders
NDA has met with HSE National Disabilities Operations and the CHOs’ PDS Leads group to inform the design of our research instruments to ensure we are comprehensively capturing all aspects of the service. We may also consult with these staff again or some other key informants throughout the project such as academic experts or other relevant stakeholders.  	Comment by Linda Kelly: This should come through the Consultative Committee
Independence
It is important to note that the NDA will retain independence in terms of writing the report, interpretation of results and deciding on the final content of the report. 
[bookmark: _Toc153391107]3. Methods: 
This review will use a combination of methods and are outlined as a number of different phases below:
Phase 1 – Literature Review
Phase 2 – A review of the operation of the Children’s Disability Network Teams
Phase 3 – An evaluation of the experience of Primary Care and CAMHS staff in delivering children’s services
Phase 4 – An evaluation of the experience of children and families in accessing CDNT services
Phase 5 – Examination of the views of other stakeholders
Phase 6 - Analysis of administrative data
[bookmark: _Toc153391108]Phase 1. Literature reviews 
Literature review
A review of current literature will be conducted regarding health and social care supports for children with disabilities. Specifically, this review will examine: 
how the caseload and workload for a therapist / multidisciplinary/ in an interdisciplinary team is determined in other jurisdictions	Comment by Linda Kelly: What are the definitions of these terms; what jurisdictions are being referenced
how the level of services/supports a child receives is calculated in other jurisdictions	Comment by Linda Kelly: Would welcome review of paradigm of wait lists for complex disabilities where children only leave service at age of 18. 
identify the non-clinical competencies and skill mix required by multi-disciplinary teams to adequately support children with disabilities and their families	Comment by Linda Kelly: Please define 
examine the views of parents and children regarding the implementation of services in other jurisdictions including how these views are captured
It should be noted that an initial review of the literature has shown that there are several gaps in evidence around some of the questions posed above. 	Comment by Linda Kelly: This is concerning
[bookmark: _Toc153391109]Phase 2.  A review of the operation of the Children’s Disability Network Teams
Survey
To review the operation of the children’s disability network teams, all CDNT team members and managers, including therapy managers / heads of discipline, across the country will be invited to complete an online surveys. Surveys will ask the participants to identify which CDNT they work in, though answering won’t be compulsory.  This information will be used to combine survey, interview and focus group data in the 14 CDNTs sampled for analysis. Feedback on suitability and relevance of potential survey questions will be sought from HSE National Disabilities Operations, CHO PDS leads and the advisory group members. A short pilot study will be conducted.	Comment by Linda Kelly: Anonymity needs to be protected	Comment by Linda Kelly: Staff need to have input into this process which requires change of membership of the RAG 

The survey will consist of scales and free-text questions based on the 12 principles of the PDS self-audit tool. Questions will be developed that will create a useful base line for future follow-up surveys. Some initial illustrative examples are provided in Appendix 1.  	Comment by Linda Kelly: These are not appropriate or detailed enough. I welcome if the amendment here is that they are being deleted. 

Interviews and focus groups
A number of focus groups and one-to-one interviews will be held with service providers/professionals and managers, including CDNMs, therapy managers (former heads of discipline), involved in delivering CDNT services to evaluate the experience of service providers and staff. 
Members of one or two Two CDNTs from each of the six RHAs with an additional team from the two largest RHAs. Staff and the manager nine CHO[footnoteRef:12] areas will be invited to interview and/or participate in focus groups. One team will be selected in smaller CHOs (n=4) and two teams in larger CHOs (n=5). Teams will be purposely selected with the aim of obtaining representativeness across a number of criteria including: 	Comment by Linda Kelly: Not representative enough [12: ] 

Rural/urban areas
Length of time the team has been configured
Vacancy rates 
A selection from HSE, section 38 and 39 teams
Size of Wwaiting listsst rates 
Participants: 
CDNT members including administrative staff, clinical staff (e.g., psychologist, OT, SLT, Social Work, physio, Dietitian, nurse etc)(14 focus groups)
Children’s Disability Network Managers (CDNM) (14 interviews)
CHO PDS leads and therapy managers/former heads of discipline (2 focus groups)	Comment by Linda Kelly: Who is being reference here? Discipline Managers who have not been involved in PDS roll out? 
Senior managers (HSE, Lead Agencies, Partner Agencies) and national leads (4-5 interviews)
Dept. Children, Equality, Disability, Integration and Youth (PO and APO lead for PDS – 1 interview)
Depending on availability of interviewees we may amend the interview schedule to facilitate their schedules. This may include doing some joint interviews with two or three people or conducting more or less focus groups.
Interview topics:
Interview and focus group questions will focus on the staff experiences of implementing PDS. Topic areas will include: 
Staff satisfaction with the interdisciplinary team working processes within the programme	Comment by Linda Kelly: The leadership/ management/ clinical autonomy dynamic needs to be expanded here
Staff satisfaction with the processes and structures within the programme (e.g., collaboration within and across services; managing referrals; support for staff; resourcing; training; family-centred practice).	Comment by Linda Kelly: This also needs to include processes and structures such as CAGs/ CHO PDS leads etc
Staff satisfaction with clinical supervision and clinical risk where relevant
Wait list management including how staff are allocated to children e.g. how are waiting lists and waiting timeframes managed in their team/network? Does the team have a protocol for waitlist management? Is the protocol adhered to? 	Comment by Linda Kelly: Definitions of wait list / open cases/ active cases all vary and will need to be defined in the review. 
Barriers to successful implementation of the programme and/or challenges faced by staff
Impact of resources assigned to Assessments of Need on delivery of services
Views on impact of delayed access to services on children
Workable suggestions for challenges or barriers raised and suggestions for improvement.
What is working well and capturing good practice in the form of case studies where relevant. 
Views on the role of private therapists 	Comment by Linda Kelly: Not appropriate to the review.
Questions for CDNMs, CHORHA, Lead and Partner Agency Senior disability management will include: 
Policy approaches,
Recruitment and retention challenges etc.
Standard operating procedures
Impact of resources assigned to Assessments of Need on delivery of services
Classification of cases i.e. active and files not opened
Frequency and content of communications with parents 
Risks related to long waiting lists
Questions for therapy managers/former heads of discipline will also focus on challenges in relation to clinical supervision.
Analysis
Data will be collected in the survey, interviews and focus groups on the relevant CHO RHA but not on the specificand team. This is to allow full and free responses by staff. Cross tabulations may be used to identify categorise CHO RHA and teams areas that are performing well or not so well regarding the 12 principles of PDS. No teams will be identified as part of the analysis.	Comment by Linda Kelly: Very important. 
Interviews and focus groups and free text sections of the survey will be summarised and analysed thematically. 
[bookmark: _Toc153391110]Phase 3. An evaluation of the experience of Primary Care and CAMHS staff in delivering children’s services 
Interviews and focus groups
1 focus group with Primary Care staff from across a number of CHOsRHAs
1 focus group with CAMHS staff from across a number of CHOsRHAs
National senior staff such as HSE Head of Ops for Primary Care and Head of Ops for Mental Health and CAMHS (three interviews) and Department of Health relevant leads. 
Interview topics
Interview and focus group questions will focus on the staff experiences of implementing PDS with a focus on referrals. Topic areas will include: 	Comment by Linda Kelly: Very heavily focused on referrals. No mention of NAP. 
experiences of the referral processes – e.g., how are referrals to and from the CDNT services managed? What is working well/not so well? What are the main challenges? Is the existing Standard Operating Procedure working well? 
experiences of communication and collaboration with CDNTs
satisfaction with the processes and structures involved in PDS in general including clinical supervision
identification of main challenges and proposed solutions
identification of things that are going well
Analysis
Interviews and focus groups will be summarised and analysed thematically. 
[bookmark: _Toc153391111]Phase 4. An evaluation of the experience of children and families in accessing CDNT services
Parent/Guardian Surveys
To examine families’ experiences of accessing CDNT services online surveys will be conducted with:	Comment by Linda Kelly: Much of this research has already been done. Would query the ethics of asking parents the same questions over again. 
Parents/guardians of children with disabilities who have received or are in receipt of CDNT services through the PDS programme.
If the child is old enough, there may be scope to include a section that they can complete from their own perspective.
Parents of children with disabilities who are waiting to receive CDNT services through the PDS programme. 
The survey will include skip patterns so that questions will be tailored depending on whether the child is on a waiting list or in receipt of services. Survey topic areas will include: 
how long they waited/are waiting for CDNT services
supports provided while on waiting lists
level of satisfaction with communication with/from CDNT
barriers to accessing services and proposed solutions
what services the child has received
the level of satisfaction with the quality of the services received
These surveys will be distributed nationally through disability and parents’ groups. The surveys will ask the parents to identify which CDNT there child is seen by, though answering won’t be compulsory.  This information will be used to combine survey, interview and focus group data for the 14 CDNTs sampled for analysis. We anticipate a high response rate so will keep the questionnaire short and contained. 	Comment by Linda Kelly: This approach is concerning from anonymity perspective
Interviews/focus groups
A series of interviews and focus groups will be conducted with parents/guardians and children. Attempts will be made to include parents and children from across all nine CHOssix RHAs. The one-on-one interviews will allow some case studies to be developed and may be more accessible for children with disabilities who find it difficult to participate in a group.  	Comment by Linda Kelly: What is the purpose of these?
10 one-on-one interviews and 3 focus groups of families of children with disabilities who have received CDNT services through PDS 
10 one-on-one interviews and 2 focus group with children who have received CDNT services through PDS	Comment by Linda Kelly: Surely this group should be primary research focus
5 one-on-one interviews and 1 focus group with families of children who have not yet received CDNT services through PDS but are on waiting lists	Comment by Linda Kelly: Why is this not equivalent to the other groups in terms of scope or size? Why is there no attempt to interview children who have not received services. 
Interview topics
Interview and focus group topics are outlined below for each of the three categories.
Topics for parents/guardians with children receiving services
Topic areas for parents/guardians of children with disabilities who have received services will include	Comment by Linda Kelly: How satisfied parents/ families are with clinical outcomes is a glaring omission
Families’ satisfaction with the processes and structures within PDS
Families’ experiences with CDNT waiting list
Families’ experiences of the referral processes 
Families’ satisfaction with the quality of services received
Families’ experiences of being on waiting lists for CDNT services – e.g., communication, supports
Families’ experiences of individual family service plans – e.g. are they useful? And of follow-up?
Families’ perceived barriers to accessing their CDNT services 
Use of private services	Comment by Linda Kelly: This is not appropriate to review
Topics for children
Topic areas for Children with disabilities who have received CDNT services through PDS will include:
Are they happy with the services they receive? 
What are the good things about their CDNT services?
What are the not so good things about their CDNT services?
Are there any changes they would like to see?
Topics for parents/guardians without services
Topic areas for parents/guardians of children with disabilities who are on waiting lists but have not yet received any CNDT service through PDS will include: 
What CDNT services are they on waiting lists for / what services do they expect to get from the CDNT?	Comment by Linda Kelly: Impact of the lack of services on their lives
How long have they been on the waiting list?
What has communication been like from the CNDT while on the waiting list?
Have they received any supports while on the waiting list (reference the supports they are supposed to receive outlined in the 2022 Policy Framework paper (p.25))
Analysis
The survey of parents/guardians will be analysed descriptively. Cross tabulations by CHO areaRHA will be performed. Any free text responses will be analysed thematically. 
Interviews and focus groups will be summarised and thematically analysed. 
[bookmark: _Toc153391112]Phase 5. Examination of the views of other stakeholders
Other stakeholders such as Disabled persons Organisations, disability advocacy groups and parents’ groups and professional bodies will be invited to make a written submission. These submissions will be analysed thematically. Some follow up interviews may be conducted where it is deemed that more information is required. 
[bookmark: _Toc153391113]Phase 6. Analysis of administrative data	Comment by Linda Kelly: What data?
Data on trends in waiting lists for CDNT services will be analysed by CHO/RHA area using data from the HSE’s performance reports. Discussions with the HSE national team may highlight other relevant data which may also be examined. Any data analysed will be anonymised in advance of transfer to the NDA. 	Comment by Linda Kelly: If this is being provided why are parents/families being asked about waiting lists?
[bookmark: _Toc153391114]Data protection
Permission to record the interviews/focus groups will be requested for the purpose of summarising and analysis. A summary of the interviews/ focus groups will be written up within one month of the recording and the recordings will then be destroyed. Recordings will be stored in line with NDA’s internal policies. All transcripts will be pseudonymised and notes taken will be pseudonymisedanonymised.
Personal information in the form of names, addresses and phone numbers will only be stored for the purposes of contacting participants. Once they have participated in a focus group/interview and verified the record where requested this information will be destroyed. However, if participants request a copy of the final report or to be informed of when it will be available their personal information will be kept for this purpose. 
[bookmark: _Toc153391115]4. Project deliverables 
[bookmark: _Toc153391116]Expected outcomes
The findings from the surveys and interviews/focus groups will identify barriers to accessing CDNT services through PDS 	Comment by Linda Kelly: Why is this focused on CDNTs and not Children’s Disability Services? 
The findings will also highlight what is working well within PDSCDNTs
The findings will inform recommendations to improve CDNT services in line with the 12 principals of PDS
[bookmark: _Toc153391117]Deliverables
An interim report based on a small number of well staffed teams	Comment by Linda Kelly: Why is this a deliverable? The interim report should be based on TOR not a selected cohort that is not reflective of most teams
Draft final report with recommendations 12 months from date MoU is signed. It is not anticipated that the recommendations will be prescriptive but rather highlight areas of concern and suggest approaches that may be taken to improve the CNDTs and associated services.
Presentation to HSE and DCEDIY of key findings	Comment by Linda Kelly: Should be to an expanded consultative committee
Finalised report following HSE and DCEDIY correction of any errors relating to structures or processes. NDA will retain its independence as to what is included in the final report. 
Alternative versions which may include child friendly version, Easy to Read version, Plain language summary etc.  These will be prepared after the main report has been finalised. Report in accessible formats such as child friendly version, Easy-to-Read version, Plain Language summary etc. These will be prepared after the main report has been finalised. 
Depending on length, certain sections may be prepared as separate annex documents such as a detailed methodology including the questionnaires and interview question guides.  It is not anticipated that the recommendations will be prescriptive but rather highlight areas of concern and suggest approaches that may be taken to improve the CDNTs and associated services.	Comment by Linda Kelly: Fórsa would welcome detailed recommendations for implementation of a review with a revised TOR

Publication of Report
The NDA will have to receive approval of the report from our Authority before publication. A draft report will be sent simultaneously to the HSE, DCEDIY and the Minster of State for Disabilities. Feedback will be considered, and the report amended as necessary. A final report will then be sent to the HSE, DCEDIY and the Minister. The HSE will have ownership of the final report and will choose a publication date in collaboration with the NDA 	Comment by Linda Kelly: Expanded Consultative Committee	Comment by Linda Kelly: Expanded Consultative Committee
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[bookmark: _Toc153391118]5. Project timeframe
	Task
	Mar
	Apr
	May
	Jun
	Jul
	Aug
	Sep
	Oct
	Nov
	Dec
	Jan
	Feb
	Mar

	Scoping
	
	
	
	
	
	
	
	
	
	
	
	
	

	Advisory group
	
	
	
	
	
	
	
	
	
	
	
	
	

	Literature reviews
	
	
	
	
	
	
	
	
	
	
	
	
	

	Surveys 
	
	
	
	
	
	
	
	
	
	
	
	
	

	Development & Testing 
	
	
	
	
	
	
	
	
	
	
	
	
	

	 Implementation 
	
	
	
	
	
	
	
	
	
	
	
	
	

	Analysis 
	
	
	
	
	
	
	
	
	
	
	
	
	

	Interviews/focus groups
	
	
	
	
	
	
	
	
	
	
	
	
	

	Development & Testing 
	
	
	
	
	
	
	
	
	
	
	
	
	

	Implementation and write up*
	
	
	
	
	
	
	
	
	
	
	
	
	

	Analysis 
	
	
	
	
	
	
	
	
	
	
	
	
	

	HSE data sourcing and analysis
	
	
	
	
	
	
	
	
	
	
	
	
	

	Written submissions
	
	
	
	
	
	
	
	
	
	
	
	
	

	Write up 
	
	
	
	
	
	
	
	
	
	
	
	
	

	Draft report 
	
	
	
	
	
	
	
	
	
	
	
	
	

	NDA Authority
	
	
	
	
	
	
	
	
	
	
	
	
	

	Final report to HSE
	
	
	
	
	
	
	
	
	
	
	
	
	

	Accessible formats 
	
	
	
	
	
	
	
	
	
	
	
	
	




	Task
	Jun
	Jul
	Aug
	Sep
	Oct
	Nov
	Dec
	Jan
	Feb
	Mar
	Apr
	May

	Scoping
	
	
	
	
	
	
	
	
	
	
	
	 

	Advisory group
	
	
	
	
	
	
	
	
	
	
	
	 

	Consultative Committee
	
	
	
	
	
	
	
	
	
	
	
	

	Literature reviews
	
	
	
	
	
	
	
	
	
	
	
	 

	Surveys 
	
	
	
	
	
	
	
	
	
	
	
	 

	Development & Testing 
	
	
	
	
	
	
	
	
	
	
	
	 

	 Implementation 
	
	
	
	
	
	
	
	
	
	
	
	 

	Analysis 
	
	
	
	
	
	
	
	
	
	
	
	 

	Interviews/focus groups
	
	
	
	
	
	
	
	
	
	
	
	 

	Development & Testing 
	
	
	
	
	
	
	
	
	
	
	
	 

	Implementation
	
	
	
	
	
	
	
	
	
	
	
	 

	Analysis 
	
	
	
	
	
	
	
	
	
	
	
	 

	HSE data sourcing and analysis
	
	
	
	
	
	
	
	
	
	
	
	 

	Written submissions
	 
	 
	 
	 
	
	
	
	
	
	
	
	

	Interim report write up
	 
	 
	
	
	
	
	
	
	
	
	
	

	Final Report Write up 
	 
	 
	 
	 
	
	
	
	
	
	
	
	

	Draft report& presentation to HSE
	 
	 
	 
	 
	
	
	
	
	
	
	
	

	Presentation to NDA Authority 
	 
	 
	 
	 
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Accessible documents
	 
	 
	 
	 
	
	
	
	
	
	
	
	
	



[bookmark: _Toc153391119]6. Summary of interviews
	Phase
	Interviewees
	No. of interviews
	No. of focus groups

	Phase 2. A review of the establishment of the Children’s Disability Network Teams.
	CDNT staff
	
	14

	
	CDNMs
	14
	

	
	DCEIDY representative
	1
	

	
	CHO PDS leads
Therapy managers / heads of discipline 
	2
	2

	
	Senior managers and national leads
	4
	

	Phase 3 Phase 3. An evaluation of the experience of primary Care and CAMHS staff in delivering children’s services
	Service representatives from primary Care, CAMHS staff and Disability Act Office staff
	
	2

	
	HSE Mental Health Lead 
	1
	

	
	HSE CAMHS Lead
	1
	

	
	HSE Primary Care Lead
	1
	

	
	DoH relevant leads
	2
	

	Phase 4. An evaluation of the experience of children and families in accessing CDNT services.
	Parents of children with disabilities who have received CDNT services through the PDS programme
	10
	3

	
	Children with disabilities who have received CDNT services through the PDS programme
	10
	2

	
	Parents of children with disabilities who have not yet received any services through the PDS programme but are on waiting list for CNDT services
	5
	1

	Total
	
	51
	24


[bookmark: _Toc153391120]
Appendix 1: Illustrative sample questions for CDNT teams	Comment by Linda Kelly: Am glad that these are deleted - not detailed enough / flawed approach to research
Accessibility (Strongly disagree-strongly agree)
All services are delivered in accessible environments 
Information about service provision, range and accountability is provided in accessible formats 
Bio-psycho-social model (Strongly disagree-strongly agree)
Services are delivered holistically, focusing on all aspects of a child and young person’s and family’s life, particularly in the context of the community and society 
Clinical governance and evidence informed practice (Strongly disagree-strongly agree)
Accountability is embedded in the culture of the team
There are clear lines of responsibility and reporting within the team
All team members have a structure for supervision and clinical supervision which has protected time and is planned, documented, audited and supported within all disciplines
There are clear lines of accountability including clinical accountability and a performance management structure for all members of the CDNT
Cultural competence (strongly disagree-strongly agree)
The team works in a manner that is sensitive to culture, ethnicity, socio-economic diversity, values and priorities
Early identification of needs (strongly disagree-strongly agree)
There is a clear pathway to services which is easily understood by parents and other referrers.
Equity of access (strongly disagree-strongly agree)
An Integrated Children’s Services Forum (ICSF) has been established in the area that includes representatives of CDNTs, Primary Care, CAMHS and other services as relevant.
Evaluation of Outcomes (strongly disagree-strongly agree)
The team receives support to ensure the outcomes accountability framework is implemented and embedded in the team culture and practice.
Family Centred Practice (strongly disagree-strongly agree)
The team has practices and protocols for ensuring that families, children and young people are encouraged to express their opinions, concerns and experience and take part in decision-making as appropriate to their age and understanding.
All children/young people have a current Individual Family Service Plan (IFSP).
IFSPs are followed-up appropriately 
Inclusion (strongly disagree-strongly agree)
The team uses mainstream facilities where appropriate and possible
The team supports children’s and families’ access and meaningful participation in local activities, social and leisure opportunities
Interdisciplinary Team Approach (strongly disagree-strongly agree)	Comment by Rosalyn Tamming (NDA): Might be good to have a check box type question where asking about understanding of interdiciplinary. 
There is an understanding amongst all members of the team of interdisciplinary team working and respect for different roles and responsibilities
Staff are Valued and Respected (strongly disagree-strongly agree)
Staff are made aware of and know how to access the relevant independent Employee Assistance and Counselling Service available through their employer and existing policies and procedures.
There is a process in place for identifying risks including inadequate resources
There is a process in place for identifying needs for training in line with priorities established by the team.
Barriers/challenges
What barriers do staff report to the successful implementation of PDS/that prevent them from doing their job well? – could have a free text question, or provide a drop down menu.
What are the key sills gaps and what skills are most in demand?
What specialist supports do staff feel it would be beneficial to have access to?
What specialist knowledge is most needed?
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