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ABSTRACT
Background: Parents and carers of autistic children may experience considerable psychological strain while navigating fragmented health, education and social-care systems. Although integrated care aims to improve coordination, continuity and family-centred support, its effectiveness in improving parent and carer mental-health outcomes within the United Kingdom remains insufficiently established. This systematic review therefore evaluated the effectiveness of integrated care interventions on stress, anxiety, depression and psychological well-being among parents and carers of autistic children and young people aged 0–18 years.
Methods: A systematic review of UK-focused literature published between 2016 and 2026 was conducted using MEDLINE and Embase. Eligible studies were primary empirical research evaluating or examining a genuine integrated or coordinated-care component involving two or more professionals, services, settings or sectors, alongside an eligible parent/carer mental-health or well-being outcome. Stand-alone psychological, psychoeducational or parent-training interventions without demonstrable integration were excluded. The final PRISMA flow comprised 70 records identified, 9 duplicates removed, 61 records screened, 49 excluded during title and abstract screening, 12 full-text reports assessed for eligibility, 10 full-text reports excluded, and 2 studies included.
Results: The findings revealed a small and methodologically heterogeneous UK evidence base. Integrated care showed potential to support parental psychological well-being where effective coordination and communication, continuity, accessibility and meaningful family involvement were embedded within service delivery. However, improvements in care coordination were not consistently accompanied by demonstrable improvements across parent/carer mental-health outcomes, limiting the strength and generalisability of conclusions regarding effectiveness.
Conclusion: Integrated care shows potential to support the mental health and well-being of parents and carers of autistic children; however, the available UK evidence is insufficient to establish consistent effectiveness. Further robust UK evaluations are required using clearly defined integrated-care models, validated parent/carer mental-health measures and stronger comparative or longitudinal study designs.

Keywords: Autism, parents, carers, integrated care, mental health, systematic review, United Kingdom.
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Chapter 1: Introduction
1.1 Background to Autism Spectrum Disorder (ASD)
Autism spectrum disorder (ASD) is a lifelong neurodevelopmental condition that affects a person's social communication and interaction, as well as their restricted, repetitive patterns of behaviour, interests or activities (American Psychiatric Association, 2013; Lord et al., 2020). Has great diversity. Autism is a health and social care issue as well as a diagnosis and the American Psychiatric Association (2013) states that autistic children vary in communication, emotional regulation, sensory processing, behaviour and support needed. In the UK access, co-ordination, continuity and family support are at the heart of autism provision, over the longer term a child and family may require health care, social care, school support and community support.
1.2 The Importance of the Topic in the UK
It is estimated that 1 in 100 people in the UK have autism (National Autistic Society, n.d.) and a UK study identified 1.76% of pupils in English state schools as having autism (Roman-Urrestarazu et al., 2021). It has significant consequences for health, education and social care. Pathways for assessment, diagnosis, school supports and mental health services as well as long-term family-centred care are all relevant to the effectiveness and equity of children's services and are directly relevant to autism. Parents and carers are at the heart of this - they are typically the people who navigate, coordinate and sustain systems of care.
1.3 Autism as a Health and Social Care Issue in the UK
The effects of autism are not just medical but also on wellbeing, inclusion, service co-ordination and social support. Although diagnosis is typically achieved via clinical services, good supports require a certain level of continuity between sectors. Families might require paediatric services, speech and language therapy, psychological support, education planning, social care assessment and community services. These systems are not always synchronised in the practice. There may be gaps in sharing information, referral pathways may be inconsistent and services from various agencies may be fragmented. Parents and carers are then responsible for coping with these structural issues as well as the practical and emotional burden of caring. This is important to families as the work to connect services is often done by parents, not the services.
1.4 Prevalence of Autism in the UK
With about 1 in 100 people identified as autistic (National Autistic Society, n.d.), autism is a substantial and long-term challenge for public services. The need is not just for Assessment. Other services available to children and young people include behaviour and education support in school and social care that alleviates pressures on families. This breadth demonstrates that autism is a cross-sectoral issue, and one not restricted to specialist services.
1.5 Parents, Carers and Autism
Autistic children's parents are more stressful than other parents (Hayes and Watson, 2013; Padden and James, 2017). Their concerns can include anxiety, low mood, tiredness, ill health, social isolation, uncertainty about the diagnosis, services, education and the future of their child (Karst and Van Hecke, 2012; Vasilopoulou and Nisbet, 2016; Cohrs and Leslie, 2017). This burden can be exacerbated by behavioural difficulties, communication problems, sleep problems, difficulties with emotional regulation, stigma (Papadopoulos et al., 2019) and social exclusion. Dardas and Ahmad (2014) state that these challenges are particularly complex, unpredictable, and chronic and that the impact is felt by the mental health and quality of life of the entire family. A recent meta-analysis found that worldwide approximately 45% of caregivers of children with autism show depressive symptoms (Lam et al., 2025).
The quality and sustainability of care is also associated with parents’ mental health. Parents are often the advocate, co-ordinator and informal case manager: This involves making appointments, liaising with school, monitoring progress, managing behaviour at home and adjusting to the needs. This strain can be exacerbated by delay and duplication, when services are unavailable or not co-ordinated. Services for children are thus reliant on the ability of parents to continue caring.
1.6 Fragmentation of Services and the Need for Integrated Care
Services for autistic children in the UK can be disjointed. Children have access to disconnected health and social care, education and voluntary services. Fragmentation may involve more than one referral; duplicate evaluations; conflicting professional recommendations; lack of follow-up or defined coordinating roles (Goodwin et al., 2017). Parents report poor communication, lack of access to services and being unheard (Boshoff et al., 2021; Kerr et al., 2026). UK parents supporting an autistic child with mental health problems felt that they were constantly overwhelmed (Ashworth et al., 2025a), and UK surveys of parents, autistic adults and professionals reported issues with the diagnostic pathway (Crane et al., 2016; Crane et al., 2018). This is emotionally burdensome, stressful and uncertain, creating a lack of continuity and delaying effective support.
Integrated care has been suggested as an answer. According to the World Health Organization (2016), it is coordinated, collaborative and person centred services and support provided across services and professionals. This can in practice refer to care pathways, care coordination, key workers, joint planning and integrated family support. It is an evolving UK policy agenda, with integrated care systems designed to enhance the way services work together and the outcomes they deliver (NHS England, 2022). If done properly, integration may have the potential to minimize duplication, enhance communication and streamline pathways for autistic children and families.
1.7 Current Research and the Evidence Gap
Parents and carers of autistic children are vulnerable to stress, anxiety, depression and reduced wellbeing, influenced by caring demands, behavioural difficulties and service quality (Hayes and Watson, 2013; Karst and Van Hecke, 2012; Dardas and Ahmad, 2014). Although coordinated services may improve care experience and reduce fragmentation (Goodwin et al., 2017), their effect on parent mental health remains unclear. Autism research commonly prioritises child outcomes, while service studies assess coordination without measuring parent outcomes. NICE and NHS guidance provide context but do not establish intervention effectiveness (NICE, 2014; 2017; 2021; NHS England, 2022).
This systematic review addresses that gap by identifying, appraising and synthesising UK primary research on integrated-care interventions and mental-health outcomes for parents and carers of autistic children aged 0–18 years. Interventions include care coordination, multidisciplinary support, joined-up care, key-worker models and integrated family support; outcomes include stress, anxiety, depression, psychological distress, wellbeing and coping. A systematic review enables transparent, replicable synthesis of existing evidence. ‘Parents and carers’ denotes adults with primary responsibility for an autistic child, and identity-first language is used except when naming the diagnostic category.
1.8 Research Question
What is the effect of integrated care interventions, compared with usual or non-integrated care where reported, on the mental health outcomes of parents and carers of autistic children?
1.9 Research Aim
To evaluate the effect of integrated care interventions on the mental health outcomes of parents and carers of autistic children in the UK.
1.10 Research Objectives
• Identify UK evaluative studies of integrated care interventions for parents and carers of autistic children.
• Assess the components of each intervention and the extent to which coordination, communication, continuity, accessibility and family involvement were present.
• Synthesise the effects on parents’ and carers’ mental health outcomes, including stress, anxiety, depression, psychological distress, wellbeing and coping.
• Assess the quality and risk of bias of the included studies and the strength of the evidence.
1.11 Significance of the Study
The study has three implications. First, it is concerned with the mental health of parents/carers, an issue that is important but often not included in autism services research. Second, it adds to the discussion in the UK on co-ordinated, family centred and integrated approaches for families with long term and complex care needs. Third, its findings could have implications for health, social care, education and commissioning professionals and policymakers involved in designing services and pathways. The review could be used to help inform better and more caring service design by looking at the evidence for the elements of integrated care.
1.12 Structure of the Dissertation
This dissertation has six chapters. Chapter 1 introduces the topic, UK context, research question, aim and objectives. Chapter 2 reviews autism, family wellbeing, service fragmentation and integrated care, and presents the conceptual framework. Chapter 3 explains the systematic-review methods. Chapter 4 reports the results, Chapter 5 discusses their implications, and Chapter 6 presents the conclusions, recommendations and contribution.
Chapter 2: Literature Review and Conceptual Framework
2.1 Introduction
The chapter reviews the literature regarding the impact of integrated care interventions on the mental health of parents/carers of autistic children, relative to usual or non-integrated care (where reported). It distinguishes between three related but different sets of literature: evidence of psychological stress for parents and carers; evidence that fragmented services exacerbate this; and empirical evidence of the mental health impact of co-ordinated or integrated services. High stress in the parents does not indicate that service integration will lead to less stress. Similarly, policy for multidisciplinary or family centred care provides a desired pathway for services but lacks proof of effectiveness.
Literature is analyzed both thematically and critically, focusing on the study design, population, country, outcome measures, content of the intervention, and methodological limitations. UK evidence is prioritised as the transferability is dependent on the NHS and local authorities organisation of health, social care and education. International studies are used more cautiously, where they explain mechanism or effects not so well understood in the UK. The chapter addresses a key missing area: integrated autism care where parents' mental health is an outcome, as opposed to parent-focused psychological programmes and parental burden (Catalano, Holloway and Mpofu, 2018; Ghotane et al., 2024; Mo et al., 2024).
2.2 Autism, Family Wellbeing and the UK Service Context
Autistic children have varied communication, sensory, learning, behavioural, physical-health and emotional-regulation needs, so families may engage simultaneously with paediatrics, primary care, mental-health services, therapies, education, social care and voluntary organisations. Connecting services organised around different institutions can transfer substantial coordination work to families. In England, NHS services are commissioned by integrated care boards, while local government delivers social care and much educational support (NHS England, 2022); arrangements differ across the devolved nations. Consequently, evidence from one UK system may not transfer directly to another.
Parents’ experiences support this system-level concern. Boshoff et al. (2021) synthesised 12 qualitative studies involving 240 parents and identified poor communication, limited professional understanding and insufficient listening. Ooi et al. (2016) similarly synthesised parenting experiences. These reviews provide credible evidence that fragmented care contributes to burden, but many included studies were non-UK and examined service experience rather than parent mental health. They therefore do not demonstrate that coordination reduces anxiety, depression or stress.
UK evidence is more directly relevant. Kerr et al. (2026) identified high support needs and limited service provision, while Ashworth et al. (2025a) found that parents supporting autistic children with mental-health difficulties felt overwhelmed. Crane et al. (2016) also reported difficulties in diagnostic pathways among more than 1,000 UK parents. These studies describe experiences across health, education and social care, but their designs do not measure intervention effects; they identify problems that integration might address rather than proving its effectiveness.
This separation is key in the present review. Adopting a more organised approach does not necessarily result in better parental mental health and badly-designed coordination can increase meetings, referrals or professional contacts, increasing the burden on families rather than reducing it. So the question is not so much whether or not integration is intuitively a good idea, but whether or not coordinated interventions yield better results that are relevant to parents and carers, and whether or not the results are better due to integration or due to more therapeutic contact or resources.

2.3 Mental Health Outcomes in Parents and Carers
The most ubiquitous mental health factor investigated in autism research is parenting stress. Hayes and Watson (2013) conducted a meta-analysis that showed significantly greater parenting stress was reported by parents of children with autism compared to those of typically developing children or children with other disabilities. This seminal paper addresses burden not effectiveness of interventions; pooled estimate includes different populations and measures; ‘stress' is not a uniform concept. Subsequent research shows a decrease in wellbeing and increase in distress, but more and more these are attributed to the context and relationship and not to the autism diagnosis alone (Dijkstra-de Neijs et al., 2024). However, a recent meta-analysis found that, globally, the prevalence of depressive symptoms among caregivers is 45% (Lam et al., 2025) and high prevalence does not prove the effectiveness of integrated care in the UK.
In a meta-analysis, Barroso et al. (2018) compared the parenting stress levels of clinical groups. Bonis (2016) undertook a literature review of stress amongst parents of autistic children, Vasilopoulou and Nisbet (2016) undertook a literature review of their quality of life and Tint and Weiss (2016) undertook a scoping of the wider literature on family wellbeing. Together, they verify that stress is always high. These reviews indicate the magnitude of the problem but do not provide much information about what kind of service arrangement could diminish it.
There is a need to separate the concepts of parenting stress and general mental health. Parenting stress is a measure of the demands of parenting, while depression, anxiety, psychological distress and positive wellbeing are related but different constructs. Yorke et al., (2018) conducted a systematic review and meta-analysis of 67 studies which revealed that there was a low to moderate association between children's emotional and behavioural problems with parental stress or mental health issues. Child difficulties therefore do not fully explain parental stress, and other factors (such as stigma and parental self-efficacy, financial strain, and social support) may play a role (Bonis and Sawin, 2016; Papadopoulos et al., 2019). This is important for an integrated-care review because an intervention could decrease parents' burden to traverse services and/or increase their confidence without achieving a clinically meaningful amount of depression reduction.
Thus, an intervention may be different for different outcome measures. Parenting Stress Index and short form (PSI/PSI-SF) and Autism Parenting Stress Index are broadly used for assessing parenting distress/parent-child stress and autism-specific parenting stress, respectively. Tools used to screen for anxiety and depression include the Hospital Anxiety and Depression Scale, Depression Anxiety Stress Scales, Patient Health Questionnaire and Generalised Anxiety Disorder scale, with positive mental wellbeing measured using the Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS). In the UK PACT-G trial, WEMWBS was administered alongside the Tool to Measure Parenting Self-Efficacy (TOPSE) which enabled positive wellbeing to be distinguished from parenting confidence (Green et al., 2022).
Validated tools enhance reliability and comparability, but it does not eradicate all the measurement issues. Parent reported outcomes are subjective and participants will rarely be blind to the behavioural or psychosocial intervention: reported wellbeing could be a reflection of expectations of treatment. A measure can also be too general to measure a particular improvement. In his review of 32 RCTs with 2,336 participants, Kulasinghe et al. (2023) reported that parenting stress scores had a moderate effect following the intervention, whereas scores in general mental health and depressive symptoms showed no significant effect. The authors proposed that a lot of parenting interventions do not address mental health issues per se. Thus, enhanced parenting skills cannot be taken for granted to translate into better psychological outcomes for parents.
A network meta-analysis of 69 intervention studies involving 4213 parents was slightly more positive (Mo et al., 2024). Mindfulness-based interventions were found to be high for parenting stress, cognitive behavioural therapy was found to be high for anxiety and depression, and psychoeducation had benefits on multiple outcomes. However, this broader evidence does not necessarily constitute evidence on integrated care. No coordinated models across services or sectors were the interventions, only psychological or educational programmes directly delivered to parents. They are effective in demonstrating that change is possible in mental health of parents, but not that integration of health, education and social care is the magic bullet.
2.4 Service Fragmentation, Access Barriers and Parental Burden
One system level explanation of parental distress is fragmentation, as families can be ‘coordinators of care'. Other studies identified issues with communication and understanding of professional roles in routine health care (Boshoff et al., 2021) and continued issues of access to services in the UK (Kerr et al., 2026). Ashworth et al. (2025a) included a mental health component: If an autistic child experiences mental health issues, parents are required to navigate the autism and mental health systems concurrently. These studies illustrate the nature of burden but are not intervention studies and do not test solutions. Other paediatric evidence also suggests that care coordination, engagement with families and context play a role; and that integrated care is not always well defined or assessed (Hillis et al., 2016).
Fragmentation should not be viewed as an end, but rather as a means. With services reducing waiting time or number of referrals without reducing parent distress. Similarly, a key worker who enhances communication and provides anticipatory support may positively affect wellbeing while the number of services used by a family remains the same. Therefore, mental health outcomes should be captured along with process indicators (continuity, access, family involved and service use). In the absence of both types of outcome, it is difficult to determine if the intervention has merely re-arranged services or made a difference for families.
Coordinated pathways are strongly encouraged as a UK policy. Support for autistic children and young people is coordinated, multidisciplinary and is recommended by NICE guidance (NICE, 2021) and integrated care board guidance by NHS England (NHS England, 2022; 2023a) includes coherent pathways, co-production and family/carer support. These sources help to define good practice and demonstrate policy relevance, and can't show causal effectiveness. Thus, there is a significant policy-practice divide: integrated care is a policy recommendation based on concerns about fragmentation, but the scale and impact of integrated working, specifically on the mental health of parents and carers, is unknown. Empirical intervention research is needed to fill this gap.
2.5 Defining Integrated Care for This Review
For the purposes of this review, integrated care is considered to be any planned care coordination within a care pathway which involves two or more professionals, services or sectors with the purpose of enhancing continuity, communication or family support. The definition stipulates there has to be an identifiable coordination mechanism, such as a multidisciplinary or interprofessional pathway, a named key worker/care coordinator, a structured approach to joint working between home and school, joint service planning, or family support provided through an explicitly co-ordinated multi-service model.
Parent support programmes and stand-alone services are not always integrated. While a mindfulness group can be an effective mental health support to parents, when provided as a mental health intervention alone without interprofessional or interservice coordination, the outcomes of the group are evidence of parent mental health support, not integrated care. Similarly, a parent mediated autism program could be a single-service program using a therapist. This is important as there have been recent meta-analyses that indicate that parent-focused intervention works better (Kulasinghe et al., 2023; Mo et al., 2024), and this literature on parent interventions might be interpreted as evidence for service integration.
The quantity of professionals involved isn't sufficient by itself. I could have a multidisciplinary team that does their job in parallel without sharing information and the family would have to arrange the pathway. The concept thus has a structural and a functional dimension: at least two professionals, services, or sectors need to be involved and there needs to be deliberate coordination to enhance continuity, communication or family support. This definition offers a clear guideline for screening studies and for understanding various models of intervention.
2.6 Empirical Evidence on Integrated and Coordinated Interventions
PACT-G is the clearest UK example. It extended a parent-mediated social-communication intervention across home and education through coordinated work with parents and learning-support assistants. In this parallel, single-blind trial, the blinded primary autism-symptom outcome did not differ from treatment as usual, but social communication improved in both settings and the parent-wellbeing composite favoured PACT-G (effect 0.44, 95% CI 0.08–0.79) (Green et al., 2022). Implementation research also indicates that parents’ use of strategies depends on contextual barriers and facilitators (Carruthers et al., 2023).
There are several important reasons why PACT-G is important. It was indeed a large, for an autism intervention, UK randomised trial, and it used a validated instrument to assess parental wellbeing, rather than inferring from child outcomes. It was primarily designed to investigate child social communication with wellbeing as a secondary outcome. The blinded primary child outcome was not different between groups, however there was an improvement in parental wellbeing, indicating a potential for family benefit without a change in the primary child outcome. Since the intervention included therapeutic content, integration, additional contacts with professionals, and parent mediated therapy, it is unclear if the improvement was as a result of integration, the parent mediated therapy, the additional professional contacts or the increased perceived competence.
The original PACT programme can be used for comparison. Pickles et al. (2016) reported long-term effects of autism symptoms following a parent-mediated social communication intervention provided in clinical services. However, as originally designed PACT did not necessarily fit the current definition of integrated care, although specialist clinicians were involved. As evident in this comparison, intervention labels must be subject to scrutiny, as PACT and PACT-G, while sharing a similar name, actually worked across a home and education setting.
Another example in the UK that demonstrates the boundary problem is the Cygnet parenting support programme. Stuttard et al. (2016) conducted a pragmatic, non-randomised controlled study of Cygnet as it is being implemented in two cities in England. Ecological validity of the study is good but the non-randomised design leaves it more vulnerable to baseline differences, selection effects and confounding than a trial. More importantly, Cygnet is a parent support and psychoeducation programme, and cannot be assumed to be integrated care unless there is clear coordination of services or professionals in the delivery that is evaluated. As such, it is considered here as evidence of family support; and whether the intervention evaluated was considered to meet the pre-specified definition of integrated care was important in its use in the review.
This separation is further supported by the broader evidence. One systematic review of parent mediated interventions identified 30 RCTs with 1,934 parents, with little or no clinically meaningful effect on parents' wellbeing, due to risk of bias, blinding and imprecision (Conrad et al., 2021). In contrast, Kulasinghe et al. (2023) reported a moderate decrease in parenting stress after psychological intervention, while Mo et al. (2024) reported mixed findings with psychological intervention (mindfulness, cognitive behavioural therapy, psychoeducation and acceptance and commitment therapy). Some of these apparent inconsistencies are due to variations in eligibility criteria, intervention categories, outcome definitions and analytic approaches. The question addressed by a network meta-analysis of psychological interventions is also different from a review of parent-mediated child interventions, and neither is restricted to integrated care.
Ghotane et al. (2024) reviewed integrated or coordinated care for children and young people with special health and care needs. Although not autism-specific, the review was conceptually relevant and included parent/carer health-related quality of life. Only four of 14 studies had low overall risk of bias, and certainty was low or very low for all outcomes. This contrasts with strong policy endorsement of integration and limits inference for autistic children, whose pathways and communication needs may differ from those of broader complex-needs populations.
A second two reviews come to similar conclusions. Pygott et al. (2023) conducted an overview of integrated healthcare for children and young people in secondary and tertiary care and found evidence of benefits for access and experience of care for integrated healthcare, especially for care coordination, but that the evidence for clinical outcomes was mixed and mostly weak. Pemovska et al. (2024) has reviewed approaches to improving mental health care for autistic children and young people, most of which were child-centred psychological therapies, and thus have little to say about parents.
Overall the empirical literature is not simple: integrated care does not work. It makes three cautious suggestions. First, certain interventions are effective at improving parents' mental health, particularly those that are directly targeting parents' wellbeing. Second, in a coordinated cross setting like PACT-G, parental wellbeing may be enhanced but it is difficult to disentangle the impact of the integration. Thirdly, the evidence concerning integrated care continues to be of poor methodological quality and heterogeneous. So, an effective position is one of conditional effectiveness: when coordination is effective by enhancing communication, continuity, accessibility and parental agency, it is effective; otherwise, it is not.
Table 2.1. Critical examination of evidence pertinent to the review
	Study
	Design / setting
	Integration relevance
	Parent outcome
	Main contribution
	Critical limitation

	Green et al. (2022) PACT-G
	UK RCT; home + education
	Explicit cross-setting coordinated delivery
	WEMWBS / wellbeing composite; self-efficacy
	Improved parental wellbeing despite no effect on primary child outcome
	Parent mental health secondary; integration effect cannot be isolated

	Stuttard et al. (2016) Cygnet
	England; pragmatic non-randomised controlled evaluation
	Potentially coordinated in routine services, but programme itself is parent support
	Parent outcomes including confidence/support-related outcomes
	High UK practice relevance
	Non-randomisation; should not be assumed integrated without coordination evidence

	Kulasinghe et al. (2023)
	Systematic review/meta-analysis; 32 RCTs
	Mostly psychological/parenting interventions, not necessarily integrated
	Stress, depression, general mental health
	Moderate evidence for stress reduction
	Heterogeneity; limited direct evidence for integrated care

	Mo et al. (2024)
	Network meta-analysis; 69 studies
	Parent mental-health interventions, not restricted to integration
	Anxiety, depression, stress, self-efficacy
	Compares intervention classes
	International heterogeneity; category rankings do not prove service-integration effects

	Ghotane et al. (2024)
	Systematic review; integrated/coordinated care for complex child needs
	Directly evaluates integration concept
	Parent/carer HRQoL among outcomes
	Shows scarcity of high-quality integrated-care evidence
	Broader population than autism; low/very-low certainty


2.7 Research Gap and Justification for the Present Study
Poor mental health among parents of autistic children is well established, but this does not show that integrated care improves it. Parent-focused psychological programmes can reduce some outcomes, yet they do not test service integration. Qualitative studies identify fragmentation and navigation burden but cannot establish intervention effects. Policy recommends multidisciplinary, family-centred pathways, whereas empirical evaluations rarely define coordination clearly or measure parent mental health. The central gap is therefore UK primary research that simultaneously evaluates a delivered integrated-care component and an eligible parent/carer mental-health outcome.
The difference becomes very evident in the UK. PACT-G demonstrates the potential benefits of a coordinated home and education approach for parental wellbeing and not the effectiveness of integration in autism services in general. Cygnet contains evidence that is relevant to the UK context, but it is not necessarily an integrated intervention, and recent UK qualitative studies find continuing issues with navigation and access, but do not test for integrated solutions (Stuttard et al., 2016; Ashworth et al., 2025a; Kerr et al., 2026). While the main integrated-care review conducted by Ghotane et al. (2024) involved low or very low certainty across outcomes, was not specific to autism. Coordinators and commissioners in the UK therefore have no evidence as to what type of coordination works for which outcomes for parents, for who and under what conditions.
The purpose of the current review is to attempt to fill this gap, by adopting a more conservative definition of integrated care and by searching for eligible parent and carer mental health outcomes. This prevents any misunderstanding between interventions that ‘sit next to each other’ and integrated care. It also provides opportunity for a critical comparison of intervention components, comparator conditions, validated outcome measures, follow-up periods and risk of bias. International studies (if used) would not be assumed to transfer to the NHS and UK social care and education context. This review is not intended to demonstrate the effectiveness of integrated care; rather, it is intended to determine the extent of empirical evidence for integrated care.
2.8 Conceptual Framework: Integrated, People-Centred and Family-Centred Care
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Figure 2.1. Conceptual Framework: Integrated, People-Centred and Family-Centred Care
Source: Author-developed conceptual framework informed by the WHO Framework on Integrated People-Centred Health Services (World Health Organization, 2016).
Available at: https://www.who.int/health-topics/integrated-people-centered-care
The author-developed framework draws on the WHO Framework on Integrated People-Centred Health Services (World Health Organization, 2016) and uses five domains: coordination, communication, continuity, accessibility and family involvement. Coordination concerns planned working across professionals, services, settings or sectors; communication covers timely information sharing; continuity concerns support across time and transitions; accessibility includes timely, practical and equitable access; and family involvement means meaningful participation in planning and delivery. Together, the domains distinguish organisational integration from therapeutic content and provide a consistent basis for comparing different interventions.
Such domains are used to compare drastically different interventions in a mechanism-based fashion. Two programmes can both be described as multidisciplinary, but one might have a true multidisciplinary planning arrangement with the other having a separate profession making inputs with no planning at all. A key worker approach can enhance continuity and access, regardless of whether it is a form of psychological therapy. Thus, the framework allows to distinguish between the therapeutic content and the organisational aspect of an intervention. In the review, it was employed to determine the presence of each domain in each study, its implementation, and whether the parent's mental health outcomes were different when a domain was implemented.
The framework also enables careful causal analysis. An intervention has a weak effect of increase in wellbeing if there is no evidence of an increase in coordination, communication or continuity attributed to integrated care. However, when process outcomes are positive and mental health outcomes are not, integration might have improved the experience of services without having a psychological impact. The separation is important because evidence on parent interventions is mixed. Interventions can decrease parenting stress without increasing overall mental wellbeing or lessening depression, as Kulasinghe et al. (2023) have found, and PACT-G indicate that parental wellbeing can increase even when the child outcome is not. The framework enables these varied patterns to be understood without being translated into one concept of success.
The findings are not driven by policy guidance from NICE and NHS England, but the policy guidance is used to give context. Multidisciplinary working, coherent pathways, co-production and family support are all features that are recognised in these documents, making them relevant to the UK. However, empirical outcome data are given more weight when effectiveness is being judged. While the national guidance is supportive of integrated care, the guidance does not demonstrate that integrated care results in better mental health for parents and carers.
2.9 Strengths, Limitations and Implications of the Existing Evidence
There are a number of strengths of the literature. Parental stress and support needs are identified in both quantitative and qualitative studies. An emerging intervention literature (including RCTs and meta-analyses) demonstrates that parental outcomes are malleable. The measurement quality is enhanced by validated instruments like the PSI/PSI-SF and WEMWBS, which allow both child and family outcomes to be measured in UK trials like PACT-G. The picture is not only from older international evidence and is supported by contemporary evidence in the UK that shows current problems with access to services.
Several limitations of the evidence base directly constrain conclusions with regard to integrated care are also present. First, interventions are very heterogeneous: sometimes terms like parent intervention, family-centred care, multidisciplinary care and integrated care are used interchangeably for different mechanisms. Second, parent outcomes are frequently overlooked and research may be underpowered for parent outcomes or include a biased or focused emphasis on child outcomes. Thirdly, expectancy effects occur in unblinded psychosocial trials. Fourth, short follow-up periods may capture temporary and not lasting change in mental health. Fifth, some international research is undertaken in systems of insurance, education and social care that are different to the UK's.
Equity is an important limitation. Families facing language barriers, poverty, insecure employment or disability may experience greater difficulty navigating fragmented systems yet remain under-represented in research. Digital delivery may improve convenience for some families but exclude others through limited technology, privacy, confidence or interpreter access. Integrated care should therefore be assessed not only by average outcomes but also by accessibility across social groups. The existing evidence rarely reports sufficiently detailed subgroup data, restricting conclusions about whether coordinated models reduce or reproduce inequalities.
Overall, the literature reframes the question from whether parents experience distress to whether planned coordination improves their mental health. Evidence supports substantial parental burden and widespread service fragmentation, while psychological programmes show that parent outcomes can change. However, neither body of evidence establishes the effectiveness of integrated care. Evaluations must define the coordination mechanism, distinguish it from therapeutic content, measure validated parent outcomes and assess process domains alongside psychological change.
2.10 Chapter Summary
The literature consistently identifies psychological strain among parents and carers and links service fragmentation with additional burden. However, evidence of burden, policy support for multidisciplinary care and effectiveness of stand-alone parent programmes cannot be treated as evidence that integration improves mental health. UK evaluations that combine a genuine coordination mechanism with eligible parent outcomes are scarce. The five-domain framework therefore guides the systematic review by separating coordination, communication, continuity, accessibility and family involvement from therapeutic content and by supporting critical comparison of heterogeneous interventions.

Chapter 3: RESEARCH METHODOLOGY
3.1 Introduction
This chapter outlined and justified the systematic-review methods used to answer the approved research question. It described the design, reporting framework, databases, search strategy, eligibility criteria, screening, data extraction, quality appraisal, synthesis, data management and methodological limitations. The methods were designed to identify UK studies of genuinely integrated or coordinated care that reported parent/carer mental-health outcomes, while avoiding classification of stand-alone parent programmes as integrated care.
3.2 Research Design and Methodological Approach
A systematic review was used because it provides explicit, reproducible procedures for identifying, appraising and synthesising evidence relevant to a defined question (Higgins et al., 2024a). This approach was suitable for determining what UK evidence exists, how integrated care was delivered, which parent outcomes were measured and how confidently effectiveness could be judged. The review followed a pre-specified question and eligibility criteria rather than collecting new participant data.
The review was done in a pragmatic way with an interpretive aspect in accordance with the approved ethics form. The effectiveness question was answered with quantitative outcome data, and interpretation was required with regard to the concept of ‘integrated care’ which is operationalized in a multitude of ways across the services. Service processes and measured outcomes were thus taken into account. Qualitative experience was not considered equivalent to causal evidence: quantitative evaluative research was employed to explore mental health outcome changes and qualitative or process evidence explored coordination, communication, continuity, accessibility and family involvement.
No primary data were collected and the unit of analysis was the published study itself, rather than the individual parent/carer or child. In order to minimise post hoc decision making, a research question, eligibility criteria and a conceptual framework were established a priori. Any methodological changes made during the review were documented on an audit trail and the reasons for such changes.
3.3 Review Reporting Framework
The review was reported in line with the Preferred Reporting Items for Systematic Reviews and Meta-Analyses 2020 statement (PRISMA 2020). PRISMA 2020 is a 27 item reporting guideline that includes rationale for the review, identifying and selecting evidence, appraisal, synthesis and findings (Page et al., 2021a). It was used to guide the reporting and not a replacement for methodological guidance, and was used in conjunction with the Cochrane Handbook and other evidence synthesis guidance.
The literature search was reported following PRISMA-S that permits transparent reporting of databases, platforms, entire search strategies, restrictions, search dates and other search methods (Rethlefsen et al., 2021). The PRISMA flow diagram summarizes the number of records identified, number of records excluded, number of records screened, number of full-texts assessed and number of excluded studies with reasons and number of included studies. The results of study selection are presented in Chapter 4.
3.4 Database Selection and Information Sources
Specific electronic sources suggested on the approved ethics form were PubMed, CINAHL, PsycINFO and Google Scholar. This is a methodological change from the ethics form, and was the final review search performed in MEDLINE and Embase. MEDLINE includes autism, child health, mental health, health services research and evaluation of interventions; Embase provides additional biomedical and service related coverage via Emtree indexing. Due to the high overlap between PubMed and MEDLINE, the latter was not searched separately.
MEDLINE and Embase were chosen to cover complementary parts of the question from clinical, psychological and service delivery perspectives. Core databases used for health and intervention research are MEDLINE and Embase, which provides complementary biomedical coverage and has controlled Emtree indexing. Searching multiple relevant bibliographic databases is based on guidance to maximise retrieval and minimise risk of missing eligible evidence (Lefebvre et al., 2024; Kugley et al., 2017) and Bramer et al. (2017) determined that the top-performing combinations of databases involved the use of both Embase and MEDLINE. A review of mental health and service delivery would also have required psychological, nursing and allied health coverage that would have been added by PsycINFO and CINAHL. Their exclusion is thus seen as a restriction, and this is addressed in Section 3.12.
Google Scholar was not used as a primary bibliographic database as the search algorithm and retrieval limit decreases the reproducibility (Haddaway et al., 2015). Where appropriate, supplementary searching was undertaken, including reference list and citation checking and any records retrieved by this method were also screened using the same criteria.
3.5 Search Strategy
Controlled vocabulary was used in conjunction with free-text searching. Controlled vocabulary helps to retrieve records on the same concept however it is worded, while free-text terms pick up synonyms and newer terms that may not be indexed consistently. Terms were customized for each database (MEDLINE and Embase) and database-specific subject headings (MeSH terms and Emtree terms) were utilized, and not just copied from one to the other.
There were three blocks of concepts in the strategy: autism, parents/carers and integrated and co-ordinated care. Mental health words were used appropriately. If the outcome block had been too rigid, and had required parent outcomes to appear in the title or abstract, potentially relevant intervention studies could have been missed. Population and intervention concepts were therefore prioritised and mental health terms used as a refinement as appropriate. The main concepts were linked using AND, while the synonyms associated to each one of them were linked using OR. Where appropriate, truncation and phrase searching and other database operators were used.
Table 3.1. Final search-concept framework
	Concept
	Search terms
	Purpose

	Autism
	autis* OR "autism spectrum disorder*" OR ASD
	Identifies studies involving autistic children.

	Parents/carers
	parent* OR carer* OR caregiver* OR mother* OR father* OR famil*
	Identifies the target parent/carer population.

	Integrated care
	"integrated care" OR "coordinated care" OR "care coordination" OR multidisciplinary OR interprofessional OR interdisciplinary OR "collaborative care" OR "case management" OR "key worker*" OR "joined-up care" OR "integrated service*"
	Identifies planned coordination across professionals, services, settings or sectors.

	Mental-health outcomes
	stress OR anxi* OR depress* OR distress OR wellbeing OR "well-being" OR coping OR "mental health" OR "parent* self-efficacy"
	Optional/refinement block to improve precision without excluding studies that report parent outcomes only in the full text.

	UK context
	"United Kingdom" OR UK OR England OR Scotland OR Wales OR "Northern Ireland" OR NHS
	Used to identify UK-focused evidence in line with the geographical eligibility criterion.



Only publications from 2016 to 2026 were searched to ensure relevance to current UK service structures and consistency with the dissertation timeframe. Only English language reports were accepted as there were no translation facilities. No study-design filter was applied to allow study design to be assessed at the screening stage. The search concepts and limitations mentioned here are the ones that were applied to the completed review; the results of that review are presented in Chapter 4. The reproducible database syntax is presented in Appendix 1, and aggregate search and screening counts are reported in Chapter 4. Database-specific search dates and yields were not available in the retained review record and are acknowledged as a reporting limitation.
3.6 Eligibility Criteria
Eligibility criteria were derived from the research question and the Chapter 2 definition of integrated care. Studies had to be UK primary empirical research published in English during 2016–2026, involving parents or carers of autistic children or young people aged 0–18 years. An eligible intervention required a delivered and evaluated coordination component involving at least two professionals, services, settings or sectors. Studies also had to report stress, anxiety, depression, psychological distress, wellbeing, coping or a clearly psychological component of caregiver burden. Stand-alone psychological, psychoeducational or parent-training programmes without demonstrable integration were excluded.
Table 3.2. Inclusion and exclusion criteria
	Dimension
	Inclusion criteria
	Exclusion criteria

	Population
	Parents or carers of autistic children or young people aged 0-18 years; mixed samples only where relevant parent/carer data can be separated.
	Studies involving only autistic adults, professionals or children without extractable parent/carer outcomes.

	Intervention
	Planned coordination between two or more professionals, services, settings or sectors, such as multidisciplinary pathways, key-worker/care-coordination models, home-education collaboration or integrated family support.
	Stand-alone psychological, psychoeducational or parent-mediated programmes without an identifiable planned coordination component involving two or more professionals, services, settings or sectors.

	Comparator
	Usual care, non-integrated care, alternative intervention, wait-list control, or pre-intervention/baseline comparison where no concurrent comparator is reported.
	Studies with no evaluative comparison or change assessment, unless process evidence is used only for contextual interpretation.

	Outcomes
	Parent/carer stress, anxiety, depression, psychological distress, wellbeing, coping, mental-health-related quality of life or closely related validated psychological outcomes.
	Child-only outcomes, service satisfaction alone, or broad family outcomes without a relevant parent/carer mental-health measure.

	Study type
	Peer-reviewed primary evaluative research, including randomised, quasi-experimental, controlled before-and-after, cohort or mixed-method evaluations with extractable outcome data.
	Editorials, opinion pieces, protocols without results, policy documents, purely descriptive reports and reviews as included evidence; reviews may support citation searching.

	Setting/date/language
	UK studies only.
	Studies published outside 2016-2026; non-English reports where translation is unavailable.



3.7 Study Selection
The records were processed in two stages, first eliminating duplicate records, followed by screening. Titles and abstracts were evaluated based on predetermined criteria; then the full text of potentially eligible reports was evaluated. Reasons for exclusion of full texts were standardised to: ineligible population, no authentic element of integrated care, no eligible parent/carer mental health outcome, non-evaluative design, non-UK setting, unavailable/ineligible full text. All full-text reports that were sought were retrieved. The PRISMA flow diagram was completed after recording the reasons for exclusion at each stage directly from the screening record.
Screening was carried out by a single reviewer as part of an independent MSc dissertation. Eligibility criteria were applied uniformly and ambiguous records were verified against all eligibility criteria, and difficult eligibility decisions were discussed with his/her supervisor. Each study was ultimately categorized as either included or excluded; and no ‘borderline’ or ‘contextual’ categories were utilized. Selection is made known according to PRISMA 2020 structure and the records retrieved from the citation search and reference list search were evaluated according to the same criteria as database records.
3.8 Data Extraction
A structured data extraction form was created on the Microsoft Excel spreadsheet (Li, Higgins and Deeks, 2024). These included author, year, country, study design, setting, sample size, parent/carer characteristics, child age, autism related characteristics, intervention and comparator, intervention duration, follow up, professional/service participants, mental health outcome measures, numerical or thematic findings, attrition, funding and reported limitations, where provided by the source study. The accuracy of data extracted was confirmed by comparison with the original articles.
The five conceptual framework domains provided guidance for extraction: coordination, communication, continuity, accessibility and family involvement. The mental health domains present for each study, how they were operationalised and how they related to parent/carer mental health outcomes were documented. This allowed organisational integration to be separated from the content of therapy and the avoidance of the acceptance of professional labels without functional integration.
3.9 Quality Appraisal and Risk of Bias
Each included study was appraised using a design-appropriate CASP checklist (Critical Appraisal Skills Programme, 2024), informed by Cochrane risk-of-bias guidance for randomised trials (Sterne et al., 2019; Higgins et al., 2024a). Appraisal considered recruitment, allocation and comparability where applicable, outcome validity, attrition, confounding, precision, transparency and applicability. Trial and qualitative evidence were assessed separately so that perceived experience was not interpreted as causal effectiveness. Completed checklists are provided in the appendices and study-level judgements in Chapter 4.
Because assigning a numerical quality score as a sole measure of quality can obscure important sources of bias, that approach was not used. Rather, a judgement was made for each study in each domain included and the strengths and weaknesses of the methods were described in narrative form. No study was excluded for methodological quality alone. Limitations were documented and considered when determining whether or not to trust effects reported, and reported effects were interpreted based on appropriateness and validity of parent/carer mental health measures. Of special interest was the use of self-reported parent outcomes and the use of validated instruments to assess parent outcomes, as unblinded self-report may be affected by expectation effects.
3.10 Data Synthesis
Because interventions, designs, comparators, contexts, follow-up periods and outcome measures differed substantially, narrative synthesis was used instead of statistical pooling. Studies were described and grouped by intervention type, parent outcome and integrated-care domain, then compared within and across findings following Popay et al. (2006). Quantitative and qualitative results were reported separately. Where available, direction and magnitude of effect, confidence intervals, clinical relevance, design, risk of bias, precision and directness informed narrative judgements of confidence.
To ensure findings were relevant to NHS, local authority, education and social care arrangements, only studies undertaken in the UK were included in the synthesis and where they did not meet the predefined eligibility criteria. No evidence from overseas is included in the synthesis of Chapter 4. Reporting was based on the guideline for synthesis without meta-analysis (SWiM) where studies need to be clustered and synthesis methods and limitations need to be clear and explicit (Campbell et al., 2020). Voting was not based on statistical significance. Other factors such as direction of effect, size of effect when reported, precision if reported, sample size, methodological quality and clinical relevance were also taken into account.
3.11 Data Management
Only secondary data published in literature was used for this review. There was no participant recruitment or access to personally identifiable information, thus data management was limited to the secure storage and use of research information. To comply with the approved ethics form and University data management requirements, articles, extraction files and drafts were kept on a password protected device, and/or a password protected UWTSD OneDrive, where necessary. For the purpose of the review, only published data was analysed, thus no participant consent was required, and the review followed approved ethics form and University research ethics requirements.
Evidence has not been produced using generative/editing tools and no evidence has been used in place of the researchers judgement, language support has been in line with the University policy. The authors, publication data and findings of each of the studies included in the dissertation were verified prior to utilization from the original sources.
3.12 Methodological Strengths and Limitations
The methodology has strengths and weaknesses, which are summarized below.
Strengths of the methodology were the explicit definition of integrated care, use of >1 bibliographic database, pre-specified eligibility criteria, structured data extraction of mental health outcomes and integrated-care mechanisms, and PRISMA reporting structure. The distinction found in Chapter 2 was addressed by separating policy recommendations, stand-alone parent programmes and what were truly coordinated interventions.
There were also some weaknesses in the review. The 2016-2026 time frame may have introduced a time bias, and the search was limited to English-language reports, which may have introduced a language bias. Cochrane guidance advises two people screen studies independently (Lefebvre et al., 2024), but just one reviewer conducted the screening and appraisal, which introduces the risk of selection and judgement error. Publication bias could have occurred and the interventions and outcome measures were too varied to be included in a meta-analysis. A comprehensive search of psychological, nursing and allied health databases, like PsycINFO and CINAHL was not performed, which may have limited the retrieval of relevant evidence. Although grey literature can provide relevant evidence for systematic reviews (Paez, 2017), it was not systematically searched. These limitations were reduced by well-defined criteria for inclusion, well-reported reasons for exclusion, further checks for citations and careful interpretation of evidence. These safeguards enhanced transparency, but did not eliminate the potential for selection and appraisal bias by reviewers.
3.13 Chapter Summary
Table 3.3. Research objectives and how each was addressed.
	Objective
	How it was addressed
	Reported in

	1. Identify UK evaluative studies of integrated care interventions
	Searches of MEDLINE and Embase and two-stage screening against the eligibility criteria (Sections 3.4 to 3.7)
	Section 4.2

	2. Assess intervention components and the presence of the five integrated-care domains
	Structured data extraction guided by the conceptual framework (Section 3.8)
	Sections 4.3 and 4.5

	3. Synthesise effects on parent and carer mental health outcomes
	Narrative synthesis following SWiM, with quantitative and qualitative findings reported separately (Section 3.10)
	Sections 4.4 and 4.7

	4. Assess quality, risk of bias and strength of evidence
	CASP checklists and Cochrane risk-of-bias guidance, with a narrative judgement of confidence (Sections 3.9 and 3.10)
	Section 4.6



This chapter outlined the methods used to evaluate the impact of integrated care interventions on parent and carer mental health. The review searched MEDLINE and Embase, applied predefined UK-based eligibility criteria, used structured data extraction and design-specific quality appraisal, and synthesised the evidence narratively in accordance with SWiM because statistical pooling was not appropriate. The results of study selection, the characteristics of the included studies, the appraisal and the synthesis are reported in Chapter 4. Table 3.3 shows how each research objective was addressed and where it is reported.
CHAPTER 4: RESULTS
4.1 Introduction
This chapter reports the systematic-review findings: study selection, included-study characteristics, parent/carer outcomes, the five integrated-care domains and methodological quality. Interpretation against wider literature and policy is reserved for Chapter 5. Results are organised around the four objectives and concern two included studies: PACT-G and an East London post-diagnostic workshop.
Eligibility criteria as outlined in Chapter 3 were applied in a consistent manner throughout. The following were the inclusion criteria: study should have been conducted in the UK; parents or carers of autistic children or young people should be included in the study within the review age range; an integrated or coordinated care component should have been actually delivered; a psychological or wellbeing outcome for parents/carers should have been reported, and met the review criteria. Stand alone parent programmes were excluded unless it was an identified component of a coordinated intervention across services, settings or professional groups that was evaluated.
4.2 Study Selection and PRISMA Results
Study selection followed PRISMA 2020 (Page et al., 2021a; Page et al., 2021b). MEDLINE identified 42 records and Embase 28, giving 70 before deduplication. After removing nine duplicates, 61 records were screened and 49 excluded: 18 non-UK, 14 without integrated care, 10 without an eligible parent/carer mental-health outcome and seven with an ineligible design. All 12 reports sought for full-text assessment were retrieved. Ten were excluded: three non-UK, four without genuine integrated care, two without an eligible parent outcome and one with an ineligible design. Green et al. (2022) and Akan et al. (2026) met all criteria.
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Source: Adapted from the PRISMA 2020 flow-diagram template (Page et al., 2021a; Page et al., 2021b).
As detailed in Chapter 3, only English language reports from 2016 to 2026 were searched. Both studies included are within this time period (Green et al. 2022, Akan et al. 2026). All of the reports were downloaded as full text and evaluated using all six of the eligibility dimensions in Table 3.2. No report was excluded due to inability to obtain it.
4.2.1 Screening profile and reasons for exclusion
When full text reports were unavailable, they were excluded if they did not meet one or more of the pre-specified eligibility criteria. One main reason was provided for each excluded report and categories are not mutually exclusive. The categories and aggregate counts are listed in Table 4.1. An itemised full-text exclusion log was not available in the retained review record, which limits full reproducibility of the screening process. At full-text stage, the most frequent was a lack of integrated care element (four reports) meaning that the evaluated intervention lacked planned coordination among services, sectors, settings or professional groups. Three were excluded because the study population or service context was not in the UK, two because no eligible parent/carer mental health outcome was provided, and one as it was not an eligible primary evaluation of a delivered intervention.
Table 4.1. Full-text exclusion categories and principal reasons.
	Screening stage
	Principal exclusion reason
	n
	Application of the eligibility criterion

	Full text
	Not UK-based
	3
	Study population or service setting was outside the United Kingdom.

	Full text
	No genuine integrated-care component
	4
	The evaluated intervention did not include planned coordination across services, sectors, settings or professional groups.

	Full text
	No eligible parent/carer mental-health outcome
	2
	The report did not provide a psychological or wellbeing outcome for parents or carers.

	Full text
	Ineligible study design
	1
	The report did not provide an eligible primary evaluation of a delivered intervention.

	Total
	Full-text reports excluded
	10
	The mutually exclusive categories sum to the PRISMA full-text exclusion total.



Source: Author-developed from the final full-text screening decisions and predefined eligibility criteria.
4.3 Characteristics of the Included Studies
Only two studies were eligible: the PACT-G, a randomized controlled trial (Green et al., 2022); and a qualitative assessment of a multidisciplinary post-diagnostic workshop in East London (Akan et al., 2026). Both are reported in Table 4.2 with their characteristics and results. The trial's effect estimate was quantitative and that of the qualitative study was qualitative (parents' descriptions of their perceived effect on their child's psychology), and were therefore not considered comparable measures of effect.
Green et al. (2022) was a parallel single blind multicentre randomised controlled study across three sites in England. It was a study that randomized 249 autistic children ages 2-11 years (248 in intention to treat population) to PACT-G plus treatment as usual or treatment as usual. The intervention provided by PACT-G was a parent-mediated social communication intervention that was extended to home and education with parallel sessions for parents and learning-support assistants and joint home–school conversation sessions. The treatment was for 6 months and the follow-up at 12 months. Akan et al. (2026) was a qualitative thematic analysis of semi-structured interviews with 29 parents/carers attending a post-diagnostic autism workshop within the preceding year. The workshop was a joint effort between the NHS and the Local Authority services, with the involvement of clinical psychology, speech and language therapy, occupational therapy, nursing and education or inclusion services.
To sum up, the two studies were both limited and varied. One is a randomized experiment with 249 children, a comparison group and a follow up at 12-months. The other study is an interview study with 29 parents/carers in one service only (no comparison group). Both provided a joined-up model in England and both reported on outcomes for parents/carers.
Table 4.2. Characteristics and findings of the included studies: author/year and study name, study summary, parent/carer outcomes and detailed results.
	Author, Year & Study Name
	Summary
	Outcomes
	Results

	Green et al. (2022)
PACT-G – Paediatric Autism Communication Therapy-Generalised
	Parallel, single-blind, multicentre randomised controlled trial conducted at three English sites. A total of 249 autistic children aged 2–11 years were randomised (intention-to-treat population n=248). PACT-G extended a parent-mediated social-communication intervention across two everyday settings: home and education. Parents and learning-support assistants received parallel intervention sessions, and joint home–school conversation sessions were offered to connect implementation across settings. The treatment period lasted six months, with follow-up at 12 months.
	Primary parent/carer outcome relevant to this review: parental wellbeing composite. Other reported outcomes relevant to understanding intervention delivery included parent synchronous response, learning-support-assistant synchronous response, child communication initiations and child disruptive behaviour. The trial’s blinded primary child outcome was autism symptom severity measured using ADOS-2. Parent wellbeing is kept analytically separate from child and intervention-process outcomes.
	Parental wellbeing significantly favoured PACT-G plus treatment as usual: effect 0.44 (95% CI 0.08–0.79; p=0.016). Parent synchronous response improved by 0.50 (95% CI 0.36–0.65; p<0.0001), and learning-support-assistant synchronous response improved by 0.33 (95% CI 0.16–0.50; p=0.0002). Child communication initiations also improved with parents and learning-support assistants. The blinded primary ADOS-2 child outcome was not significantly different between groups: effect 0.04 (95% CI −0.19 to 0.26; p=0.74). For this systematic review, the directly eligible effectiveness finding is the significant positive parental-wellbeing estimate.

	Akan et al. (2026)
Multidisciplinary post-diagnostic psychoeducational workshop
	Qualitative thematic-analysis study conducted in East London involving semi-structured interviews with 29 parents/carers who had attended a post-diagnostic autism workshop during the previous year. The workshop was collaboratively delivered by an NHS EWMHS Psychology Team, Child Development Centre and Local Authority, with professional input from clinical psychology, speech and language therapy, occupational therapy, nursing and education/inclusion services. The intervention combined psychoeducation, practical strategies, signposting and peer connection.
	Qualitative parent/carer outcomes included emotional support and validation, isolation, confidence, understanding of autism, acceptance and optimism, family dynamics, frustration, perceived household stress and parent wellbeing. Parents also discussed accessibility, usefulness of practical strategies and need for continuing support. No validated pre/post mental-health scale was used, so the outcomes represent qualitative experience and perceived psychological impact rather than a numerical treatment effect.
	Parents described increased understanding of autism, greater acceptance and optimism, emotional validation and reduced feelings of isolation through contact with other families. They reported increased confidence, improved family dynamics and practical benefits from strategies addressing communication, sleep and emotional regulation. The authors concluded that the workshop may reduce household stress and positively affect parent wellbeing. Not all experiences were uniformly positive: some parents reported information overload or difficulty with online delivery, and several wanted earlier access, more individualised input and continuing follow-up. These findings support perceived psychological benefit but do not establish causal effectiveness.





Sources: Green et al. (2022), The Lancet Psychiatry, 9(4), pp. 307–320, doi:10.1016/S2215-0366(22)00029-3; Akan et al. (2026), Clinical Child Psychology and Psychiatry, 31(2), pp. 591–613, doi:10.1177/13591045261418179. Numerical results are reported from the original publications.
4.4 Parent and Carer Mental-Health Outcomes
4.4.1 Parental wellbeing in PACT-G
The PACT-G plus treatment as usual (TAU) condition was favoured by the parental wellbeing composite, with an estimated treatment effect of 0.44 (95% CI 0.08 to 0.79; p = 0.016). This is the parent outcome for the review. Process outcomes were also reported: the coordinated delivery: synchronous adult response increased by 0.50 for parents (95% CI 0.36 to 0.65; p<0.0001) and by 0.33 for learning-support assistants (95% CI 0.16 to 0.50; p=0.0002); and child communication initiations increased for both parents and learning-support assistants. These are intervention-process and child outcomes, and reported separately from parent wellbeing.
The blinded primary outcome was autism symptom severity as measured by the ADOS-2 which was not significantly different between the groups (effect 0.04, 95% CI −0.19 to 0.26; p = 0.74). This positive parent result was reported separately and accompanied by an “absent” (primary child) result. Parental anxiety, depression or psychological distress were not similarly estimated in the trial. The wellbeing result did not imply any effects on these outcomes and these results are not reported.
4.4.2 Qualitative psychological outcomes in the East London workshop
Akan et al. (2026) provided qualitative evidence. The workshop was delivered in a child and young people's mental health service in the East of London and was a mix of psychoeducation, practical strategies, signposting and peer connection, coordinated by an EWMHS Psychology Team, a Child Development Centre and a Local Authority. Parents reported emotional support, validation, less isolation due to contact with other families, understanding of autism, acceptance, optimism, confidence, improved family dynamics and decreased frustration. They also identified potential benefits of communication strategies, sleep and emotional regulation strategies. The authors concluded that the workshop has the potential to lessen the stress in the households and contribute to the wellbeing of parents. Parents also discussed accessibility, the usefulness of practical strategies and the need for continuing support.
Not all the feedback was positive. Some parents were overwhelmed with information or had problems with online delivery and several desired more forthcoming input and follow up after the workshop. It did not have a comparator and did not employ any validated pre/post mental health measure, so it did not provide any numerical or causal estimate of effect. Its findings are qualitative and, within a multidisciplinary, cross-service post-diagnostic model, they satisfy the review outcome criterion, and are reported separately from the quantitative PACT-G estimate.
4.4.3 Summary of parent and carer outcomes
One quantitative parent outcome met the review criteria – the parental wellbeing composite – which favoured the intervention. It did not provide separate estimates of treatment effects for anxiety, depression or psychological distress. Akan et al. (2026) did not report any outcomes numerically. It's results included emotional support and validation, isolation, confidence, understanding of autism, acceptance and optimism, family dynamics, frustration, household stress and parent wellbeing, all as perceived by parents.
4.5 Findings Across the Five Integrated-Care Domains
4.5.1 Coordination and communication
The most dominant domain in both studies was coordination. The PACT-G intervention was delivered with parents at home, and with learning-support assistants in education, with formal home–school conversation sessions connecting the two settings of PACT-G. Both parents (0.50, 95% CI 0.36 to 0.65) and learning-support assistants (0.33, 95% CI 0.16 to 0.50) demonstrated improvement in synchronous adult response in both settings. These are process outcomes and not parent mental health outcomes. In Akan et al. (2026), the coordination was done at the organisational level with multiple NHS and Local Authority disciplines participating in a single parent-focused workshop. Both models included communication and information sharing, and were not left as recommendations for after the intervention.
4.5.2 Continuity, accessibility and family involvement
Continuity was more pronounced in PACT-G as the same approach was followed at home and school for the 6-month treatment and families followed up at 12 month. The workshop was less continuous in the East London workshop, as parents wanted earlier access and more follow-up. In both studies, accessibility was a characteristic of delivery. PACT-G provided face-to-face sessions, remote sessions, and East London workshop was delivered remotely with interpreter support available, although some parents struggled to engage in online delivery. Accessibility was not tested as a factor in parent wellbeing in either study.
The involvement of families was an integral element to both studies. The parent group was actively involved in delivering the PACT-G intervention and in Akan et al. (2026) the parent group was the direct recipient of the workshop. In both studies, family involvement occurred in parallel with planned inter-setting care or inter-professional/service care – as the review's operational definition of integrated care entailed.
4.6 Methodological Quality and Risk of Bias
Each study was appraised using design-appropriate CASP checklists and Cochrane risk-of-bias guidance (Critical Appraisal Skills Programme, 2024; Sterne et al., 2019; Higgins et al., 2024a). PACT-G was strengthened by randomisation, multisite recruitment, masked assessment of the primary child outcome, intention-to-treat analysis and confidence intervals. However, parental wellbeing was secondary and self-reported, parents and providers were unblinded, and coordination could not be separated from the wider intervention package. Completed design-appropriate appraisal checklists are provided in Appendices 3 and 4, with summary judgements in Table 4.3.
Akan et al. (2026) captured the perspectives of 29 parents and described a real-world multidisciplinary service, supporting applicability to lived experience. However, volunteer participation introduced possible self-selection, accounts were retrospective, and the study lacked a comparator and validated pre/post mental-health measure. It therefore provided qualitative evidence of perceived benefit rather than causal effectiveness. The two designs were synthesised separately and no pooled estimate was calculated.
Table 4.3. Structured design-appropriate methodological appraisal judgments.
	Appraisal domain
	Green et al. (2022) RCT
	Akan et al. (2026) qualitative study
	Implication for this review

	Clear question
	Defined comparison of PACT-G plus usual care with usual care.
	Explored experiences of a multidisciplinary post-diagnostic workshop.
	Both were relevant but produced different evidence.

	Design
	RCT appropriate for estimating comparative effects.
	Interviews appropriate for exploring experience and perceived impact.
	Green informs effectiveness; Akan informs perceived benefit.

	Recruitment
	Multisite recruitment and random allocation reduced post-enrolment selection differences.
	Workshop attendees volunteered for interview; self-selection is possible.
	Selection concerns are greater for Akan et al.

	Bias safeguards
	Randomisation, masked primary child assessment and intention-to-treat analysis; participants and providers unblinded.
	Clear service description, but retrospective accounts and researcher interpretation may introduce bias.
	Parent-reported outcomes remain vulnerable to bias.

	Data collection
	Quantitative parental-wellbeing measure, but secondary and self-reported.
	Detailed interviews; no validated pre/post mental-health measure.
	Only Green supplied a comparative numerical estimate.

	Analysis
	Effects, confidence intervals and p values reported; coordination cannot be isolated from the intervention package.
	Themes included positive and negative experiences; no comparator or causal estimate.
	Findings should remain separate and not be pooled.

	Credibility
	Estimate favoured PACT-G, but secondary-outcome status limits certainty.
	Direct accounts support credibility; retrospective reporting limits confirmation of change.
	Causal confidence is stronger for Green than Akan.

	Applicability
	Three English sites with home-education coordination.
	One East London post-diagnostic service.
	UK-relevant, with limited wider transferability.

	Overall judgment
	Strongest quantitative evidence; coordination mechanism not independently tested.
	Useful qualitative evidence of perceived benefit, not causal effectiveness.
	Complementary rather than equivalent evidence.



Source: Author-developed appraisal based on Green et al. (2022) and Akan et al. (2026), informed by CASP (2024) and Cochrane risk-of-bias guidance (Higgins et al., 2024a; Higgins et al., 2024b).
The primary distinction among the studies in the appraisal domains in Table 4.3 was in the extent of evidence for causal inference. For PACT-G, there was multisite recruitment and random allocation, differences between groups were minimized at the beginning, the primary child outcome was evaluated by masked evaluators, and effects, confidence intervals and p values were presented. The retrospective narration in Akan et al. (2026) does not provide any confirmation that the change was achieved and no comparison was done. In both studies, parent-reported outcomes were subject to bias, and in both the coordination component could not be distinguished from the other aspects of the intervention.
Narrative quality was used to assess the strength of evidence. In terms of parental wellbeing, confidence was low and the finding was from a single trial outcome which was secondary, self-reported, and unblinded with a confidence interval (CI) close to zero (0.08 to 0.79). Qualitative results are perceived benefit and can't show effectiveness. There was no formal certainty grading and no study was scored on a scale of integration; only the 5 domains were marked as present or absent.
4.7 Overall Synthesis of Results
Both studies reported psychologically relevant parent/carer findings through different designs. PACT-G produced a significant positive estimate for parental wellbeing within a coordinated home–education intervention, whereas Akan et al. (2026) described emotional support, reduced isolation, increased confidence and acceptance, improved family dynamics and perceived stress reduction. Meta-analysis was inappropriate because only one study provided a comparative quantitative parent outcome and the other was qualitative. Findings were therefore synthesised narratively and separately. With only two studies, subgroup analysis and assessment of publication bias were not possible.
Coordination, communication and family involvement were found in both studies, across the five domains of the author-developed conceptual framework based on WHO Framework on Integrated People-Centred Health Services. There was more evidence of continuity in the sustained PACT-G intervention and accessibility was facilitated by remote or online delivery in both. Neither of these studies examined any domain alone as a mediator of parent or carer mental health change, and both had some limitations, which are noted in Section 4.6. The two studies were most similar in coordination, and only varied in continuity.
4.8 Chapter Summary
MEDLINE and Embase yielded 70 records and two eligible UK studies. PACT-G reported improved parental wellbeing (effect 0.44, 95% CI 0.08–0.79; p=0.016), although its primary child outcome did not differ between groups. Akan et al. (2026) reported emotional support, reduced isolation, increased understanding, acceptance and confidence, improved family dynamics and perceived reduction in household stress. Thus, the evidence comprises one comparative quantitative parent outcome and one qualitative account of perceived psychological benefit. Both interventions included coordination and family involvement, but the small heterogeneous evidence base limits conclusions. Chapter 5 discusses these implications.
CHAPTER 5: DISCUSSION
5.1 Introduction
This chapter interprets the Chapter 4 findings against the research question: what effect do integrated-care interventions have on the mental health of UK parents and carers of autistic children? It considers the strength and meaning of the evidence, comparison with previous literature, implications for practice and policy, review limitations and priorities for future research.
Results indicate that there may be a psychological advantage, although the evidence is limited. PACT-G offered randomised evidence of increased parental wellbeing in a coordinated home and education intervention, and the East London workshop offered qualitative evidence of emotional support, decreased isolation and increased confidence. Integration was not tested in either study. The results thus indicate that it is coordinated models that can facilitate positive conditions for parents and carers and not integration per se that is beneficial to their mental health.
5.2 Interpretation of the Main Findings
The most obvious message is that evidence of the two bodies of work is lacking. There is evidence that parents are stressed, distressed and facing difficulties in navigating the services (Bonis, 2016; Barroso et al., 2018; Yorke et al., 2018), as well as that autism and mental health services in the UK are fragmented (Crane et al., 2016; Ashworth et al., 2025a; Ashworth et al., 2025b). However, when a delivered integrated-care component and an eligible parent/carer mental health outcome had to both be present in a study, only two out of the 61 records screened were left. A study may demonstrate improved parent wellbeing without assessing integrated care and an evaluation of a service may demonstrate coordinated delivery without assessing parents. In fact, it does not imply that integrated care is unimportant because of the small evidence base. It indicates a need to address the evaluation of autism services in the UK.
PACT-G requires cautious interpretation. Green et al. (2022) reported improved parental wellbeing, but this was a secondary self-reported outcome and parents knew their allocation. The intervention combined coordination with parent-mediated therapy and additional professional contact, so the specific contribution of integration cannot be isolated. Moreover, the blinded primary child outcome did not differ between groups. The finding nevertheless shows that parent wellbeing may improve even when the primary child outcome does not, supporting separate measurement of family outcomes.
Akan et al. (2026) provide another type of evidence. Parents reported feeling listened to, less isolated, more confident and more accepting, and they appreciated meeting with a few professionals and other families following the workshop. But without a comparator or a validated pre/post measure the study cannot demonstrate that these benefits were a result of the workshop, and the interviews were conducted up to one year after the workshop, relying on the participants' recall. These two (qualitative accounts and the PACT-G result) are in the same direction, but this is conceptual and not confirmatory. This position adopted in Chapter 2, that the benefits of coordination are conditional, is affirmed by both studies: the East London parents who desired more access and follow-up indicated that there can be gaps in access and follow-up that families still register even if co-ordinated at one time.
5.3 Integrated Care and Parental Mental Health
The findings are available via the five integrated-care domains. Coordination was the most apparent in both studies. PACT-G connected home and school in parallel with parents and learning-support assistants, and home–school conversations; the East London workshop connected NHS and Local Authority services and a number of disciplines. Communication may also be pertinent, as parents often convey information across services and repeatedly explain the needs of their child. The integrated-care theory is that coordination should have a positive effect on people's experience of care by decreasing discontinuity (Goodwin, 2016; Goodwin, 2017). The current results align with this argument, but do not allow one to conclude communication caused any change in wellbeing.
There was less continuity. Akan et al. (2026) sometimes desired earlier access and more follow-up, while PACT-G had a uniform approach across settings and follow-up at 12 months. A single point at which a multidisciplinary team provides input is thus not longitudinal integrated care, which may be important since families' needs evolve over time.
Accessibility is not an equal enabler. Some parents reported that online delivery of the workshop was not suitable for them and they were overwhelmed with information, although PACTG delivered face-to-face and remote sessions. Accessibility must also involve timeliness, responsiveness to language, volume of information, and pathways to additional assistance, in addition to digital delivery. E-health evidence indicates potential improvements in knowledge, effectiveness and stress among caregivers, with a number of limitations, including heterogeneity and brief follow-up, which means the digital delivery does not necessarily equal the sustained integration (Chakkaraiappan et al., 2026).
Family involvement was a key component of both studies and family-centred care and integrated care are not synonymous. There were several excluded interventions within the UK that included parent active, but were not evidence of coordination across services or settings. There is a need for models in the future to involve families meaningfully and there must be true coordination between them.
5.4 Comparison with Previous Literature
The results broadly accord with evidence that parent-focused interventions can improve some psychological outcomes, but those interventions do not establish the effectiveness of integrated care. Kulasinghe et al. (2023) reported moderate reductions in parenting stress, and Mo et al. (2024) found varying benefits across mindfulness, cognitive behavioural therapy and psychoeducation. Conrad et al. (2021), however, found little or no clinically meaningful effect on parent wellbeing in parent-mediated interventions. Differences in populations, interventions, measures and review criteria limit direct comparison. The present review addresses a narrower question: whether planned coordination across services, settings or professionals improves parent mental health.
The results also align with qualitative research in the UK about parental frustration over disjointed pathways. Crane et al. (2016) found issues within parents' experiences of diagnosis and recent research found that parents felt overwhelmed when seeking mental health support for their children (Ashworth et al., 2025a; Ashworth et al., 2025b). These studies do not evaluate interventions, but they can help to shed light on how coordination and continuity might be significant psychologically.
Broader reviews of integrated care are similarly cautious. Pygott et al. (2023) identified substantial variation in definitions and outcomes, while Ghotane et al. (2024) judged certainty low or very low for outcomes in children with special health and care needs. These findings support the present review’s conclusion that policy endorsement and plausible mechanisms exceed the strength of evaluative evidence. Autism-specific inference remains limited because broader complex-needs populations may have different pathways and communication requirements.
5.5 Implications for Health and Social Care Practice
Practice implications must remain proportionate to the evidence. Services should measure parent/carer wellbeing alongside child and process outcomes, and coordination should include clear referral routes, information sharing, named responsibility and accessible follow-up. The East London workshop illustrates that multidisciplinary input can provide validation and peer connection, but parents also requested earlier access and continuing support. Integrated care should therefore reduce families’ navigation burden rather than merely increase contacts. With only two eligible studies, no optimal model can be recommended.
Given that there are two eligible studies, it is not possible to draw conclusions about an optimal model of integrated care. It facilitates a direction of travel: direction should be planned and assessed for coordination, communication and family involvement, which should include parental mental health.
5.6 Implications for UK Policy
Results have relevance to policy for joined-up care and coordinated care pathways for autism in the UK. National guidance emphasises the importance of working together across organisations and improved pathways for autistic people and their families (Department for Education and Department of Health and Social Care, 2021; NHS England, 2022; NHS England, 2023a; NHS England, 2023b) and NICE (2021) acknowledges that coordinated support is of benefit. Most of the guidance is relevant to England with the devolved countries having their own arrangements.
A commitment to integration is not evidence that it works, however. There was limited UK primary evidence to support an evaluated integrated-care intervention and outcomes related to parent or carer mental health, and implementation policy has progressed without evidence of outcomes. Commissioners and integrated care systems should consider using validated measures of parent and carer wellbeing in assessment of autism pathways, keyworker models and post-diagnostic support for enhanced accountability. These could be integrated with process measures including the completion of referral, waiting times and attendance and families' reports of continuity and support. Integrated care systems have local discretion in how pathways are commissioned and it will be difficult for national policy alone to ensure that parent wellbeing is measured, and it may be more feasible to do this through local commissioning specifications.
5.7 Strengths and Limitations of the Review
A key strength was the explicit operational definition of integrated care, which prevented parent involvement or multiple techniques alone from being classified as integration. Parent outcomes were separated from child outcomes, and quantitative effects from qualitative perceived benefits. Design-specific appraisal followed CASP and Cochrane guidance (Critical Appraisal Skills Programme, 2024; Higgins et al., 2024a; Table 4.3). Akan et al. (2026) was retained as qualitative evidence of a delivered coordinated model but analysed separately from the trial because it lacked a comparator.
The primary constraint is the limited small and disparate evidence base, preventing meta-analysis, subgroup analysis or clear conclusions regarding effective components. Both Akan et al., (2026) and the PACT-G wellbeing outcome were self-reported, and secondary, while neither study differentiated between integration and the broader intervention package.
The search was limited to MEDLINE and Embase, which identified 70 records; after nine duplicates, 61 were screened, 12 full texts assessed and two studies included. These databases provided complementary clinical and service coverage, but omission of PsycINFO, CINAHL and systematic grey-literature searching may have missed psychological, nursing or local-service evaluations. The small evidence base may therefore reflect both limited UK research and search coverage.
Screening and the appraisal was done by one reviewer, with challenging decisions discussed with supervisor, which reduces but not eliminates risk of selection and judgement error. Only English language reports from 2016 to 2026 were searched, and publications with positive results may have had an advantage. The studies were both carried out in England and the results are not necessarily applicable to Scotland, Wales or Northern Ireland.
Lastly, there were variations in how outcomes were measured between studies. Wellbeing, stress, emotional support, confidence and isolation are not synonymous and, as such, the review cannot make claims of benefits for anxiety or depression. The conclusions are most directly relevant to the wellbeing and perceived psychological benefit of parents.
5.8 Recommendations for Future Research
Future studies should test and compare integrated autism-care models directly and should have parent and carer mental health as an a priori outcome that is measured using a validated instrument reporting different subdomains of stress, anxiety, depression, psychological distress and wellbeing. Randomised or well designed controlled studies would further strengthen causal inference for both and prospective controlled service evaluations would serve for both where randomisation is not possible. Families that are usually under-represented in samples, such as families with language barriers and poverty/insecure employment, should be included because they represent families that are likely to be most vulnerable to fragmented systems.
Reports should be detailed and describe integration in particular, including the participants involved, how information is shared, who coordinates care, how continuity can be achieved, and what happens after the intervention ends – in order to distinguish integrated pathways from stand alone interventions by multi-disciplinary teams. Mechanisms, such as coordination, decreased navigation burden, and/or increased family confidence should also be tested for their ability to account for parent mental health changes. While qualitative work should not be dismissed as part of the evaluation, it should not be used as an alternative to quantitative evidence for making causal claims, and economic evaluation along with the qualitative should help commissioners determine if further coordination is worthwhile. Future reviews might extend the search to more databases, such as PsycINFO and CINAHL, and could include a comparison of UK findings with international evidence and research in Scotland, Wales and Northern Ireland would determine whether findings would transfer across UK systems.
5.9 Chapter Summary
UK evidence suggests that coordinated multidisciplinary models may support parental wellbeing, emotional support, confidence and reduced isolation, but it is too small and heterogeneous to establish whether integration caused these outcomes. Policy strongly favours integrated care, yet few evaluations measure parent/carer mental health. Future studies should define the integration mechanism, use validated outcomes, examine longer-term effects and distinguish coordination from therapeutic content. Chapter 6 presents the overall conclusions and recommendations.
CHAPTER 6: CONCLUSIONS AND RECOMMENDATIONS
6.1 Introduction
In this systematic review, the authors sought to investigate whether the integrated care interventions led to any improvement in the mental health of parents and carers of autistic children compared to usual care or non-integrated care, if there is control group data. It was limited to research in the UK. The care of an autistic child may require ongoing emotional and practical and organisational support, which is typically divided between health, education and social care. The dissertation thus sought to address the question of whether a conscious effort to coordinate care at the boundaries of professions/services/settings is associated with better psychological outcomes for the parents and carers who receive the care.
6.2 Answer to the Research Question and Overall Conclusion
A total of 70 records were retrieved from the MEDLINE and Embase search. Sixty-one records were screened after nine duplicates were removed, 12 full-text reports were assessed and two studies fulfilled the eligibility criteria: the PACT-G randomised controlled trial (Green et al., 2022); and a qualitative study of a multidisciplinary post-diagnostic workshop in East London (Akan et al., 2026). The reporting of the two studies was different and they were not pooled.
PACT-G coordinated parent-mediated communication work across home and education and reported improved parental wellbeing (effect 0.44, 95% CI 0.08–0.79; p=0.016), although wellbeing was secondary and self-reported and the blinded primary child outcome did not differ. Akan et al. (2026) reported validation, reduced isolation, confidence, acceptance and perceived family stress reduction among 29 parents. However, the qualitative study lacked a comparator and validated pre/post mental-health measure, and some parents requested earlier access and continued follow-up.
The research question therefore receives a qualified answer. Coordinated models were associated with improved wellbeing or perceived psychological benefit, but UK evidence does not show that integration itself caused the change. Therapeutic content, professional contact, peer support and increased knowledge may also explain the findings. The evidence cannot be generalised to anxiety or depression. Integrated care is potentially beneficial, but its effectiveness for UK parent and carer mental health remains unconfirmed.
6.3 Reflection on the Research Approach and Emerging Insights
The research question was appropriate for a systematic review. It was able to identify, screen and appraise the evidence against a set of predetermined criteria and the objectives were partially met. Objectives 1 and 4 were achieved: eligible UK studies were identified and quality of the studies and strength of the evidence appraised including confidence in the wellbeing finding which was judged to be low. Objective 2 was only partially achieved as the five domains were only marked as present or not present and no level of integration was marked. Objective 3 was also partially achieved as there was one quantitative estimate of wellbeing and qualitative accounts; however, no estimates for stress, anxiety, depression, psychological distress or coping. This was based on an operational definition of integrated care. It avoided counting parent-support programmes as integrated care, because they involved families, and it maintained the synthesis on the planned coordination of professionals, services, settings or sectors.
The evidence base from the same discipline was very small and the limits of the review are acknowledged. Two databases were searched, but not psychology and nursing databases like PsycINFO and CINAHL. Screening and appraisal were carried out by a single reviewer. Both studies were conducted in England and searched for English language reports from 2016 to 2026. However, the small number of studies could represent the search as well as a true lack of UK research and the review cannot distinguish between these.
Three insights emerged. First, UK policy promotes integrated and family-centred care, but few autism-service evaluations measure parent mental health. Second, family-centred and integrated care overlap but are not equivalent; parent benefit does not prove an integration effect. Third, integration comprises distinct domains—coordination, communication, continuity, accessibility and family involvement—with potentially different mechanisms. PACT-G also showed that parent wellbeing can improve without change in the primary child outcome, reinforcing the need to measure parent outcomes separately.
6.4 Recommendations for Practice and Policy
Services offering coordinated autism pathways should measure parent/carer wellbeing alongside child and process outcomes. Referral routes, responsibility for follow-up, information sharing and accessible contact should be explicit. Multidisciplinary involvement alone is insufficient if families remain responsible for connecting health, education and social care. Accessibility should include timely provision, language support and manageable information, not only digital delivery.
Policy endorsement of integrated care should not be interpreted as evidence of effectiveness for families. Commissioners and integrated care systems may consider adopting validated measures of wellbeing for parents and carers to use in assessments of autism pathways, keyworker models and post-diagnostic support, as well as using process measures and families' experiences of continuity. A lot of the national guidance mentioned in this dissertation is specific to England, and for Scotland, Wales and Northern Ireland to evaluate the same guidance before applying it across the UK.
6.5 Recommendations for Future Research
The key recommendation is that there needs to be a bigger and more robust evidence base in the UK. Future research should directly assess integrated autism-care models, the outcome of parent and carer mental health outcomes would be pre-established and assess using validated instruments that allow stress, anxiety and depression outcomes and psychological distress and wellbeing outcomes to be separated. Randomised or well-designed controlled studies with larger samples and longer follow-up would enhance causal inference and indicate if benefits are sustained.
Studies should specify who participates, shares information and coordinates care, how continuity is maintained and what follows the intervention. Separating coordination from therapeutic content would allow testing of whether parent outcomes change through continuity, reduced navigation burden or increased family confidence. Mixed-methods designs can quantify change while explaining families’ experiences.
Families that are frequently under-represented in research – such as those who speak languages other than English, or those who are experiencing language barriers, poverty or insecure employment – are likely to be most vulnerable to the effects of fragmented systems. Future reviews could expand their search to include additional databases such as PsycINFO and CINAHL, as well as include comparisons of the UK results to international evidence.
6.6 Contribution and Significance of the Dissertation
The dissertation makes three contributions. The first one is conceptual. It outlined a conservative operational definition of integrated care and a conceptual framework developed by the authors, building on the WHO Framework on Integrated People-Centred Health Services, which differentiates coordination, communication, continuity, accessibility and family involvement. This enabled integrated care to be distinguished from stand-alone parent programmes which are often used as evidence of integrated care.
The second is testimonial. This review reveals that the direct evidence for the link between integrated autism care and parent and carer mental health in the UK is more limited than the broader literature on autism interventions and parent support and multidisciplinary provision indicates. Evidence that the services are integrated does not indicate what the impact is on parental mental health unless this is measured, and evidence that parental mental health is improved does not necessarily indicate that integration is causing the improvement.
Thirdly, it's practical. The dissertation brings a new perspective on the importance of parental wellbeing as an outcome of family-facing services rather than as background context, providing a more solid foundation for judging integrated autism pathways.
6.7 Final Conclusion
Integrated care and family-centred care might be useful for UK parents and carers of autistic children, but this systematic review did not find enough evidence to demonstrate consistent effectiveness. Only two UK studies fulfilled the inclusion criteria, and these studies varied in design, interventions and methods of outcome measurement. Parental wellbeing was reported as a secondary quantitative outcome by PACT-G, and parents’ perceived emotional and psychological benefits were reported by the East London post-diagnostic workshop evaluation. Both studies suggested that there might be positive outcomes, but neither study directly attributed the outcomes to integration. This means it is important to interpret the findings with caution and not view them as proof that integrated care will automatically lead to less stress, anxiety or depression among parents or to improved wellbeing.
However, the review found that a few characteristics of services might be significant for families. More positive experiences were linked to the coordination of professionals, good communication, continuity of services and family involvement. These may alleviate the pressure on parents who have to deal with disjointed health, education and social-care systems. However, families need more than service coordination when they experience delays in services, a lack of clear accountability among professionals, inadequate follow-up, and a lack of practical or emotional support. Integrated care should therefore be assessed not only in terms of the level of collaboration between organisations but also according to whether the collaboration generates outcomes that parents and carers perceive as beneficial.
The central conclusion is that parent and carer mental health should not simply be assumed to be an indirect benefit of integrated autism care; it should be treated as a core outcome. Future UK evaluations should clearly specify the integrated-care model, differentiate between the coordination of care and therapeutic content, and include validated measures of stress, anxiety, depression, psychological distress and wellbeing. Comparative and longitudinal designs would also assist in assessing whether improvements are sustained and whether they can reasonably be attributed to the integrated-care component. This requires clearer and more transparent reporting of parent and carer outcomes.
In sum, this review adopts a cautious but constructive position. Integrated and family-centred care remains a potential approach when it is accessible, ongoing and responsive to families’ needs. However, policy endorsement and organisational integration should not be interpreted as evidence of effectiveness without direct evaluation. Demonstrating measurable improvements in parents’ and carers’ experiences and wellbeing would move the field from policy aspiration towards tangible evidence for families, practitioners and commissioners.
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APPENDICES
Appendix 1: Search strategies
The review searched MEDLINE and Embase for UK evidence published from 2016 to 2026. The strategies below reproduce the concept blocks described in Chapter 3. Aggregate flow counts are reported in Figure 4.1. Database-specific search dates and yields were not available in the retained review record.
A1.1 MEDLINE strategy (Ovid syntax)
1. exp Autism Spectrum Disorder/
2. (autis* or "autism spectrum disorder*" or ASD).ti,ab,kf.
3. 1 or 2
4. exp Parents/ or exp Caregivers/
5. (parent* or carer* or caregiver* or mother* or father* or famil*).ti,ab,kf.
6. 4 or 5
7. Delivery of Health Care, Integrated/ or Patient Care Team/ or Case Management/ or Continuity of Patient Care/
8. ("integrated care" or "coordinated care" or "care coordination" or multidisciplinary or interprofessional or interdisciplinary or "collaborative care" or "case management" or "key worker*" or "joined-up care" or "integrated service*").ti,ab,kf.
9. 7 or 8
10. exp United Kingdom/ or ("United Kingdom" or UK or England or Scotland or Wales or "Northern Ireland" or NHS).ti,ab,kf,in.
11. 3 and 6 and 9 and 10
12. limit 11 to (english language and yr="2016-2026")
Optional precision block: (stress or anxi* or depress* or distress or wellbeing or "well-being" or coping or "mental health" or "parent* self-efficacy").ti,ab,kf. or Stress, Psychological/ or Mental Health/.
A1.2 Embase strategy (Ovid syntax)
1. exp autism/ or (autis* or "autism spectrum disorder*" or ASD).ti,ab,kw.
2. exp parent/ or exp caregiver/ or (parent* or carer* or caregiver* or mother* or father* or famil*).ti,ab,kw.
3. exp integrated health care system/ or exp multidisciplinary team/ or exp case management/ or exp continuity of care/ or ("integrated care" or "coordinated care" or "care coordination" or multidisciplinary or interprofessional or interdisciplinary or "collaborative care" or "case management" or "key worker*" or "joined-up care" or "integrated service*").ti,ab,kw.
4. exp United Kingdom/ or ("United Kingdom" or UK or England or Scotland or Wales or "Northern Ireland" or NHS).ti,ab,kw,in.
5. 1 and 2 and 3 and 4
6. limit 5 to (english language and yr="2016-2026")
Appendix 2: PRISMA 2020 checklist
The checklist below identifies where each PRISMA 2020 reporting item is addressed and records remaining limitations transparently.
	Item
	Topic
	Where reported
	Status

	1
	Title identifies a systematic review
	Title page
	Reported

	2
	Structured abstract
	Abstract
	Reported

	3
	Rationale
	Sections 1.7 and 2.7
	Reported

	4
	Objectives
	Sections 1.8–1.10
	Reported

	5
	Eligibility criteria
	Section 3.6; Table 3.2
	Reported

	6
	Information sources and last search date
	Section 3.4; Appendix 1
	Partly reported: last search dates unavailable

	7
	Full search strategy
	Section 3.5; Appendix 1
	Reported as reproducible syntax

	8
	Selection process
	Section 3.7
	Reported; single-reviewer limitation stated

	9
	Data collection process
	Section 3.8
	Reported

	10
	Data items
	Section 3.8
	Reported

	11
	Risk-of-bias assessment
	Sections 3.9 and 4.6; Appendices 3–4
	Reported

	12
	Effect measures
	Section 4.4
	Reported

	13
	Synthesis methods
	Section 3.10
	Reported

	14
	Reporting-bias assessment
	Section 4.7
	Not feasible with two heterogeneous studies

	15
	Certainty assessment
	Section 4.6
	Narrative judgement; no formal grading

	16
	Study selection and exclusions
	Section 4.2; Table 4.1; Figure 4.1
	Aggregate reasons reported; itemised exclusion log unavailable

	17
	Study characteristics
	Table 4.2
	Reported

	18
	Risk of bias in studies
	Section 4.6; Table 4.3
	Reported

	19
	Results of individual studies
	Section 4.4
	Reported

	20
	Results of syntheses
	Section 4.7
	Reported

	21
	Reporting biases
	Section 4.7
	Assessment not feasible

	22
	Certainty of evidence
	Section 4.6
	Narrative judgement

	23
	Discussion, limitations and implications
	Sections 5.1–5.8
	Reported

	24
	Registration and protocol
	Appendix 5
	Not registered; no protocol published

	25
	Support
	Appendix 5
	No external funding

	26
	Competing interests
	Appendix 5
	None declared

	27
	Availability of data and materials
	Appendix 5
	Retained records described; gaps stated


Appendix 3: CASP randomised controlled trial checklist
Study appraised: Green et al. (2022), PACT-G.
	No.
	CASP question
	Answer
	Evidence and notes

	1
	Did the trial address a clearly focused issue?
	Yes
	PACT-G plus treatment as usual was compared with treatment as usual for autistic children aged 2–11 years; parental wellbeing was a secondary outcome.

	2
	Was assignment to interventions randomised?
	Yes
	Participants were allocated 1:1 using block randomisation stratified by site, age band and gender.

	3
	Were all participants accounted for?
	Yes, with minor attrition
	249 participants were randomised and 248 were included in the intention-to-treat population.

	4
	Were participants, staff and assessors blinded?
	Partly
	Parents and providers could not be blinded. Assessors were masked for the primary child outcome; parent wellbeing was self-reported.

	5
	Were groups similar at baseline?
	Yes
	Random allocation and the reported baseline comparison support initial comparability.

	6
	Were groups treated equally apart from the intervention?
	Mostly
	Both arms received treatment as usual; PACT-G was the additional coordinated intervention.

	7
	How large was the treatment effect?
	Positive secondary effect
	Parental wellbeing effect 0.44 (95% CI 0.08–0.79; p=0.016). The primary ADOS-2 outcome was not significant.

	8
	How precise was the estimate?
	Moderate to low
	The confidence interval was relatively wide and the lower bound was close to zero; wellbeing was a secondary outcome.

	9
	Can results be applied locally?
	Partly
	The three English sites support UK relevance, but transferability to Scotland, Wales and Northern Ireland is uncertain.

	10
	Were clinically important outcomes considered?
	Partly
	Child, process and parent outcomes were reported; separate parental anxiety and depression estimates were not provided.

	11
	Are benefits worth harms and costs?
	Unclear
	Adverse events were similar between groups; costs were not assessed in this review.

	Overall
	Overall judgement
	Moderate confidence
	This is the strongest included quantitative evidence, but parental wellbeing was secondary and unblinded, and the independent effect of coordination cannot be isolated.


Appendix 4: CASP qualitative checklist
Study appraised: Akan et al. (2026), multidisciplinary post-diagnostic psychoeducational workshop.
	No.
	CASP question
	Answer
	Evidence and notes

	1
	Was there a clear statement of aims?
	Yes
	The study explored parents’ experiences of a multidisciplinary post-diagnostic psychoeducational workshop.

	2
	Was qualitative methodology appropriate?
	Yes
	Qualitative inquiry was appropriate for understanding experience and perceived psychological impact.

	3
	Was the research design appropriate?
	Yes
	Semi-structured interviews and thematic analysis addressed the exploratory aim.

	4
	Was recruitment appropriate?
	Partly
	Parents who had attended during the previous year volunteered; self-selection is possible.

	5
	Was data collection appropriate?
	Yes
	Semi-structured interviews were conducted with 29 parents and carers.

	6
	Was the researcher-participant relationship considered?
	Unclear
	The available reporting did not permit a firm judgement about reflexivity or the researchers’ relationship with the service.

	7
	Were ethical issues considered?
	Unclear
	Ethical safeguards could not be fully judged from the information retained for this review.

	8
	Was analysis sufficiently rigorous?
	Partly
	Thematic analysis produced coherent positive and negative themes, but the review could not fully verify all analytic safeguards.

	9
	Was there a clear statement of findings?
	Yes
	Findings included emotional support, reduced isolation, confidence and perceived stress reduction, alongside requests for earlier access and follow-up.

	10
	How valuable was the research?
	Moderate
	It provides useful UK service evidence of perceived benefit but cannot establish causal effectiveness.

	Overall
	Overall judgement
	Low-to-moderate confidence
	The study offers relevant qualitative evidence, but self-selection, retrospective reporting, absence of a comparator and no validated pre/post measure limit confidence.


Appendix 5: Review transparency statements
A5.1 Registration and protocol
This systematic review was not registered, and no separate protocol was published.
A5.2 Funding
No external funding was received for this dissertation.
A5.3 Competing interests
The author declares no competing interests.
A5.4 Availability of review materials
The search syntax and completed appraisal checklists are provided in Appendices 1, 3 and 4. Aggregate screening counts and reasons for exclusion are reported in Chapter 4. Database-specific search dates and yields, and an itemised full-text exclusion log, were not available in the retained review record.
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Figure 4.1 PRISMA 2020 Flow Diagram
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Figure 4.1 PRISMA 2020 flow diagram of study selection

Study selection for the systematic review of UK integrated-care interventions and parent/carer mental-health outcomes (2016-2026).
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Figure 2.1: Conceptual Framework - Integrated, People-Centred and Family-Centred Care
Source: Adapted from World Health Organization (2016), Framework on Integrated, People-Centred Health Services.
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