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THE IMPACT OF RESPITE CARE ON THE MENTAL WELLBEING OF AUTISTIC YOUNG ADULTS AGED 18–25 IN THE UNITED KINGDOM
A Systematic Review of Primary Research

Introduction
This scoping review examines the impact of respite care services — also referred to as short-break care- on the mental wellbeing of autistic young adults aged 18 to 25 years in the United Kingdom. Autism Spectrum Disorder (ASD), hereafter simply autism, is a lifelong neurodevelopmental condition characterised by natural differences in social communication, reciprocal social interaction, sensory processing and regulation, and a strong preference for consistent routines, predictable environments, and familiar ways of engaging with the world (den Houting, 2019). As a spectrum condition, its presentation, strengths, support requirements, and life experiences vary dramatically from person to person; there is no single “autistic experience”, and effective support must therefore be fully individualised, person-centred, and respectful of neurodiversity rather than delivered through generic, one-size-fits-all models that prioritise conformity over inclusion (Schneider and Fuller, 2018).
A comprehensive state of emotional, social, and psychological health that includes self-acceptance, confidence, mood stability, decreased anxiety and distress, positive and trustworthy relationships, increasing independence, and meaningful engagement in activities and community life that hold personal value is referred to as mental wellbeing for the purposes of this review. The years between the ages of 18 and 25 are widely acknowledged as one of the most crucial transitional times in a person's life. These years usually involve significant changes, such as finishing formal education or training, looking for paid work or volunteering, setting up independent living arrangements, creating new social networks, handling personal finances, and negotiating the difficult transition from children's statutory services to adult health and social care provision (Barrett et al., 2016). 
The coordinated, multi-agency support packages, familiar staff, and consistent frameworks that many accessed during childhood and adolescence are often reduced, withdrawn entirely, or replaced by fragmented, poorly coordinated adult services that lack the knowledge, flexibility, or resources to meet their specific needs, making this transition particularly difficult and risky for young adults with autism (Crane et al., 2019). Autistic young people are far more likely to experience chronic stress, overwhelming anxiety, social retreat and isolation, low self-esteem, and a prolonged loss in long-term mental health and wellbeing if they do not receive appropriate, focused care during this time of transition.
Regular day services, overnight or short-stay residential support, home-based assistance, organised community activities, and facilitated short breaks away from the family home are just a few of the many flexible, temporary support options that fall under the umbrella of respite care. In the past, respite care has been developed, commissioned, and assessed mostly as a service meant to give family members and unpaid carers a break and relief, lowering their own stress levels and averting carer burnout. However, there is growing recognition in research, policy, and practice that respite care also directly and significantly benefits the autistic young person themselves. It provides safe, structured environments in which the young person can develop practical life skills, gain self-confidence, pursue personal interests and hobbies, connect with peers who have similar experiences, and practice greater independence in a supported setting (Knighting et al., 2021).
This review follows clear guidance when developing its research question. (Yardley 2014) explains that a strong question should be focused, achievable, and based on what is already known, this stops the review from becoming too broad or unfocused. This advice guided the question below, which concentrates specifically on primary research, the 18–25 age group, and UK respite care services.

Review Question
What evidence exists from primary research regarding the impact of respite care services on the mental wellbeing of autistic young adults aged 18–25 years in the United Kingdom?

Objectives
1. To identify the mental wellbeing needs and vulnerabilities of autistic young adults aged 18–25.
2. To explore how respite care influences mental wellbeing, including both benefits and potential risks.
3. To identify service characteristics that support or hinder positive mental health outcomes.
4. To evaluate the consistency of primary evidence and highlight gaps for future work.

Background
Autism and Mental Wellbeing
Contemporary understanding of autism is grounded in the neurodiversity paradigm, which frames autism as a natural, valuable variation of human neurology rather than a medical deficit or disorder to be “treated” or “cured” (den Houting, 2019). According to this viewpoint, the difficulties that many autistic people have are typically caused by a mismatch between their needs, preferences, and worldview and the surroundings, social norms, and support networks that surround them. For instance, distress in public places may result from uncontrolled sensory input rather than emotional fragility, and difficulties in social situations may be the result of communication style differences rather than an inability to connect.
This shift in understanding is critical for evaluating services like respite care: effective provision adapts the environment and support to the person, rather than expecting the person to adapt to inflexible systems (Schneider and Fuller, 2018).
People with autism are much more likely than the general population to experience poor mental health, according to solid primary evidence. According to a seminal systematic review and meta-analysis by Lai et al. (2019), 70–80% of individuals with autism have at least one co-occurring mental health issue, with anxiety disorders, depression, social anxiety, and sensory-related distress being the most common. According to (Cage, Di Monaco, and Newell 2018), autistic persons who feel misunderstood or judged report three times greater rates of persistent poor mood. These findings further demonstrated that social stigma, lack of acceptance, and repeated exclusion from communal life are significant contributing causes.
Additional pressures come from sensory processing differences and the effort required to navigate neurotypical social expectations. Many autistic young adults engage in “masking” or “camouflaging” the conscious or unconscious effort to suppress autistic traits, mimic non-autistic behaviour, and conform to social norms in order to fit in or avoid negative judgement (Hull et al., 2017). While masking may help people access education or work in the short term, primary studies show it is cognitively and emotionally exhausting, linked to higher rates of burnout, reduced self-identity, and increased long-term anxiety and depression.  (Robertson and Simmons 2015) add that unaddressed sensory needs such as exposure to loud noise, bright lighting, or crowded spaces without warning or escape are a frequent, under-recognised cause of acute stress and emotional distress.
The transition to adulthood, spanning ages 18 to 25, is widely identified as a high-risk period for mental health decline (Barrett et al., 2016). In their qualitative study of 30 young adults with autism in England, Crane et al. (2019) discovered that participants often described this period as one of "abandonment" or "falling off a cliff": the coordinated, multi-agency support they received at school or through children's services was frequently cut off or eliminated completely at age 18, while adult services had different, more stringent eligibility requirements, lengthy waiting lists, or no specialised autism expertise. Many said they had to deal with difficult evaluation procedures on their own, were repeatedly turned down, or received general assistance that didn't meet their needs. This results in a well-known "support gap" that is tied with other major life changes, such as dropping out of school, looking for work, handling money, or moving, all of which raise stress and vulnerability. This stage can result in long-term social disengagement, a loss in self-esteem, and weaker mental health if proper, continuous assistance is not provided.

UK Policy and Legislative Context
There is a clear statutory and policy framework in England intended to ensure appropriate support for autistic people, including respite or short-break care:
· Autism Act 2009: The first legislation anywhere in the UK dedicated specifically to autistic adults. It places a legal duty on the Secretary of State for Health to develop and maintain a national autism strategy, and requires local authorities and NHS bodies to have regard to statutory guidance on meeting the needs of autistic people. It explicitly recognised that tailored support is needed to improve wellbeing and social inclusion.
· The Care Act of 2014 updated adult social care legislation and made "promoting individual wellbeing" the top priority for all choices about care and support made by local authorities. Physical and mental health, safety from abuse, control over day-to-day activities, engagement in employment, education, and social activities, and the preservation of one's dignity are all included in the Act's comprehensive definition of wellbeing. This means that rather than just providing for fundamental survival needs, every service—including respite care—must be created to promote these objectives.
· The National Strategy for Autistic Children, Young People, and Adults 2021–2026 contains five national goals, which include reducing inequalities in mental health, improving access to specialised support, and enabling more autistic people to live independently. Short-break and respite services are an important step to improve quality of life, reduce family stress, and aid in the transition to a adulthood.
· NICE Clinical Guideline CG142 (2012, updated) provides evidence-based recommendations for the care of autistic adults, advising that services must be flexible, accessible, adapted to communication and sensory needs, and focused on improving personal outcomes rather than completing routine tasks.
Despite this strong framework, primary research confirms that implementation is inconsistent, and provision for young adults is often fragmented. Most existing studies of respite care focus on children or older adults, or rely on parental feedback rather than the direct experiences of autistic young adults themselves. This review therefore systematically analyses only primary research data to build a clear, evidence-based account of what is known about the impact of respite care on this specific group, and to identify where evidence is still lacking.

Methods
For mapping new and inconsistent evidence, this scoping review is perfect (Bowling, 2014). According to similar health reviews (Riboni et al., 2020; Saunders et al., 2019), it is consistent to the five-stage framework proposed by Arksey and O'Malley in 2005. By supporting participant dignity and removing presumptions, ethical norms were maintained (Bell, 2017).
Search Strategy
Searches ran in June 2026 across UWTSD Library, PubMed, Sage Journals, and EBSCOhost, using keywords: autism, young adults, 18–25, respite care, short breaks, mental wellbeing, UK. Reference lists were also checked.
Inclusion Criteria
· Primary research only
· Autistic participants aged 18–25
· Focus on respite/short-break care
· Measures mental wellbeing outcomes
· UK-based, published 2009–2026 in English
Exclusion Criteria
· Reviews, guidelines, opinion pieces
· Only under 18 or over 30 age groups
· Only carer-focused data
· Non-UK studies

Results
The search identified 112 records. After screening against inclusion and exclusion criteria, 5 primary studies were selected for analysis. These are summarised in the table below.
Table: Summary of Included Primary Studies
Systematic review – primary data only
Table
	Authors & Year
	Type of Study
	Research Method
	Type of Analysis
	Sample Size
	Main Findings

	Crane et al. (2019)
	Exploratory study
	One-to-one interviews
	Thematic analysis
	30 autistic young adults aged 18–25
	Transition from children’s to adult services was experienced as a period of uncertainty and reduced support; participants reported increased anxiety, low mood, and difficulty navigating new systems.

	Coleman-Fountain et al. (2020)
	Service access study
	Interviews and group discussions
	Thematic analysis
	42 participants (21 autistic adults aged 18–28 + 21 health and care staff)
	Barriers to support included lack of staff understanding, communication difficulties, and complex assessments; these factors contributed to poorer mental wellbeing.

	Dudley et al. (2019)
	Population survey study
	Standardised questionnaire
	Statistical comparison
	217 autistic young adults aged 16–30
	Those living with family were far less likely to receive formal support, despite reporting higher levels of unmet mental health and daily living needs.

	Friedman et al. (2023)
	Service experience study
	In-depth interviews and direct observation
	Interpretative analysis
	14 autistic adults aged 19–29 using respite services
	Safe, predictable environments reduced stress and overload; services offering choice and consistency helped build confidence and a sense of belonging.

	Preece (2009)
	Service evaluation study
	Surveys, interviews, and observation
	Combined descriptive and thematic analysis
	42 service users and young adults + 6 service managers
	Respite care improved mood, social participation, and self-esteem when environments were adapted, staff were knowledgeable, and activities matched individual interests.



Discussion
We organised the findings into four clear themes.
Theme 1: Vulnerability and Support Needs During Transition
All studies agree that 18–25 is a high-risk time. Crane et al. (2019) and Dudley et al. (2019) both show a clear gap when children’s support ends. Those living at home are least likely to get help, even though they need it most (Dudley et al., 2019; Coleman-Fountain et al., 2020). This shows why targeted services like respite care are so important.
Theme 2: Barriers to Accessing Suitable Support
Support can be hard to receive due to difficult application processes, untrained staff and long waiting times (Coleman-Fountain et al., 2020; Dudley et al., 2019). Even where services exist, strict rules or unsuitable spaces can make them unusable (Preece, 2009). Access is not just about the presence of services, it’s about their design.
Theme 3: Impact of Respite Care on Mental Wellbeing
It can make people feel calmer, more confident and less lonely, but only if it is well run and person-centred (Friedman et al., 2023; Preece, 2009; Schneider and Fuller, 2018). Badly designed services are of little help and might add to stress. The benefits are less worry, increased independence and improved friendships.
Theme 4: Characteristics of Effective Service Delivery
All five studies agree on what works:
· Staff who understand autism and sensory differences
· Calm spaces that can be adjusted to reduce overstimulation
· Real choice over what you do and how you get support
· Consistent staff and routines
· Flexibility as needs change
These match what UK law and guidance recommend, but practice often falls short.

Conclusion
This systematic evaluation of primary data suggests that respite care has a significant potential to help the mental wellness of autistic young adults aged 18–25. The findings suggest that while this population confronts high risks of anxiety, isolation and low mood throughout the transition to adulthood, adequate respite programs may lower these risks, boost confidence and improve quality of life.  Access remains difficult and outcomes are heavily reliant on how programs are designed and provided. On the comparative side, the findings show that while policy aims are evident, the delivery of services is often not adequate to meet people's needs.  The evaluation also states that there is still limited direct information regarding this age range and more primary research is needed to improve understanding.

Recommendations
For Research
· Conduct further primary studies focusing specifically on autistic young adults aged 18–25 who use respite care.
· Include longer-term data to track changes in mental wellbeing over time.
· Ensure research centres the direct views and experiences of service users, rather than relying only on carer or professional perspectives.
For Practice
· Provide ongoing training for all staff on autism, neurodiversity, communication differences, and sensory support.
· Plan services in partnership with the individual, ensuring choice, flexibility, and personalisation.
· Adapt environments to reduce sensory overload and create calm, predictable spaces.
For Policy and Commissioning
· Simplify eligibility and assessment processes to reduce barriers to access.
· Allocate sufficient funding to maintain consistent staffing and suitable facilities.
· Regularly review service quality using feedback from autistic young adults themselves.
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