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Proposal for a Service EvaluationBefore completing this template, please ensure you have read the following guidance which will help you determine the kind of project you propose to undertake. 
There are a number of different kinds of projects involving data collection, research, audit, service evaluations, Quality Improvement (QI) initiatives, case notes studies, student thesis, etcetera.  All of them require formal authorisation from the Trust before participants, including NHS staff, can be approached or data collected. 
The first step is to determine what kind of project you propose to undertake, as different types of projects are subject to different regulations and routes to obtain the appropriate authorisation.  There is plenty of information, including some helpful videos, about Choosing a study type and getting permission to conduct it at ELFT on our website; you should also check out the Frequently Asked Questions page. Alternatively, the NHS Health Research Authority (HRA) in conjunction with the Medical Research Council (MRC) also have developed resources to help you determine what kind of project you propose to undertake. This includes a link to the HRA decision tool. 
The primary element which distinguishes Research (with capitol ‘R’) from service evaluation or audit is not study size, or obtaining consent, or what type of data you collect or from whom, or funding and so on, but the intent of the study.  Some common areas which cause confusion are:
 •	A key feature of Research is that it is intentionally planned and designed using documented methodology which will allow results to be extrapolated or applied from the study sample to a larger population. This extrapolation / application is what the terms 'generalisable' and 'transferable' refer to.  Please pay close attention to this aspect of your study design – if any part of your proposal aims to extrapolate or apply results from the study sample to a larger population, it is a Research study.
•	Clinical Audits are directly related to improving services against a standard that has already been set. If you are not measuring performance against a predetermined target / standard, it’s not an audit.
•	An Evaluation involves making judgements about the value of what is being evaluated, the quality or worth of a service or intervention, providing evidence that can be used to improve it. An evaluation provides practical information to help decide whether a development or service should be continued locally or not. To help you plan your project, please see this five step guide to the evaluation cycle.1
•	A Case Study can be described as an in-depth, detailed examination of a specific instance (individual, situation, or event) to understand it thoroughly within its real-life context.  For the purposes of ELFT’s governance review, our remit is limited to case studies related to the clinical care of patients. More detailed guidance can be found within our case study governance template (found on the GECSE webpage). If intending to publish your case study, submit it to the GECSE.

If you have determined that your project is a service evaluation, please proceed in completing the proposal template overleaf. We strongly encourage you to peruse the examples of good practice available on our dedicated GECSE webpage before starting your application.  
Guidance in blue font template will help you identify what kind of information should be included in your responses. This is intended as an aid and should not be read as prescriptive. There are hyperlinks throughout the guidance to further helpful resources; we encourage you to explore them.


1 With thanks to the NIHR Applied Research Collaboration West
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Parent’s Experience of Autism Assessment feedback within a Child Development Service Context

KEY INFORMATION
	Project Lead (name):	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): Is this the same as the primary researcher undertaking the project?
	(Name) 

	Role / job title:
	(Role)

	Email:
	(Email)

	Contact telephone:
	(Number) 

	Is the project lead:
	☐ An internal staff member   ☐ External to ELFT

	Locality:
	☐ City & Hackney   ☐ Tower Hamlets   ☐ Newham 
☐ Luton (city)  ☐ Bedfordshire ☐ Trust wide

	Service:
	Add

	Team:
	Add 

	Other Key Contributors to proposal:
	(Name and Role) 

	Evaluation Start and End Date:
	Month Year to Month Year 

	Student / Trainee project (please tick) 
	√  

	If the above box is ticked, please provide the name and email of the university supervisor:
	

	Please enclose an email from your line manager endorsing the proposal. 


1	BACKGROUND / INFORMATION
This evaluation will explore service-user experience of receiving autism assessment outcomes within our service, with a particular focus on how parents of children and young people who receive an autism diagnosis experience their feedback session.
The feedback session is the stage at which the outcome of an autism assessment is shared with families. This is a significant point in the care pathway, as families may be given a diagnosis of autism (a neurodevelopmental difference affecting communication, social interaction, and patterns of behaviour). Our intention as a service is to ensure that this experience is supportive, clear, and helpful. However, we recognise that receiving an autism diagnosis can be an emotionally impactful experience for families and may have wider implications for how they understand their child’s needs and access support.
The problem this evaluation seeks to address is a current lack of detailed understanding within the service about how families experience the feedback process. While clinicians aim to deliver feedback in a sensitive and informative manner, there may be variation in how this is received and understood. Without systematically gathering service user perspectives, it is difficult to identify what aspects of the process are working well and where improvements may be needed.
This is a priority area because improving the quality of feedback appointments may:
- Enhance service user experience and satisfaction
- Support families to better understand and process the assessment outcome
- Improve engagement with post-diagnostic support and interventions
- Inform service development and improve ways of working for clinicians
- Help identify and address potential barriers to accessibility and understanding, including for underserved or diverse groups
There is evidence to suggest that the way diagnostic information is communicated can significantly affect family understanding, emotional response, and engagement with services. Existing literature highlights that families value clear, compassionate, and personalised feedback, as well as opportunities to ask questions and process information over time. Anecdotal feedback within the team and informal discussions with clinicians also indicate variability in how families respond to feedback, with some finding it helpful and others feeling overwhelmed or unsure about next steps.
This evaluation will therefore aim to explore how families make sense of the feedback they receive, what they find helpful or challenging, and what factors influence whether the experience feels supportive. Findings will be used to inform service improvements and potentially enhance the quality and accessibility of feedback provided.

2	HOW HAVE PEOPLE WITH LIVED EXPERIENCE CONTRIBUTED TO THE PROPOSAL’S DESIGN?
People with lived experience have been involved in the development of this evaluation from the outset. The initial idea for the project was discussed with a service user during a research seminar at the University of Bath, where individuals with lived experience were invited to share their perspectives with trainee clinicians and researchers. This early discussion highlighted the importance of understanding families' experiences of receiving an autism diagnosis and informed the focus of the evaluation. 
Further consultation was undertaken with parents who have previously gone through the diagnostic pathway for their children within our service and who currently contribute to post-diagnostic support sessions. These parents advised that exploring experiences of receiving their child's autism diagnosis was both relevant and meaningful. They highlighted that the diagnostic feedback appointment is often a highly emotional experience and expressed that many families would value an opportunity to reflect on and share their experiences.
Parents reviewed the draft evaluation materials, including the Participant Information Sheet and consent documentation, to ensure that they were clear, accessible, and acceptable to families. Feedback indicated that the information sheet contained too much text or felt “wordy” and repeated information in places. Parents suggested that recruitment materials could be more visually engaging as well. It was suggested that a one-page concise poster with a QR code linking to further information would be more accessible for most families. As a result, recruitment materials have been redesigned accordingly. Following project approval and prior to implementation, service users will be invited to review the revised materials to ensure that these changes have improved accessibility.
Parents also shared their reflections on the best way to explore families' experiences and felt that a qualitative approach would be most appropriate for this evaluation. They suggested that one-to-one interviews would be better suited than questionnaires or group discussions, as they would provide parents with the opportunity to talk openly and in depth about their experiences. Parents commented that, for many families, discussing their child's diagnostic journey could feel almost like a "therapy session", as it may be the first opportunity they have had to reflect on and process this experience. They therefore highlighted the importance of allowing sufficient time for interviews and ensuring that they are conducted in a sensitive and supportive manner.
They also shared their reflections on the kinds of things that would be useful to think about in relation to the topic and ask within the interview questions, helping to ensure they were sensitive and closely aligned with families' experiences. The interview schedule was iteratively shaped through this PPI consultation, with parents highlighting the importance of themes such as preparation for the appointment, clinician communication style, emotional responses, the timing and accessibility of information, and support following diagnosis. Their input has helped ensure that the questions are perceived as relevant and acceptable to the target group for this evaluation. Upon approval of the project, the current version of interview schedule will be piloted or further reviewed with a parent to ensure the language used is accessible.
In addition to contributing to the design of the evaluation, further PPI is planned throughout the project. This will involve getting in touch again with lived experience advisors for example, parent companions and family connectors from Mencap who contribute to our existing post-diagnostic workshops, or members of the Child and Adolescent Mental Health Services (CAMHS) Patient and Public Involvement (PPI) group. Where applicable, team staff with lived experience of having their children diagnosed with autism within or outside our service may also be consulted.	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): Does the Trust R&I have access to a service user group that can be consulted for PPI?	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): Do we need a PPI budget? Would it be possible to discuss some more guidance around PPI please
Where possible, lived experience input will also be sought during the interpretation of findings, to ensure that themes identified in the analysis meaningfully reflect the perspectives and priorities of our families. Further was of involving service users in dissemination of findings will be considered where possible, for example in co-presenting results, contributing to service improvement discussions, or helping to develop accessible summaries of the results for families and service users.

3	EVALUATION AIMS & OBJECTIVES
Aim
The aim of this service evaluation is to explore how parents and carers of children and young people experience receiving their autism assessment feedback within the service, with a focus on how they understand and make sense of the outcome of the assessment.

Objectives:
To explore how families experience the feedback appointment, including their emotional and practical responses to receiving the assessment outcome.
To understand how parents and carers interpret and make meaning of the diagnosis or outcome, including how this influences their understanding of their child.
To identify aspects of the feedback process that families find helpful or supportive, such as communication style, information provided, and opportunities for discussion.
To identify any challenges, barriers, or unmet needs within the feedback process, including issues related to accessibility, clarity, or emotional support.
To generate recommendations for service improvement, based on service user experiences, to enhance the quality and effectiveness of feedback provided.

Feedback from Committee: Please consider exploring the experiences of families who do not receive an autism diagnosis in this or future evaluations.

4	EVALUATION DESIGN 

Qualitative 
☒ Interviews
☐ Focus groups

Quantitative 
☐ One group, pre- and post- test 
☐ One group, post-test only 
☐ Two group, pre- and post- test 
☐ Two group, post-test only 
☐ Cross-sectional / observational 
☐ Other (please specify): ..........................................................
4.1	Methods of Data Collection
Data will be collected through one-to-one semi-structured interviews with parents or carers of children and young people who have recently received autism assessment feedback from the service.
An interview schedule will be used to guide the discussions. Questions in the interview are informed by the aims of the evaluation, existing literature on diagnostic feedback experiences, and input from lived experience advisors (Parents from MenCap). The interview schedule will be further reviewed by the project lead’s clinical supervisor, service deputy lead, and university course tutor to ensure it is appropriate, sensitive, and aligned with the evaluation aims.
Interviews will be conducted by the named project lead (primary researcher). Participants will be offered a choice of format (in person or via secure video call using Microsoft Teams) depending on their preference and accessibility needs. Interviews will be audio-recorded using the researcher’s Trust-approved Microsoft Teams account.

Feedback from committee: Please explore whether there will be potential for conflicts of interest where participants have previously received care from yourself or whether this may make them more comfortable. You will need to detail this decision in your write up.

4.2	Methods of Data Analysis
Interview data will be analysed using Interpretative Phenomenological Analysis (IPA), a qualitative approach that aims to explore how individuals make sense of their experiences.
Interviews will be audio-recorded and transcribed by the project lead using Microsoft Teams transcription, followed by manual checking and editing by the primary researcher and project lead to ensure accuracy. During this process, all identifiable information will be removed or anonymised.
The project lead will conduct an initial coding of the transcripts, identifying key themes and patterns in participants’ accounts. The analysis will focus on understanding both the content of participants’ experiences and the meaning they ascribe to those experiences. Coding and initially generated themes will be reviewed and discussed with the named clinical supervisor to support rigour and reflexivity in the analysis.
Data will be securely stored on Trust-approved systems (e.g. encrypted OneDrive). Access will be limited to the project team. Interview recordings will be deleted once transcription and analysis are complete, in line with data protection requirements.

5	POPULATION BEING STUDIED 
5.1	Who are the participants?
Participants will be parents or carers of children and young people who have received diagnostic feedback following an autism assessment conducted by the service within the past six months.
Inclusion criteria:	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): Think about whether this is for families who have been discharged from the pathway? 
- Does there need to be a distinction b/w families who have also received their diagnostic report vs not?
-Families who had a separate appointment for feedback vs families who were given feedback on the assessment day itself
-Individuals who have languages other than english as their first language
-Do we have to specify the age group of children whose parents are being interviewed or could the ages vary? 	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): THINK ABOUT - For the purposes of IPA: Do we count one family as one participant? (e.g., it could be a set of two parents and/or a parent and a young person; or two parents and young person; or grandparents/carers etc? 
Is it just parents/carers or older YP as well? 
How do we count the data /participants for the purposes of recording and analysing the data. 
(It would probably have to be a single participant??) < - Have discussions around how to manage this
- Parent or primary carer of a child or young person who has recently completed an autism assessment within the service where a diagnosis of autism was given.
- Feedback session completed within the past six months.

Exclusion criteria:
- Families where participation may cause significant distress, as judged by the clinical team
- Families currently involved in complaints or safeguarding processes related to the assessment

Efforts will be made to ensure the data collection method and overall project is inclusive and accessible. This may include:
- Offering interpreter services where needed 
- Providing information in different formats including, written and visual, verbal.
- Offering flexible interview formats (phone, video, or in person)
- Considering individual needs such as additional processing time or communication preferences

5.2 	Participant Identification and Recruitment Methods
Participants will be identified through the clinical team. Clinicians will briefly introduce the evaluation to families following their feedback appointment or during a follow-up contact, and provide an information sheet. 
Posters advertising the evaluation will also be displayed in clinic settings with contact details of the researcher. 
Interested families can provide permission for their contact details to be shared with the researcher or can contact the researcher directly. The researcher will then make contact to provide further information, answer questions, and assess eligibility.


5.3 	Sampling Size
A sample size of approximately 6–10 participants is proposed. This is consistent with the use of Interpretative Phenomenological Analysis (IPA), which typically involves small, purposive samples to allow for in-depth exploration of individual experiences.
A smaller sample size allows for richer, more nuanced or detailed analysis of how participants make sense of significant experiences, and is considered appropriate for this type of qualitative evaluation.

5.4 	Consent to participate (if needed)
Following initial contact and sharing of the participant information sheet, individuals who express interest in taking part will be given time to consider their participation. During this time, the researcher will be available to take any queries, as well as offer a check in call or opportunities to go through the information sheet together. 
Consent forms will be provided via secure email or post, depending on participant preference. The researcher will offer a telephone or video call to go through the consent form, ensuring participants understand the purpose of the evaluation, what participation involves, and their rights including the right to withdraw.
Signed consent forms will be returned via secure email or post and stored securely within Trust systems e.g. electronic clinical records on Rio where appropriate or secure drive.

6	ETHICAL and REGULATORY CONSIDERATIONS
6.1 	Conflict of Interest
There are potential sources of bias within this evaluation. The primary researcher is a clinician within the service being evaluated, which may create a perceived or actual conflict of interest. In addition, the researcher has personal lived experience of neurodivergence as an individual currently awaiting their own assessment within adult services. These factors may implicitly influence the researcher’s approach around data collection, analysis, and interpretation. To manage these potential biases:
- The project will adopt an exploratory approach focused on understanding service user experience and informing service improvement rather than evaluating individual clinician performance
- Participation will be entirely voluntary and clearly separated from clinical care, with reassurance that involvement will not affect current or future treatment
- The researcher will engage in ongoing reflexivity throughout the project, including reflecting on how their position and experiences may shape the research process
- Data analysis and interpretation will be supported and reviewed by a named clinical supervisor to enhance transparency and reduce bias.
- Findings will be reported in a balanced and transparent manner, reflecting both positive and negative aspects of service user experience.

6.2	Data Protection
This evaluation will comply with the Data Protection Act 2018 and General Data Protection Regulation (GDPR).
All data will be handled confidentially and stored securely using Trust-approved systems:
- Audio recordings will be stored on the researcher’s encrypted Trust Microsoft Teams and OneDrive account
-Transcripts will be anonymised, with all identifiable information removed or modified
- Electronic files will be password-protected and stored on secure Trust servers
- Any paper documents (e.g. consent forms) will be stored in locked cabinets within Trust premises
Only the project lead and their clinical supervisor will have access to identifiable data.
Audio recordings will be deleted once transcription and analysis are complete. Anonymised transcripts will be retained in line with Trust policy for evaluation projects.
Details of the individual responsible for managing the data:
Name: (Removed)
Role: (Removed)
Email: (Removed)
Employer: (Removed)

6.3	Any potential risks identified
Talking about a diagnosis and experience of the service can be a topic that carries emotional significance and may involve significant effort or even trigger distress. Participants can pause or stop the interview at any time without providing a reason. If a participant is in distress, they will be supported and, where appropriate, signposted to a clinician or other relevant services. An opportunity to debrief will be provided to all participants following their interview. 
A clinician will be available for the researcher to liaise with, if a participant shares something during their interview that indicates risk of harm to them or others.	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): Similar question about Trust R&I and service policy around safeguarding
The researcher may be exposed to emotionally sensitive material. Clinical supervision will be available to support reflection and wellbeing.
Consideration will also be given to accessibility needs as some parents may themselves be neurodivergent. Therefore, the researcher will, provide clear expectations about the interview format beforehand, offer flexible arrangements (e.g. pacing, breaks, preferred communication format), and make reasonable adjustments where required. 
Acknowledging that the researcher is a clinician within the service, there is potential power imbalance between the researcher and the service users taking part. To address this, recruitment and information sheets will emphasis that participation is independent of clinical care. Moreover, families will be approached after their discharge from our pathway. 	Comment by MOHAN, Swastika (EAST LONDON NHS FOUNDATION TRUST): What are the implications of this? Are we still okay to recruit families if they have been discharged from the pathway? How do the safeguarding or duty of care and other data management guidelines apply if they are no longer on our caseload?

7	DISSEMINATION of FINDINGS 
7.1	Who will the report be disseminated to?
- Findings from the project will be submitted in the format of a research poster to the university of Bath.
- An executive summary will be shared with the clinical team and service management. 
- A user-friendly plain English summary along with a digital poster or infographic version will be shared with the service users and carers who took part in the evaluation. 
- A copy of all these documents will also be submitted to the GECSE. 
- There are plans to prepare the findings for submission to a peer-reviewed journal within clinical or developmental psychology. This will be clearly communicated to participants in the participant information sheet. 
7.2	How will any recommendations / service improvements be taken forward and by whom?
Findings will be discussed within team meetings to:
- Identify areas for improvement in feedback delivery
- Inform potential changes to clinical practice (e.g. structure of feedback sessions, written summaries, follow-up support)
- Consider training needs for clinicians
Recommendations arising from the evaluation will be shared and reviewed with the service leadership team.
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Enclosure Checklist:
√  Line manager email endorsing the proposal 
√  Draft Participant Information Sheet (where applicable)
√  Draft Consent Form (where applicable)
√  Draft interview / focus group guides, questionnaires, outcome measures etc. (as applicable)
The review process will begin on receipt of a completed service evaluation proposal template alongside the applicable documents above.
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