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Abstract 
 

Introduction. This thesis aimed to explore parental perspectives on the transition to 

adulthood for autistic youth. This is important given the centrality of parents in youth’s lives, 

and the family transition occurring during this time of their youth’s development. The 

transition to adulthood in the context of this research was viewed as both a developmental 

shift in life stage, and as a multitude of service shifts.  

 

Methods. This thesis is a culmination of two research studies. Study 1 is a systematic review 

and thematic synthesis centred on parental experiences of their autistic son/daughter’s 

transition to adulthood. It specifically aimed to identify parents’ experiences of their support 

and caregiving roles during this transition, and how this transition impacts them. Study two 

aimed to elucidate the experiences and perspectives of parents of autistic adults with an 

intellectual disability on the transition to adulthood and adult services. This study is a 

grounded theory study deemed necessary due to the limited research base exploring this 

phenomenon with this specific population subset, and within an Irish context.  

 

Results. The findings of study one indicated numerous parental roles undertaken during the 

transition to adulthood. It highlighted the significance of parents within this transition in 

fighting for access to appropriate services, in spearheading the planning and preparation for 

the transition to adulthood generally, and in continuing to plan for their youth’s future care as 

their ultimate demise becomes more apparent during this time. The impacts of this transition 

on parents’ psychological wellbeing, life circumstances and relationships are vast. Study two 

highlighted the complexities of transitioning in an Irish context, and how parents and families 

adjust to changes in this complex process. A model for familial adjustment in the transition to 

adulthood was developed.  

 

Conclusions. This research highlighted several areas requiring attention when considering 

parents and family’s needs as they navigate transition. Above all else, two points are clear: 1) 

parents and families require a greater level of targeted support during this time; and 2) the 

transition process requires more clarity and transparency so that families are informed with 

regards to the future of their child.   
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Glossary of Terms 

Disability 

Disability “refers to the interaction between individuals with a health condition (e.g. cerebral 

palsy, Down syndrome and depression) and personal and environmental factors (e.g., 

negative attitudes, inaccessible transportation and public buildings, and limited social 

supports.” (World Health Organisation, 2021).  

Autism 

Autism has been historically understood as a neurodevelopmental disorder, characterised by 

various impairments. These include deficits in social communication and social interaction, 

and restricted repetitive patterns of behaviour, interests, and activities (American Psychiatric 

Association, 2013). Recently, stakeholders within the autism community have begun to adopt 

a neurodiversity approach to understanding autism. The premise of this approach is that 

throughout the population, there is natural variance in brain developments and structures. 

Therefore, this approach suggests that neuronal variances, such as those evident in autistic 

individuals, are better viewed as variations different from the neurotypical brain, rather than 

disorders (Lorenz et al., 2017).   

Intellectual Disability 

Intellectual Disability is characterised by impairments in one’s mental abilities that impact 

their adaptive functioning across three domains; conceptual, social, and practical, according 

to the Diagnostic and Statistical Manual of Mental Disorders – Fifth Edition (DSM-5).  The 

conceptual domain refers to skills in language, reading, writing, reasoning, memory, 

knowledge, and math. The social domain includes empathy, interpersonal communication, 

making and retaining friendships, and social judgement. The practical domain refers to the 

person’s ability to manage personal care, money management, work, recreation, and 

organising school and work tasks (American Psychiatric Association, 2013). 

Transition 

Transition has been defined as a “passage from one state, stage, subject, or place to another” 

(Merriam-Webster, 2020). In addition, it has been referred to as a period of instability and 

confusion, with an endpoint that brings with it a new sense of stability, (Im, 2011; Ludvigsen 
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et al., 2014). In terms of the conceptualisation of the transition to adulthood, it can be viewed 

in many ways due to the number of changes occurring during this time. It has been 

understood as a life phase transition i.e., childhood to adulthood, and as an institutional status 

transition i.e. a move from child to adult-based services (O’Brien et al., 2011). This thesis 

adopts a broad understanding of transition, as during this phase of an individual’s life, there is 

a multitude of changes occurring, including developmental shifts, and a move to adult 

focussed services. In this research, these are understood as overlapping processes that are not 

occurring in isolation and are therefore considered collectively.  

Stress 

Stress has been defined as “the feeling of being overwhelmed or unable to cope with mental 

or emotional pressure” (Mental Health Foundation, 2021). 

Adjustment  

Psychological or psychosocial adjustment and adaptation are overlapping terms, which are 

often used interchangeably (Marini et al., 2016), though some researchers attempt to separate 

the overlapping concepts (e.g., Livneh and Antonak, 1997). Psychological or psychosocial 

adjustment can be defined as the accommodation of individuals to a life changing event or 

transition (Anderson, Keith, & Novak, 2002 as cited in, Stubley & McCroy, 2014). In 

psychology, this can be defined as “……the relative degree of harmony between an 

individual’s needs and the requirements of the environment” (Anderson, Novak, & Keith, 

2002, p. 32 as cited in Stubley & McCroy, 2014). Adjustment can take many forms as can be 

seen in the multitude of evident theories as applied to disability, including Stage Theories, 

Somatopsychology, Disability Central Model, Ecological Models, Recurrent or Integrated 

Model of Adjustment, Chaos Theory of Adjustment, and Stress Theories (see Marini et al., 

2012).   
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Language and Autism 

There has been a shift to identity first language when referring to those in the autism 

community, largely due to a majority preference expressed by this community. This 

preference is reflected in recommendations for language use outlined by the National 

Institute for Health and Care Excellence (NICE) guidelines (2019) where autistic person is 

recommended as the correct and appropriate terminology. Therefore, the language autistic 

person/youth/individual will be utilised throughout the write-up of this thesis to respect the 

majority preference and updated guidelines for use of language with this population. 

Nevertheless, in cases where families in this community that participated in this research 

highlight a preference for use of traditional person first language i.e., person with autism/on 

the autism spectrum, this will be utilised in this case.  
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Chapter 1: Introduction 

Research Aims 

This thesis is focussed on parental perspectives on the transition to adulthood for autistic 

youth. The primary aims of the research are as follows:  

1. To elucidate the experiences of parents of autistic youth in the transition to adulthood 

and adult services, internationally and in an Irish context.  

2. To understand better the transition process, when concerned with autistic youth 

generally, and specifically with regards to those with co-occurring intellectual 

disability.  

3. To develop a tentative theory/framework of transition grounded in parents’ 

experiences of the transition to adulthood in Ireland.  

4. To develop recommendations addressing any concerns or challenges of transitioning 

to adulthood and associated services identified during the research.  

5. To inform further research on transitioning for families of autistic youth.  

6. To inform guidelines/policy pertaining to the transition to adulthood and/or associated 

adult services.  

The Covid-19 Pandemic  

This research was undertaken during the Covid-19 pandemic. This is a time of 

significant change and uncertainty for all individuals, including parents of autistic adults. In 

addition, it is likely that Covid-19 features as a concern for parents given the impact it has 

had on the operation of adult services, with reports indicating disruption for 70% of 

individuals in one review (Oakley et al., 2021). Though many of the parent participants had a 

son/daughter that became an adult prior to the pandemic, participating in research during a 

pandemic is likely impacted by challenges associated with the pandemic. The research 

methodologies chosen for the empirical paper reflect decisions made in the context of the 

current pandemic, so as to best support parents choosing to participate. Attempts to complete 

research during a pandemic are understandably more challenging, and it’s likely that several 

research elements were hampered e.g., only certain recruitment strategies and data collection 

methods i.e., remote interviewing, are possible during a pandemic due to limited in-person 

contact. In addition, it is possible that the impact of the pandemic on families of autistic 
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adults with an intellectual disability makes awarding time to research participation more 

challenging. With regards to the impact that the pandemic has had on families, there has been 

an increasing research base. Published research has investigated the impact of the covid-19 

pandemic and associated lockdowns on autistic children and adults, and their families. In a 

systematic review, the results indicated that there was an increase in psychological distress 

for parents and caregivers of an autistic person during Covid-19 with regards to confinements 

and quarantines (Alonso-Esteban et al., 2021). The most common stressors included fear 

relating to the pandemic, work-life balance challenges, economic difficulties because of the 

pandemic, and new obligations regarding the introduction of special routines for autistic 

youth. Impacts on autistic children, youth and adults are variable depending on age, autism 

severity, or type of family structure. In a separate review, parents of autistic children were 

found to be experiencing increased anxiety and stress, they needed more support in 

comparison to pre-pandemic, and they experienced difficulty coping (Yilmaz, Azak, and 

Sahin, 2021). In relation to autistic adults, research has found an increase in anxiety and 

depression for non-autistic and autistic adults, which was greater in the autistic group 

(Oomen et al., 2021). However, autistic adults did report pleasant changes related to 

increased solidarity and reduced sensory and social overload. Nevertheless, it is evident that 

the pandemic had a significant impact on families of autistic children and adults.  

Disability: Conceptualisation, Policy & Service Provision 

Disability Models 

The conceptualisation of disability has transformed over many decades, where various 

models of disability are evident. A scoping review identified a progression from medical 

models to social and human rights-based models of disability (Berghs et al., 2016). The 

medical model of disability views impairment as a result of deviation from normality and, 

disability is viewed as more a physical rather than a mental health problem. Underlying 

physical issues within individuals are seen as explaining impairment, and medical treatment 

is focussed on addressing this individual physical abnormality (Berghs et al., 2016). There 

has been a drastic shift from the medical model, towards a social model of disability in recent 

times, given the lack of focus on environmental and/or contextual factors contributing to 

disability. In response to this and critiques from those advocating a social model of disability, 

largely medical focussed models of disability such as seen in the International Classification 

of Impairments, Disability and Handicap developed by the World Health Organisation have 

been revised to reflect more social models within their medical understanding of impairment 
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(Berghs et al., 2016). The International Classification of Functioning, Disability and Health 

(ICF; World Health Organisation, 2001) which resulted from this, outlines a central triad of 

body, personal activities, and social participation, which is influenced by health conditions 

and contextual factors (Berghs et al., 2016). The ICF can be known as a bio-psychosocial 

approach.  

A social model arose in the early 1970’s, influenced by the independent living 

movement, and countered the medical model (Berghs et al., 2016). In this model, disability is 

viewed in the context of barriers in the physical environment and exclusion from social life 

(Berghs et al., 2016). The social model stands against social oppression. The social model 

supports and advocates for the accessibility of meaningful employment, supporting 

independent living and a shared disability culture (Berghs et al., 2016).  

Historically, a human rights-based approach can be linked to the 1948 Declaration of 

Human Rights (Berghs et al., 2016; United Nations, 1948). The 1980’s is when disability 

became a global issue. In 1982 the United Nations published a World Programme of Action 

Concerning Disabled Persons. Further development of human rights policy can be seen with 

The Convention on the Rights of Person’s with Disabilities (CRPD; United Nations, 2006, 

art. 18). The CRPD is a human rights treaty which was adopted by the United Nations 

Headquarters in New York in 2006 and was signed by Ireland in 2007. Its purpose is to 

support the rights of people with a disability.  

Policy Context in Ireland 

In line with a human rights-based focus to disability outlined above, a range of 

relevant policies supporting the rights of people with a disability in an Irish context are 

evident. This can be seen in the Equal Status Acts 2000-2018 (Irish Human Rights and 

Equality Commission, 2020), which includes elements focussed on protecting people with a 

disability from discrimination; the Disability Act (2005), which focusses on the participation 

of people with a disability in society; the Assisted Decision Making (Capacity) Act (2015), 

where the right to decision making is supported; and the National Disability Inclusion 

Strategy 2017-2021 (Department of Justice and Equality, 2017), where the focus is on 

supporting inclusion for individuals with a disability. The rights of individuals with a 

disability are at the forefront of emerging disability policy and practice. The Assisted-

Decision Making (Capacity) Act (2015), is a policy that is particularly relevant during the 
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transition to adulthood. This act was developed to ensure that an adult’s decision-making 

capacity is recognised, supported and maximised. It provides legally recognised decision 

makers to support a person with maximising decision-making capabilities, and legally 

requires service providers to provide supports and information to enable a person to make a 

decision. This act abolishes the wards of court system, which takes a status approach, to an 

approach where capacity is assessed on an issue specific basis. Amendments to the initial act 

were submitted in the Assisted Decision-Making (Capacity) (Amendment) Bill 2021. The 

implementation of the Act is yet to be realised on a national level. The implementation of this 

act in the near future will give greater respect to an individual with a disability and maximise 

decision making capabilities in adulthood.   

Adult Service Provision in Ireland 

The Disability Act (2005) was an important piece of legislation which created a 

statutory obligation on public service providers to support access to services and facilities for 

people with disabilities. At present, the Health Service Executive (HSE) are continuing to 

implement the Progressing Disability Services (PDS) programme with the plan to increase 

access to health and social care services based on a child’s needs, ensure fairness in providing 

services, and promote the collaboration of families, health services and schools working 

together (Health Service Executive, 2020).  

There can be a disparity between services available to youth with disabilities in 

childhood and adulthood, with difficulties evident in accessing adult services in a timely 

manner. A report by the Health Service Executive (2012) outlined a review of adult service 

provision for autistic individuals. It indicated that service provision is varied but is primarily 

provided by the health service, through autism-specific or intellectual disability providers, 

with a minority accessing mainstream services. The services provided by agencies include 

residential; respite; day services including autism-specific services to services within 

intellectual disability; physical/sensory disability; mental health services; rehabilitative and 

vocational training; employment supports; behavioural therapy; mental health supports; 

family support; and training for professionals (HSE, 2012). This report also outlined 

challenges with adult autism service provision including an absence of a defined pathway, an 

absence of formal structures for transitioning and discontinuity between child and adult 

services. The report indicates a necessity to develop appropriate service options and supports 
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to meet the needs of autistic persons, and that services are accessible, responsive, co-

ordinated and delivered collaboratively with autistic individuals and their families.  

In relation to current adult day services for individuals with disabilities, the HSE 

developed a set of interim standards called New Directions (HSE, 2018). These consist of 12 

key supports in the provision of these services: choices and plans; transitions and 

progression; community inclusion; education and formal learning; supporting independence; 

personal and social development; health and wellbeing; bridging programmes to vocational 

training; opportunities for vocational training and employment; personal expression and 

creativity; meaningful social roles; and influencing service policy and practice (HSE, 2018). 

Standards are organised under seven themes: Individualised services and supports; effective 

services and supports, including responsiveness to individual choices, needs and abilities; 

safe services and supports; leadership, governance and management, whereby quality, 

person-centredness, community inclusion and active citizenship is promoted; responsive 

workforce; use of resources; and use of information. These guidelines aim to ensure quality 

service provision is available to youth with a disability, including autistic youth, in 

adulthood.  

Autism 

Prevalence  

There are no reliable methods for estimating the prevalence of autism. Worldwide, it 

is estimated that 1 in 100 children are autistic (World Health Organisation, 2022; Zeidan et 

al., 2022). The National Council for Special Education’s (NCSE) data on students diagnosed 

as being on the autism spectrum in special education or receiving resource teaching indicate a 

prevalence rate of approximately 1.55% (Department of Health, 2018). There is wide 

variation in individual differences represented within this group, including but not limited to 

variation in cognitive functioning. The Autism Developmental Disabilities Monitoring 

(ADDM) Network indicates that one third of children diagnosed with autism also have an 

intellectual disability. This is estimated to be approximately 50% in Ireland (Department of 

Health, 2018).  
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Psychological Theories of Autism 

There are many theories proposed to explain the difficulties experienced by autistic 

individuals. The theory of mind hypothesis is based on the premise that mental states are 

abstract, unobservable and must be inferred. Our beliefs or interpretations of the observable 

world are primary representations, and our beliefs about others mental states are second-order 

representations, as they are representations of other representations. The theory of mind 

hypothesis postulates that autistic individuals have a reduced capacity for second-order 

representations. Baren-Cohen argued that pragmatic deficits in autism are expected with the 

use of language without a theory of mind (Baren-Cohen, 1988; Levy, 2007).  

A growing understanding within the autism literature, which provides an alternative 

explanation than that outlined in the theory of mind hypothesis, is the theory of double 

empathy proposed by Damian Milton (2012). This theory posits that autistic and non-autistic 

individuals may have difficulty understanding and empathising with one another due to 

largely different outlooks and experiences of the world (DeThorne, 2020).  

Another prominent theory of autism is the Central Coherence Theory which 

proposes that autism is related to a specific imbalance in integration of information across 

various levels (Frith, 1989; Levy, 2007).  The central coherence theory is often described as 

difficulties in seeing the whole picture or understanding context.  

Autism & Adult Outcomes 

Autistic youth may require further education and support in adult years regarding 

practical skills. This could include job skills, social skills, finances, and skills of daily living 

including cooking and personal hygiene (Gangadharan et al., 2016). Ongoing support in adult 

life can maximise opportunities and engagement in adult roles. Outcomes for autistic 

individuals vary in adulthood. A review completed by Howlin and Magiati (2017) 

highlighted variability in research findings on adult outcomes, though emphasised that the 

overall outcomes for autistic adults in relation to employment, relationships, independent 

living and mental health are considerably poorer than for same age peers. Low rates of 

employment are often observed, with many autistic youth spending time in sheltered 

workshops or day activity centres. However, those without an intellectual disability were 

found to be much more likely to have no daytime activities compared to autistic adults with 
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an intellectual disability (Taylor and Seltzer, 2011). Research indicates less structured daily 

activity for transition-age autistic youth in general, with a recovery of this activity not 

occurring for young adults (Weiss et al., 2020). Parents of autistic youth demonstrate 

increased worry about various aspects of the transition than parents of youth with other 

disabilities such as Down’s syndrome, and parental community expectations appear lower in 

this group (Blacher et al., 2010). Interestingly, parent expectations are associated with post-

school success for individuals with disabilities among other within-school predictors 

including vocational education, goal setting, education inclusion, work experience, daily 

living skills, self-advocacy, social skills, student support, and a transition programme 

(Mazzotti et al., 2020).  

Parental Stress and Adjustment  

Parents of autistic children experience greater parental stress than parents of children 

with other developmental disabilities (Estes et al., 2009) and parents of typically developing 

children (Brobst et al., 2009). Post-diagnosis factors contributing to parental stress can 

consist of difficulties seeking services, communication with healthcare providers and 

educators, a child’s behaviour, stigma, marginalisation, victimisation and bullying (See 

review: Bonis, 2016).  

There have been several theories seeking to explain stress and coping including the 

ABCX Model (Hill, 1958), the Double ABCX Model (Lavee, McCubbin, and Patterson, 

1985) and the Transactional Stress Model (Lazarus and Folkman, 1984). According to 

Lazarus and Folkman, individuals are constantly appraising stimuli in their environment. 

Events appraised as challenging result in distress which initiates coping strategies. These 

produce an outcome which is reappraised as favourable, unfavourable, or unresolved. A 

favourable outcome can lead to positive emotion, while unfavourable outcomes lead to 

distress. An individual’s ability to cope and adjust to challenges is impacted by the 

interactions between the person and their environment. The ABCX family crisis model takes 

a similar approach with appraisals of stress. It contains four elements: The stressor, 

interacting with the family’s resources, interacting with the meaning the family applies to the 

event, which leads to the crisis (Hill, 1958). An alternative, clinically focussed theory is 

Perry’s Stress Model (2004). This model seeks to explain parental stress for parents of 

children with developmental disabilities based on stress theory. It consists of four 

components: stressors, support, resources, and outcomes (See Figure 1). Support and 
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resources act as moderators in the relationship between stressors and outcomes. Stressors 

include child characteristics, such as developmental delay and severity of maladaptive 

behaviour, and other life stressors such as employment and financial strain. Resources 

include individual and family resources such as family functioning and marital satisfaction. 

Support can take the form of informal social support from friends and family, and formal 

support from services. Outcomes are positive or negative. This model has been critiqued for 

not being entirely grounded in the empirical literature, with a focus on explaining parental 

stress from a clinical perspective (Bluth et al., 2013). Stress theory is helpful in bringing 

awareness to the many factors that may contribute to stress and coping for parents.  

 

Figure 1. Perry’s (2004, p. 5) Model of Parental Stress 

Transition 

Theories and Models of Transition  

Family Life Cycle theory (Carter & McGoldrick, 1988) is a useful framework for 

considering major changes and transitions that occur in a family’s life. A model by Carter 

and McGoldrick (1988) identifies several transitions in a family’s life cycle, beginning with 

leaving home as single young adults, and continuing through five further stages: the joining 

of families through marriage – the new couple, families with young children, families with 

adolescents, launching children and moving on, and families in later life (Carter & 

McGoldrick, 1988). There is natural variance in this life cycle for different families, and 

particularly for families of children with disabilities. When transitions occur in the life of a 

family with a child with a disability, these are often stressful. These transitions often serve as 
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reminders of a child’s differences, leading to comparisons, and resurfacing feelings of 

sadness for what might have been (Hanline, 1991). The transitions may be more difficult, and 

comparisons to the typical child may intensify as they occur at varying times and may last 

longer than expected (Turnbull and Turnbull, 1986). This may be particularly evident in the 

launching children and moving on phase of a family’s life cycle as young people with a 

disability may not be leaving the home as early as others, or not at all in some cases (Farley 

et al., 2009), and parents may continue to be primary caregivers for their youth within the 

home for extended periods of time. This model supports a greater understanding of the 

various life transitions navigated by families, which has often been considered in the context 

of families of youth with disabilities. However, it is limited in terms of the depth at which it 

can explicate the specific complexities of adulthood transition.  

Bridges (1991) Transition Model outlines phases navigated during transition in 

general. It highlights transition as consisting of three stages: Ending, Losing, and Letting Go; 

The Neutral Zone; and The New Beginning. The initial stage consisting of resistance and 

emotional upheaval, the middle stage consisting of confusion, uncertainty and impatience, 

and the final stage consisting of energy and acceptance. This is one conceptualisation of 

transition, that provides a process orientated understanding of transition in general, though 

not specifically for transition for individuals with a disability, and/or adulthood transitions. 

In addition to family life stage and general transition theory outlined above, 

Bronfenbrenner’s (1979) Ecological Theory, later reframed as a bioecological theory 

(Bronfenbrenner and Ceci, 1993) is a child developmental theory that has often been applied 

to research in disability and in understanding adulthood transitions (e.g. Jacobs et al., 2018). 

This theory highlights the interaction between the individual and their environment and how 

this is impacted by wider systems. The original theory includes several elements: the 

individual; microsystems; mesosystem; exosystem; and the macrosystem (see figure 2). An 

additional element referred to as the chronosystem was later added. When using the original 

theory as a framework for understanding transitions for those with more significant disability 

in a systematic review, the child/individual element was changed to family, which reflects the 

centrality of the family in transitioning to adulthood for this population group (Jacobs et al., 

2018). Evidently, Bronfenbrenner’s theory can be adequately applied to support an 

understanding of the systemic features of the transition to adulthood in a disability context. It 

speaks specifically to the systemic nature of transition.  
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Figure 2. Bronfenbrenner’s Theory 

(Bronfenbrenner, 1977, as presented in Vélez-Agosto et al., 2017, p. 902). 

Transition Planning in Ireland  

The National Council for Special Education (NCSE) outlined ‘Guidelines on the 

Individual Education Plan Process’ based on the Education for Person’s with Special 

Educational Needs Act (EPSEN; 2004). Recommendations were made for the planning and 

implementation of post-school transitions: 

1. The final steps for transition planning would ideally occur one year prior to the 

young person leaving school. Youth should be involved and parents and/or 

advocates views should be considered.  

2. Transitions may be multidisciplinary in nature.  

3. There are many pathways for youth when leaving school and there are 

professionals responsible for supporting youth along these pathways. This can 

include leaving school and gaining employment; accessing further education; 

vocational training; rehabilitative training; sheltered employment; and supported 

employment.   

(NCSE, 2006) 



 25 

General principles on transitioning also include the need for long-term planning, 

providing information to youth and their parents to support an informed choice, and 

collaboration between transition settings to ensure the sharing of information and resources to 

facilitate transition (NCSE, 2006). Recently, the National Council for Special Education 

(NCSE, 2019) highlighted a commitment to the development of holistic transition support for 

the transition to post-school services.  

Youth and Parent Involvement in Transition Planning 

A systematic review of research on the involvement of autistic youth in transition 

planning indicated that they had minimal involvement (Chandroo et al., 2018). Furthermore, 

data from the National Longitudinal Transition Study-2 highlighted that autistic individuals 

or those with an Intellectual Disability were less likely to take a leadership role than 

individuals with other disabilities (Shogren, 2012). It’s evident that more needs to be done to 

support inclusion in transition practices. Strategies used to support autistic youth to 

participate in transition planning meetings include: individualised preparation for meetings; 

support with building rapport between the planning facilitator and the autistic person; 

meeting designs that are flexible; distance attendance; and supporting alternative 

communication (Hagner, 2014). Moreover, additional factors predisposing, reinforcing and 

enabling transition planning for autistic youth have been identified. Predisposing factors 

include: an approach that is strengths-focused, and the youth’s insight, motivation, and 

anxiety. Reinforcing factors include: support and guidance; developing skills; and real-life 

experiences. Enabling factors include: an approach that is coordinated, a clear plan, 

scheduled meetings and clear documentation (Hatfield, 2017). Considering the parent and 

family in the transition process has also been highlighted as important for youth with 

disabilities, particularly for youth with more significant disabilities (Hetherington, 2010; 

Martinez et al., 2012; Neece et al., 2009). Parent satisfaction with their involvement in the 

transition was a significant predictor of transition success (Neece et al., 2009). However, one 

study found that parents didn’t entirely understand the transition process and lacked 

knowledge and information about post-secondary outcomes. Furthermore, level of student 

inclusion was impacted by parent’s desire and expectation for post-secondary education and 

the involvement of parents in planning for transition (Martinez et al., 2012). Hetherington et 

al. (2010), in reviewing family involvement in transitioning highlighted several important 

issues: the need for schools to support parent participation and collaboration; appreciating the 
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family context, ensuring an appreciation for parents knowledge of their son/daughter; and 

advocacy training in order to increase parent’s knowledge of systems and rights. It is clear to 

see the importance of parents involvement in transitioning for youth with disabilities.  

Qualitative Research on the Transition to Adulthood 

Internationally, research has explored the experiences and perspectives of autistic 

youth, their families and service providers regarding the transition to adulthood. In Ireland, 

the transition from mainstream school to college, and the associated opportunities and 

challenges experienced by autistic individuals has been explored (Bell et al., 2017). This 

research highlighted the complexity of accessing support in higher education for autistic 

students, who required ongoing input from parents to ensure the utilisation of supports. On 

review of the research, there appears to be a dearth of research in an Irish context exploring 

adulthood transitions.  

The international research is more diverse in its focus. In a scoping review of US 

transition research, studies centred on stakeholders’ experiences of postsecondary education, 

employment, healthcare delivery and the transition to adulthood in general (Anderson et al., 

2018). In this review, the researchers synthesised data from 17 studies to identify barriers and 

facilitators to postsecondary outcomes. The findings indicated several barriers including poor 

fit between the person and their environment, uncertainty regarding changing parent roles, 

and a lack of comprehensive or integrated services. Facilitators that were identified following 

data synthesis included individualised supports and environmental accommodations, gradual 

transition to diverse supports, and information sharing and collaboration. Researchers 

critiqued studies for not sufficiently reporting participant demographics, with few studies 

reporting indicators of cognition, social skills and communication ability. Furthermore, 

sampling biases were evident, including the exclusion of youth that did not use words to 

communicate in past studies (Anderson et al., 2018). Service concerns are evident for parents 

across studies in the United Kingdom and Australia (Beresford et al., 2013; Cribb, Kenny, 

and Pellicano, 2019), with a lack of post-school adult services to meet the needs of autistic 

youth a prominent concern. With regards to the transition to adult services, parents’ 

experience this transition as complex and challenging. Parents describe a lack of control over 

the process (Milen and Nicholas, 2017) and an adverse emotional response to transitioning 

requiring the use of various means of coping (McMinn et al., 2017). 
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Autistic youth with an intellectual disability are often included in studies exploring 

transitions to adulthood for people with an intellectual disability in general. In one UK study 

(Codd and Hewitt, 2019) exploring parents experiences of having a son/daughter transition to 

adulthood, 50% of youth had a diagnosis of autism. The study indicated that having an 

autistic son/daughter transition may impact parent’s experiences due to difficulties with 

social interaction, communication, and imagination, and due to differences in available 

support networks. The research highlighted parent’s experience of uncertainty and worry as 

they move from the predictability of children’s services to the unknown of adult services. 

Furthermore, parents noted feeling a lack of support from adult services which led to the 

experience of isolation. Parents described battling with services, lacking trust and 

incompetent professionals. In addition to service transitioning, parents also reflected on their 

son/daughter’s independence, their continued role as a parent, and the support they receive 

from family and the wider system (Codd and Hewitt, 2019). As this research encapsulates 

both experiences of parents of individuals with an intellectual disability and parents of 

autistic youth with an intellectual disability, this means the experiences of parents of autistic 

youth and youth with intellectual disability cannot be understood uniquely. Returning to the 

researchers’ limitations, they indicate that this may be problematic due to the difficulties 

experienced by autistic individuals and the associated services and supports available.  

Gap in the Literature  

Review Manuscript 

There are several systematic reviews exploring topics related to the transition to 

adulthood for autistic youth. These reviews tend to focus on the experience of autistic youth, 

which can be understood from various perspectives. However, there appears to be less of a 

focus on the experience of the parents and/or family in these reviews, or at least these 

experiences are not explored or extrapolated from studies in any depth. Parents are often 

central to the transition to adulthood for their youth. Parents’ experiences of their youth’s 

transitions to adulthood presents as an important area requiring further exploration.     

Empirical Manuscript 

One review of the literature on families of autistic youth identified future directions in 

research to move towards a better understanding of transition across school, family and 
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services (Smith & Anderson 2014) citing Taylor, 2009. Therefore, there is a gap in the 

literature to explore the transition to adulthood in an integrated manner, accounting for 

developmental and service changes occurring during this time. On reflection of the findings 

of the systematic reviews for autistic adults, it is evident that there is a dearth of research 

completed in an Irish context exploring the transition to adulthood and/or adult services for 

autistic youth. This is an important gap given the complex differences in educational, mental 

health and disability service systems in an Irish context in comparison to international 

systems. It is highly evident that an initial exploratory study to map the area regarding 

transition for families of autistic adults with intellectual disability in an Irish context is 

warranted.  

Thesis Structure  

Chapter 1: Introduction 

This chapter provided a brief overview and introduction to the topic of autism, 

parenting and transition. This introduction is provided to situate the researcher and provide a 

context for the present thesis.  

Chapter 2: Review Manuscript 

This chapter outlines the systematic review focussed on elucidating the experiences of 

parents of autistic adults in the transition to adulthood. The specific aims of this review were 

to determine how parents experience their support and caregiving roles as their youth 

transitions to adulthood, and their experiences of how this transition impacts them. In this 

review, speaking to the complexity of transition, studies that were included examined a range 

of areas associated with the transition to adulthood, including adult service transitions, 

college, work, and other related developments occurring during this time. The findings with 

regards to parents experiences were synthesised and organised into themes representing the 

data under the two specific questions related to parents experience of their support and 

caregiving roles and how transition impacts them. The findings of this review are discussed 

in the context of previous research, and practical implications are outlined which provide 

guidance on improving parental and familial experiences of transition.  
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Chapter 3: Empirical Manuscript 

This chapter outlines the empirical paper which is focussed on the transition to 

adulthood and adult services for autistic youth with an intellectual disability in Ireland. It 

aims to elucidate parents’ experiences of and perspectives on transitioning for families of 

autistic youth with an intellectual disability. This paper begins with a brief overview of 

relevant literature in the area, followed by the study methods. Constructivist Grounded 

Theory methods were utilised to extrapolate relevant experiences and perspectives to inform 

the development of a coherent theoretical model of how families experience and understand 

adulthood transition. The findings are discussed in the context of previous research. The 

future research potential, implications for practice, and study strengths and limitations are 

outlined.   

Chapter 4: General Discussion 

This chapter provides a general discussion of the thesis. It includes a discussion of the 

findings of both the systematic review, and subsequent empirical paper in the context of 

previous research. Furthermore, it includes a reflection on the research process, including a 

discussion of the general strengths, limitations, and implications of this thesis. This chapter 

acts as a conclusionary piece which will draw your attention to the main concerns arising 

from this research. 
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Chapter 2: Review Manuscript1
 

The transition to adulthood for autistic youth: a systematic review and thematic 

synthesis of parent’s experiences 

Kalem Mahona, Barry Coughlana, Roseanne McKennaa, Elaine Rogersa 

aDepartment of Psychology, University of Limerick 

 

Article Info:  
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Abstract 

Background: 

The transition to adulthood is a time of significant change in the lives of autistic youth, and 

their families. Youth are leaving the predictable routine of school life and entering the 

unpredictable adult world. This transition can be both a developmental shift in life stage and 

an institutional shift to post-school services. Navigating this transition can be complex and 

challenging for youth and parents alike.  

Aims:  

The aim of the present review is to synthesise qualitative research pertaining to the transition 

to adulthood for parents of autistic youth. Specifically, this review aims to synthesise data 

concerning parents’ experiences of transition in relation to 1) their support and caregiving 

roles in the transition to adulthood and adult services; and 2) their experiences of the impact 

of the transition to adulthood and adult services on them as parents.  

Methods: 

Published articles outlining the experiences of parents of autistic youth in the transition to 

adulthood and adult services were reviewed. The quality of studies was appraised using the 

CASP tool. Thematic Synthesis was employed in the analysis of study findings.  

 

 
1This chapter is in the format of the guide for authors for Research in Developmental 

Disabilities in which it will be submitted for publication: 

https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-

for-authors 

https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-for-authors
https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-for-authors
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Outcomes and results:  

29 studies were identified. Studies related to the general transition to adulthood, adult 

services, education, employment, and transition planning. The synthesis revealed several 

themes related to parents’ experience of the transition to adulthood, with regards to their 

caregiving roles and the impact of their youth’s transition.  

Conclusions and implications:  

This study uniquely outlines parents’ experiences of transition, related to their caregiving 

roles and the impact of this transition on them. It guides professionals in supporting parents 

and families through this process.  
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1. Introduction  

Autism is a neurodevelopmental condition, characterised by difficulties with social 

communication and social interaction, and restricted repetitive patterns of behaviour, 

interests, and activities (American Psychiatric Association, 2013). The prevalence of autism 

is difficult to estimate globally due to differences in the measurement and recording of 

diagnosis, and due to the variance in the criteria used to assess for the presence of autism. In 

the United States, a recent estimate indicated a prevalence of 1 in 54 children, with boys 

being diagnosed 4.3 times more than girls (Maenner et al., 2020). There is wide variation in 

individual differences represented within this group, including but not limited to variation in 

cognitive functioning. The Autism Developmental Disabilities Monitoring (ADDM) Network 

indicates that one third of children diagnosed with autism also have an intellectual disability. 

In contrast to the previous medical categorisation of autism and diagnosis, a neurodiversity 

approach to understanding autism is gaining popularity. This approach suggests that neuronal 

variances are better viewed as variations different from the neurotypical brain (Lorenz et al., 

2017).  

Transition has been defined as a “passage from one state, stage, subject, or place to 

another” (Merriam-Webster, 2020). In addition, it has been referred to as a period of 

instability and confusion, followed by an endpoint with a newfound sense of stability (Im, 

2011; Ludvigsen et al., 2014). Transition to adult life in particular has been defined as a 

period of emerging adult roles including in employment, post-secondary education, home 

maintenance, becoming involved in community life, developing leisure and interpersonal 

relationships, and a period whereby youth are dealing with new responsibilities (Halpern, 

1994; Turcotte et al., 2015). In addition, the transition to adult community programmes and 

services following departure from school and school-based services is also an experience 

common to youth transitioning to adulthood. The systemic nature of transition has been 

emphasised also, which is evident in the utilisation of Bronfenbrenner’s (1979) Ecological 

Theory in understanding transitions within a disability context (e.g. Jacobs et al., 2018). This 

theory highlights the interaction between the individual and their environment and how it is 

impacted by wider systems. It includes several elements; the child/individual; microsystems; 

mesosystem; exosystem; macrosystem; and the chronosystem. Interestingly, Jacobs et al. 

(2018) reframed the individual element to the family, representing the centrality of the family 

in the transition of youth with disabilities to adulthood.  
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Parent and family involvement in the transition process has been highlighted as important 

for youth with disabilities, particularly for youth with more significant disabilities 

(Hetherington, 2010; Martinez et al., 2012; Neece et al., 2009). Parent satisfaction with their 

involvement in the transition was a significant predictor of transition success (Neece et al., 

2009). However, parents may not entirely understand the transition process and may lack 

knowledge and information about post-secondary outcomes (Martinez et al., 2012). 

Interestingly, level of student inclusion was impacted by parent’s desire and expectation for 

post-secondary education and the involvement of parents in planning for transition (Martinez 

et al., 2012). This highlights the importance of considering parents in the transition process 

for youth with disabilities. Hetherington et al. (2010), in reviewing family involvement in 

transitioning highlighted several important issues: the need for schools to support parent 

participation and collaboration; appreciating the family context, ensuring an appreciation for 

parents’ knowledge of their son/daughter; and advocacy training in order to increase parent’s 

knowledge of systems and rights.  

Parents of autistic children experience greater parental stress than parents with other 

developmental disabilities (Estes et al., 2009) and parents of typically developing children 

(Brobst et al., 2009). Post-diagnosis factors contributing to parental stress can consist of 

difficulties accessing services, communication with healthcare providers and educators, a 

child’s behaviour, stigma, marginalisation, and victimisation and bullying of the child (See 

review: Bonis, 2016). Parents of autistic youth can experience elevated caregiving demands 

in comparison to parents of youth without disabilities, as reported in a review of the literature 

on autism and the transition to adulthood (Hendricks and Wehman, 2009). Additionally, it 

was highlighted in this review that many adolescents continue to reside with their parents in 

adulthood (Hendricks and Wehman, 2009). In the transition to adulthood, research has 

highlighted that caregivers report moderate to high levels of stress and anxiety in their efforts 

to secure systems of support for their autistic son/daughter (Newsome, 2008). It is evident 

that the transition to adulthood can be a challenging time for parents of autistic youth, and 

parents’ continue to play a significant role during and after this transition.   

In contrast to previous scoping and systematic reviews on the transition to adulthood, 

across various domains including adulthood (Anderson et al., 2017), higher education 

(Nuske, et al., 2019), employment (Westbrook et al., 2015), healthcare access (Calleja et al., 

2020), youth involvement in transition planning (Chandroo et al., 2018), peer mentorship 
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programmes (Nguyen et al., 2020), transition behaviours (Lequia et al., 2014), and transition 

predictors of postschool success (Mazzotti et al., 2020), this review is focussed on elucidating 

parent and caregiver experiences of this process. This is particularly important given the key 

role parents play in the lives of autistic individuals in transitioning to adulthood, and their 

continued role in supporting and caregiving during transition and thereafter.  

2. Methods 

2.1 Review Aims 

The primary aim of this review is to synthesise parents’ experiences of the transition to 

adulthood and post-school services for autistic youth. In synthesising this literature, this 

review aims to answer two interrelated questions:  

1. What are parents’ experiences of their support and caregiving roles in the transition to 

adulthood? 

2. What are parents’ experiences of the impact of the transition on them as parents?    

2.2 Search Strategy 

The review synthesises qualitative research studies aimed at describing parents’ 

experiences of the transition to adulthood for autistic youth. The search strategy combined 

subject headings and key words for the following concepts using the PEO framework 

(Population, Exposure, and Outcome): autism, parent, and transition to adulthood (see 

Appendix A).  

2.3 Selection Criteria 

Electronic databases were searched to identify articles published prior to April 2021. 

The databases searched included the following: PsychInfo; CINAHL; Education Source; 

Medline; and Academic Search Complete. The following inclusion criteria was applied: 1) 

published, peer reviewed qualitative studies or mixed methods studies with a qualitative 

element; 2) written in English; 3) includes parents of autistic youth as participants; 4) 

explores parents’ experiences of their son/daughter’s transition to adulthood. The following 

exclusion criteria was applied: 1) Reviews of research, commentaries, unpublished papers 

e.g. dissertations, and reports or papers published in non-peer reviewed journals; 2) studies 

that do not explore parents’ experiences of the transition to adulthood; 3) studies whereby 
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parents’ experiences were not distinguishable from those of other stakeholders; 4) studies that 

include parents of youth with other developmental disabilities and/or neurodevelopmental 

disorders that are not also autistic; and 5) studies that include parent’s views or perspectives 

on youth’s needs but do not reflect parents’ lived experiences. The study defined the 

transition to adulthood as the period in which youth are leaving school and moving into adult 

life and adult services, including but not limited to vocational, educational, and community 

disability services. The term parents is used to refer to all primary carers/guardians. The 

Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA; Moher et 

al., 2009) was used to illustrate the process of search and selection (see Figure 1). All articles 

were stored in Endnote where duplicates were removed. Rayyan was used to support title and 

abstract screening, and full text reviews. A second reviewer, the third author, screened 50% 

of study abstract and titles, and screened all articles eligible for full text review. Conflicts 

regarding decisions to include/exclude articles during screening were discussed until 

consensus was achieved.  

2.4 Data Reporting and Quality Review  

Study characteristics were extracted for each study. The following data was extracted: 1) 

author and study location; 2) sample characteristics; 3) data collection methods; and 4) 

analytical approach (see Table 1). Risk of bias and methodological quality was assessed 

using the Critical Appraisal Skills Programme (CASP UK, 2013) Qualitative Research 

Checklist (see Table 2).  

2.5 Data Synthesis 

Thematic synthesis (Thomas and Harden, 2008) was employed in the analysis of data in 

primary research studies included in this review. Thematic synthesis entails coding the 

findings of primary studies and organising these codes into descriptive and analytical themes. 

The findings of all papers were transferred into a word document for coding. Data pertaining 

to parents’ experiences of transition were coded. The first author coded all studies inductively 

and organised these codes into themes that captured the findings using Microsoft Word, 

outline view. These codes and themes were reviewed by a second author. Codes and themes 

were adapted until all authors were satisfied with the themes presented in the review.  
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2.6 Researchers’ Position  

The lead author is a Psychologist in Clinical Training with experience supporting 

individuals with mental health difficulties across the lifespan, autistic individuals, and 

individuals with an intellectual disability. The lead author has previously supported autistic 

school leavers with an intellectual disability moving into adult disability services in the 

transition to adulthood. The lead author, responsible for data analysis is cognisant of his 

current understandings of transition as a systemic process. Based on the lead authors 

experiences of the transition to adulthood and adult services for autistic youth, he understands 

it as a challenging process for youth and their families. The researcher’s remained cognisant 

of their preconceptions throughout the thematic synthesis.  
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Figure 3. PRISMA flow diagram for study selection (Moher et al., 2009) 
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3. Results 

3.1 Overview of Studies Included in the Review 

29 studies were identified following a systematic search of the databases. The papers 

included at least 489 parent participants. The number of parent participants could not be 

retrieved for one study (Alverson et al., 2015). Studies were conducted across nine countries 

over an eight year period (2012-2020) using a variety of qualitative methods and analysis 

(See table 1).  

Table 1  

Study Information 
Authors (year); country Aims Participants (youth age 

range) 

Method:  

Data collection & Analysis 

McMinn et al. (2018); 

UK 

To explore the experiences 

of mothers of autistic youth 

in the transition to adult 

care.  

6 mothers of autistic youth 

(18-24 years) 

Semi-structured interviews 

 

Interpretative Phenomenological 

Analysis 

Anderson et al. (2017); 

USA 

To explore the experiences 

of parents of autistic youth 

transitioning from high 

school in relation to current 

status with services and 

postsecondary education. 

23 parents of 20 autistic 

youth (mean age of 24) 

Interviews  

 

Grounded Theory 

 

 

Anderson & Butt 

(2018); USA 

To explore parents 

experiences with searching 

for and accessing adult 

services as their autistic 

youth leaves high school.  

43 parents (35 families) of 

36 autistic youth (19-31 

years) 

Unstructured interviews  

 

Grounded Theory 

Milen & Nicholas 

(2017); Canada 

To understand the 

multidimensional shifts 

associated with the transition 

from adolescence to 

adulthood for autistic 

individuals from the 

perspective of young people 

and parents.  

16 parents 

8 young autistic individuals 

(16-25 years) 

Semi-structured interviews  

 

Analytical method not identified: 

coded data and developed themes  

Cribb et al. (2019); 

Australia 

To investigate the transition 

experiences of young adults 

and their parents.  

28 parents/caregivers  

26 autistic youth (16-20 

years) 

Semi-structured interviews 

 

Thematic Analysis 

First et al. (2016); USA 

 

To explore stress and coping 

in the transition to adulthood 

for autistic youth and their 

caregivers 

19 caregivers 

13 autistic adolescents (15-

22 years) 

Focus groups  

 

A phenomenological approach to 

analysis 

Sosnowy et al. (2017); 

USA 

To explore how autistic 

young adults and their 

families experience the 

transition to adulthood and 

their desired outcomes.   

21 parents  

20 autistic young adults (18-

29 years) 

Interviews 

 

Grounded Theory 

Spiers (2015); UK To explore the experiences 

of parents supporting young 

autistic people as they 

transition to adulthood. 

38 parents of 38 autistic 

youth (15-21 years) 

 

 

Semi-structured interviews 
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Giarelli & Fisher 

(2013); USA 

To explore the transition to 

community for autistic youth 

from various perspectives.  

13 parents 

13 autistic youth (18-22 

years) 

5 Educators 

5 employers  

Interviews 

 

Constant Comparison 

Cheak-Zamora et al. 

(2015); USA 

To explore autistic youth 

and their family members 

perspectives on the 

challenges of transitioning to 

adulthood with autism 

19 caregivers  

13 autistic youth  

Focus groups 

 

Grounded Theory  

Thompson et al. 

(2018); Australia  

To explore parent’s views of 

their child’s transition to 

adulthood 

19 parents of autistic youth 

(18-30 years) 

Structured focus groups 

 

Thematic Analysis 

Turcotte et al. (2015); 

Canada 

To explore the social 

participation of autistic 

young adults in the 

transition to adult life.  

5 caregivers  

3 autistic young adults (19-

34 years) 

2 professionals from 

community organisations 

Semi-structured interviews 

 

Thematic Analysis 

Kersten et al. (2020); 

Australia 

To explore mothers 

experiences of supporting 

their autistic youth with 

community mobility and 

participation during 

emerging adulthood.  

15 mothers of 17 emerging 

autistic youth (17-26 years) 

Semi-structured interviews 

 

Constant Comparison 

Mattys et al. (2017); 

Belgium 

To explore developmental 

themes for autistic young 

adults during emerging 

adulthood 

14 parents of autistic youth 

(17-25 years) 

14 autistic young adults 

12 professionals  

Focus groups with parents 

Interviews with young adults and 

professionals  

 

Interpretative Phenomenological 

Analysis 

 

 

Teti et al. (2018); 

Columbia 

To explore the physical, 

emotional, and social 

transition to adulthood, with 

a focus on sexuality and 

relationships, for autistic 

youth 

29 caregivers of autistic 

youth(16-25 years) 

27 autistic youth   

Focus groups with parents 

Semi-structured interviews 

 

Thematic Analysis  

 

Hatfield et al. (2017); 

Australia 

To explore parent and 

professional views of 

transition planning for 

autistic youth 

9 parents of 9 autistic youth 

(14-21 years) 

4 professionals  

Semi-structured interviews 

 

Constant Comparison 

Snell-Rood et al., 

(2020); USA 

To explore transition 

planning, implementation, 

and outcomes for autistic 

students  

11 parents of autistic youth 

4 autistic youth  

27 professionals  

Focus Groups  

 

Theme development processes 

Swaminathan (2015); 

India 

To explore transition and 

vocational skills of autistic 

youth and to explore the 

understanding and 

expectations of parents and 

educators regarding 

transition  

14 parents of autistic youth 

(12-18 years) 

6 educators 

14 autistic youth  

Semi-structured interviews 

 

Theme development 

Meiring et al. (2016); 

South Africa 

To explore parent and 

professional perspectives on 

important factors in 

preparing autistic youth for 

the transition to adulthood, 

vocational and residential 

arrangements.  

7 parents of autistic youth 

(16-18 years)  

Semi-structured interviews 

 

Thematic Content Analysis  
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Richardson et al. 

(2019); USA 

To explore the experiences 

of employment of autistic 

youth that use augmentative 

and alternative 

communication 

7 parents of autistic youth 

20-26)  

7 autistic youth 

7 employers 

Semi-structured interview 

 

Coding 

Chen et al. (2018); 

USA 

To explore parent’s future 

visions for their autistic 

youth  

18 parents of autistic youth 

(14-22 years) 

Semi-structured interviews and focus 

groups 

 

Grounded Theory 

 

Kirby et al. (2019); 

USA 

To explore parent’s 

postsecondary expectations 

and experiences of planning 

and preparing autistic youth 

for adulthood  

7 mothers of autistic youth 

(14-17 years) 

 

Semi-structure interviews 

 

Conceptual analysis  

Van Hees et al. (2018); 

Belgium 

To explore how college 

autistic students and their 

parents navigate the 

transition to higher 

education, and how this 

impacts on the parent-child 

relationship 

34 mothers and 26 fathers  

34 autistic youth (average 

age of 17 years) 

Semi-structured interviews 

 

Grounded Theory and Dyadic Analysis  

Alverson at al. (2015); 

USA 

To explore the transition to 

college for young adults 

with Asperger Syndrome 

Parents (unclear number) 

5 young adults with 

Asperger Syndrome (19-22 

years) 

Professionals (unclear 

number) 

Semi-structured interviews 

 

Cross-case Analysis  

Anderson & Butt 

(2017); USA 

To explore families 

experiences of the transition 

to college for autistic young 

adults 

18 parents of autistic young 

adults (average age of 22.9 

years) 

Unstructured interviews 

 

Constant comparative 

Fleischer (2012); 

Sweden 

To explore the support 

services for youth with 

asperger syndrome in the 

transition to higher 

education 

3 relatives (2 parents and 1 

sister) 

3 coordinators for students 

with disabilities 

Interviews 

 

Coding, categorising and organising 

data into themes 

Peña & Kocur (2013); 

USA 

To explore the experiences 

of parents as their autistic 

student transitions to 

community college 

18 parents of 18 students 

with an autism diagnosis 

Semi-structured interviews 

 

Constant comparative analysis 

 

Shepherd (2020); UK To explore the experiences 

of transition from special 

education to further 

education.  

6 autistic youth  

40 stakeholders consisting of 

parents, teachers, careers 

advisors and college tutors 

Youth: ‘Interrupted interviews’ 

scaffolded by tablet technology e.g. 

card sorting and constructing collages.  

Parents: Interviews  

 

Coding: manually and using Nvivo 

 

Hillier et al. (2020); 

USA 

To investigate parents’ 

perspectives of their 

son/daughter’s transition to 

college 

29 parents of autistic 

adolescents/young adults 

(15-22 years) 

Interviews 

 

Content Analysis 

 



 41 

Table 2 

Quality Review 
 Clear 

statement 

of aims 

Appropriate 

qualitative 

methodology 

Appropriate 

research 

design to 

address aims 

Appropriate 

recruitment 

strategy to 

address aims 

Data 

collected 

to address 

research 

question 

Relationship 

between 

researcher and 

participants 

considered 

Ethical 

issues 

considered 

Data 

analysis 

rigorous 

Clear 

statement of 

findings 

Valuable 

research 

McMinn et al. (2018) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Anderson et al. (2017) Yes Yes Yes Yes Yes No Yes Yes Yes Can’t tell 

Anderson & Butt (2018) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Milen & Nicholas (2017) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Cribb et al. (2019) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

First et al. (2016) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Sosnowy et al. (2017) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Spiers (2015) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Giarelli & Fisher (2013) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Cheak-Zamora et al. (2015)  Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Thompson et al. (2018) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Turcotte et al. (2015) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Kersten et al. (2020) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Mattys et al. (2017) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Teti et al. (2019) Yes Yes Yes Yes Yes Yes Can’t tell Yes Yes Yes 

Hatfield et al. (2017) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Snell-Rood et al. (2020) Yes Yes Yes Yes Yes Yes Can’t tell Yes Yes Yes 

Swaminathan (2015) Yes Yes Yes Yes Yes No Yes Can’t tell Yes Yes 

Meiring et al. (2016) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Richardson et al. (2019) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Chen et al. (2018) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Kirby et al. (2019) Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

Van Hees et al. (2018) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
Alverson et al. (2015) Yes Yes Yes Yes Yes No Can’t tell Yes Yes Yes 

Anderson & Butt (2017) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Fleischer (2012) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Peña & Kocur (2013) Yes Yes Yes Yes Yes No Can’t tell Yes Yes Yes 

Shepherd (2020) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 

Hillier et al. (2021) Yes Yes Yes Yes Yes No Yes Yes Yes Yes 
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3.2 Quality appraisal  

The quality of all studies was assessed using the CASP tool. An overview of quality 

assessment indicators for each study is presented in Table 2. All studies that met the inclusion 

criteria were assessed as being of sufficient quality for inclusion in the final synthesis. 

3.3 Parents Experiences of their Support and Caregiving Roles in the Transition to 

Adulthood 

Data analysis resulted in five themes and eight sub-themes representing experiences 

of parents’ and caregivers of autistic youth in the transition to adulthood, with regards to their 

support and caregiving roles.  

Table 3 

Question 1: Parents Support and Caregiving Roles  

Themes Subthemes 

1. Holding responsibility for 

coordinating services and supports 

 

2. Supporting and developing their 

youth’s independence 

- Balancing the push for independence and need for support 

- Tentatively encouraging and supporting youth’s autonomy 

- Teaching skills to support youth’s independence in adulthood 

3. Advocating for youth to ensure 

adequate support and equal 

opportunities 

 

4. Planning and preparing for youth’s 

adult lives 

 

- Planning for youth’s transition 

- Accessing and preparing youth for adult roles 

- Preparing for their youth’s long-term future 

5. Caregiving for youth beyond 

transition 

- Providing practical support to youth in adulthood 

- Providing social and emotional support to youth in adulthood 

 

3.3.1 Holding Responsibility for Coordinating Services and Supports. 

Parents experiences of coordinating adult services, care arrangements and supports 

were discussed frequently, with regards to adult community disability services, vocational 

rehabilitation or employment services, and college-based disability supports (Alverson et al., 

2015; Anderson & Butt, 2018; Anderson et al., 2017; Cheak-Zamora et al., 2015; Chen et al., 

2019; Cribb et al., 2017; First et al., 2016; Fleischer, 2012; Hillier et al., 2021; Kersten et al., 
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2020; Kirby et al., 2020; McMinn et al., 2018; Meiring et al., 2016; Milen & Nicholas, 2017; 

Peña and Kocur, 2013; Snell-Rood et al., 2020; Sosnowy et al., 2017; Spiers 2015; Turcotte 

et al., 2015; Thompson et al., 2018; Van Hees et al., 2018).   

Parents played a predominant role in coordinating supports required by youth, 

sometimes in the absence of professional support or guidance in this respect (Sosnowy et al., 

2017; Spiers, 2015). Parents depicted significant struggle in accessing support services upon 

leaving school, and can perceive adult services to be non-existent, difficult to access, or 

insufficient relative to need (Anderson & Butt, 2018; Anderson et al., 2017; Cheak-Zamora et 

al., 2015; First et al., 2016; Fleischer, 2012; Kirby et al., 2020; Meiring et al., 2016; Milen & 

Nicholas, 2017; Sosnowy et al., 2017). Parents can feel immense pressure in accessing 

funding and services, and can experience long waitlists (Anderson & Butt, 2018; Cheak-

Zamora et al., 2015; Cribb et al., 2019; First et al., 2016). In the case of vocational 

rehabilitation, services can fade quickly (Snell-Rood et al., 2020).  

Owing to the availability of adult services, the need to actively seek, advocate and 

even fight for access to services for their youth was evident (Alverson et al., 2015; Cribb et 

al., 2019; McMinn et al., 2018; Milen & Nicholas, 2017; Turcotte et al., 2015). Difficulty 

accessing services can be due to not meeting eligibility criteria, which can be based on 

cognitive ability thresholds in Canada (Milen & Nicholas, 2017), due to self-care abilities 

(Anderson & Butt, 2018), or due to the complexity of their youth’s presentation (Anderson & 

Butt, 2018; Anderson et al., 2017; Kirby et al., 2020). In addition, parents can be pushed back 

and forth between agencies serving different needs:  

“…I cannot tell you how many intakes we went to and after maybe an hour or 2 hours 

or tons of paperwork, they would go, “Oh yeah. We do not have that expertise. We 

really cannot do the autism.” And I was like could somebody have told me at that 

initial phone call you cannot do the autism? Because that was 3 hours of our life we 

are never going to get back. I cannot tell you how many of those intakes I walked 

away from in tears…” (Anderson et al., 2017) 

In the absence of finding appropriate services that can best meet their youth’s needs, 

families have sometimes had to improvise and pull together care arrangements or coordinate 

self-directed services (Anderson & Butt, 2018; Anderson et al., 2017; Milen & Nicholas, 

2017). Regarding college, parents supported students in navigating college services including 
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attending meetings with youth, handling communication with professionals in academia 

(Peña and Kocur, 2013), and even disclosing youth’s disability to college professionals to 

promote acceptance and understanding (Van Hees et al., 2018).   

3.3.2  Supporting and Developing Their Youth’s Independence 

Parents often spoke of their role in supporting and developing youth’s autonomy and 

independence as they move into adulthood (Alverson et al., 2015; Cheak-Zamora et al., 2015; 

Cribb et al., 2019; First et al., 2016; Giarelli & Fisher, 2013; Hatfield et al., 2017; Kersten et 

al., 2020; Kirby et al., 2020; Mattys et al., 2017; Peña & Kocur, 2013; Shepherd, 2020; Snell-

Rood et al., 2020; Sosnowy et al., 2017; Thompson et al., 2018; Van Hees et al., 2018).  

3.3.2.1 Balancing the Push for Independence and Need for Support.  

The desire for their youth to develop independence as they become adults is a 

common experience for parents across a variety of contexts in adulthood including college 

(Alverson et al., 2015; Peña and Kocur, 2013), independent living (Cheak-Zamora et al., 

2015; Sosnowy et al., 2017) and community access (Kersten et al., 2020), among others. It is 

evident, however, that parents believed that they needed to push their youth towards 

independence (Cribb et al., 2019; Giarelli & Fisher, 2013; Kersten et al., 2020; Kirby et al., 

2019; Peña and Kocur, 2013; Van Hees et al., 2018), which in some cases was met by youth 

reluctance (Sosnowy et al., 2017). On the other hand, parents emphasised their youth’s need 

for ongoing support (Cheak-Zamora et al., 2015; Cribb et al., 2019; Kersten et al., 2020; 

Sosnowy et al., 2017), and due to their youth’s perceived vulnerability, lack of self-

sufficiency and difficulties associated with autism, parents battled with their resistance in 

letting go or stepping back in their caregiving. In this respect, there is a sense of importance 

of getting the balance right in terms of their input in youth’s adult and college life (Cribb et 

al., 2019; Kersten et al., 2020; Peña and Kocur, 2013; Shepherd, 2020; Van Hees et al., 

2018): 

“You want to build the independence and you want him to learn to take these things 

over... So sometimes I let him fall a little bit because that’s a learning process.” On 

the other hand, she continued, “I’m not interested in jeopardizing graduation over 

having him learn a lesson. So we’ve tried to balance.” (Peña and Kocur, 2013).  
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3.3.2.2  Tentatively Encouraging and Supporting Youth’s Autonomy.  

In addition to supporting independence in adult roles and responsibilities, parents 

discussed their views on and experiences of encouraging and supporting youth’s independent 

decision making (Alverson et al., 2015; Cribb et al., 2019; Hatfield et al., 2017; Kersten et 

al., 2020; Peña and Kocur, 2013; Shepherd, 2020; Sosnowy et al., 2017; Van Hees, 2018). 

Though supporting autonomy was perceived as necessary for youth to gain skills and 

security, it was a source of anxiety for parents (Sosnowy et al., 2017). Fathers reported a 

greater willingness to allow their youth to make decisions and mistakes, in contrast to 

mothers whom experienced greater difficulties in this respect (Van Hees et al., 2018). 

Though parents were likely to make some decisions for youth in relation to college choices 

(Anderson et al., 2017; Peña and Kocur, 2013), some parents supported youth in making 

these decisions about college (Alverson et al., 2015; Shepherd, 2020) and their careers 

(Hatfield et al., 2017; Kersten et al., 2020; Kirby et al., 2019). Some parents reported 

adopting a more advisory position with regards to their youth in adulthood (Van Hees et al., 

2018).  

3.3.2.3 Teaching Skills to Support Youth’s Independence in Adulthood. 

In the strive to support and develop their youth’s independence in the transition to 

adulthood, many parents taught youth necessary skills for adult life and participation, 

including skills to support community access, for managing their social and emotional needs, 

daily living skills (Cribb et al., 2019; Cheak-Zamora et al., 2015; First et al., 2016; Kirby et 

al., 2019), employment skills (Snell-Rood et al., 2020), and general life skills including 

navigating maps and responding to police stops and car crashes while driving or using 

transport (Kersten et al., 2020). However, despite preparing youth for employment, parents 

believe it isn’t enough to support inclusion and participation, as parents indicated the 

importance of educating employers: “you can educate and train the individual with autism to 

have all these pre-vocational skills and vocational skills, but if the community and the 

employers aren’t educated themselves, that’s gonna be an issue” (Snell-Rood et al., 2020).  

3.3.3 Advocating for Youth to Ensure Adequate Support and Equal 

Opportunities.  

Parents often highlighted their role in advocating for youth when it came to their 

youth’s transition to adulthood (Alverson et al., 2015; Cheak-Zamora et al., 2015; Cribb et 
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al., 2019; McMinn et al., 2018; Milen & Nicholas, 2017; Peña & Kocur, 2013; Snell-Rood et 

al., 2020; Thompson et al., 2018; Van Hees et al., 2018), and in the same respect, educating 

others regarding autism and their youth’s needs (Anderson & Butt, 2018; Cheak-Zamora et 

al., 2015; McMinn et al., 2018; Richardson et al., 2019; Snell-Rood et al., 2020; Sosnowy et 

al., 2017).  

Owing to the level of supports available to autistic youth, parents fought or advocated 

for increased services, opportunities and engagement (Alverson et al., 2015; Cribb et al., 

2019; McMinn et al., 2018; Milen & Nicholas, 2017). This advocacy was perceived as 

necessary to afford the same opportunities to their youth that is available to their peers (Milen 

& Nicholas, 2017). Parents have needed to step into this role due to their youth’s difficulty 

advocating for themselves (Cheak-Zamora et al., 2015), or a lack of mentor supports, which 

has impacted their relationship with their son or daughter (Thompson et al., 2018). Parents 

advocating for youth had to adjust to a new system of regulation related to guardianship and 

waivers (Snell-Rood et al., 2020). In addition, parents often had to advocate for their own 

involvement in their youth’s care related to their transition (Van Hees et al., 2018), and their 

involvement in their son/daughter’s college life, which was impacted by national policies, 

such as the Federal Educational Rights and Privacy Act (FERPA) in the United States (Peña 

& Kocur, 2013; Van Hees et al., 2018). 

Parents have experienced social misperceptions about autism (Cheak-Zamora et al., 

2015) and have described wanting their son/daughter to be understood by family, peers, 

employers, teachers and by society (Thompson et al., 2018).  

“I think the word “Autism” has come to mean something very negative to society as a 

whole. . .They don’t realize that there is a spectrum, a continuum, that some of these 

kids are just a little weird, but they can function. I think that more knowledge, 

tolerance, and understanding [is necessary].” (Cheak-Zamora et al., 2015) 

In this respect, parents have sought to increase awareness and educate others about 

autism. Parents educated professionals with regards to their youth’s vulnerability in 

considering the supports they can offer (McMinn et al., 2018), and educated college disability 

services about their youth’s needs due to a perceived lack of understanding (Sosnowy et al., 

2017). They also advocated for increased employment opportunities for autistic youth, by 

educating employers and organisations about their youth’s abilities and needs (Anderson & 
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Butt, 2018; Richardson et al., 2019; Snell-Rood et al., 2020). In general, it appears that 

parents play a significant role in advocating for their autistic youth across a variety of 

contexts to ensure they access opportunities in the transition to adulthood.  

3.3.4 Planning and Preparing for Youth’s Adult Lives.  

The transition to adulthood tends to be associated with planning and preparing youth 

for adult life and opportunities, and parents often referred to future planning in their 

narratives across many studies (Alverson et al., 2015; Anderson & Butt, 2017; Anderson et 

al., 2017; Chen et al., 2019; Hatfield et al., 2017; Kersten et al., 2020; Kirby et al., 2019; 

McMinn et al., 2018; Snell-Rood et al., 2020; Sosnowy et al., 2017; Swaminathan, 2015).  

3.3.4.1 Planning for Youth’s Transition. 

Parents reported the need to support youth in understanding adult expectations and 

responsibilities to increase motivation in planning for the future (Hatfield et al., 2017). They 

supported youth to see beyond the present, and in setting and working towards goals (Chen et 

al., 2019; Kersten et al., 2020). Parents described the importance of and their role in 

including youth in transition planning in school, including inputting into their Individual 

Education Plan (IEP; Anderson & Butt, 2017; Hatfield et al., 2017; Kirby et al., 2019). 

Having high expectations were important for parents in planning for the future, while 

ensuring youth felt they could change their mind (Hatfield et al., 2017). Parents have 

expressed dissatisfaction with inadequate goals that were below what should be expected of 

youth (Snell-Rood et al., 2020). On the other hand, parents expressed frustration that 

unrealistic goals that surpassed youth’s abilities were set (Snell-Rood et al., 2020), indicating 

the need for balance. Due to the use of unfamiliar language by professionals in transition 

planning, parents felt they couldn’t meaningfully participate in assessing youth’s abilities and 

setting goals. In addition, lack of awareness about the purpose of transition meetings, 

negative experiences at school, work demands, or fear of overstepping also prevented parents 

participation (Snell-Rood et al., 2020). Parents often spoke of experiences of being 

uninformed, unprepared, or lacking guidance in the transition from school (Anderson & Butt, 

2017; Anderson et al., 2017; Chen et al., 2019; McMinn et al., 2018; Snell-Rood et al., 2020). 

In addition, the onus of transition planning and implementation was often on parents; “It’s up 

to the parent, like after you leave that meeting, everyone says they’re going to do all of this 

stuff and nothing gets done.” (Snell-Rood et al., 2020).  



 48 

3.3.4.2 Accessing and Preparing Youth for Adult Roles. 

Parents engaged in activities that supported youth in preparing for adult life and adult 

roles. College-related activities parents enacted included familiarising youth with their 

college and the campus, reviewing college programmes, applying for scholarships, and 

registering youth for classes (Alverson et al., 2015; Anderson & Butt, 2017). In terms of 

adulthood generally, parents spoke of creating experiences such as working part-time, 

volunteering, participating in social groups, connecting youth with peers that were similar, 

and providing responsibilities at home (Hatfield et al., 2017; Kirby et al., 2019). Real life 

experience appeared to be at the forefront of parental preparatory activities. Parents also 

spoke of accessing opportunities, such as employment to support participation in adult life 

(Anderson & Butt, 2018; Anderson et al., 2017; Sosnowy et al., 2017), though parents have 

sometimes struggled to find employment for youth (Cheak-Zamora et al., 2015; Sosnowy et 

al., 2017). The importance of recognising and harnessing youth’s strengths in the transition to 

adulthood was also emphasised (Cribb et al., 2019; Thompson et al., 2018; Kersten et al., 

2020).  

3.3.4.3 Preparing for their Youth’s Long-term Future. 

Though many parents spoke of preparatory activities for youth in the transition to 

adulthood across studies, parental concerns were also evident with regards to youth’s future 

life, including their living situation, guardianship, and financial support (Swaminathan, 

2015). In addition, parents were concerned about the ongoing future support that their youth 

would require after they pass away, which prompted parents to plan and prepare for this stage 

of their life (Kirby et al., 2019; McMinn et al., 2018; Sosnowy et al., 2017). This involved 

ensuring their youth’s support needs are outlined in their record (McMinn et al., 2018) and 

planning for future living arrangements (Sosnowy et al., 2017). Parents considered siblings as 

potential long term supports, though they were often reluctant to place that responsibility on 

them (Sosnowy et al., 2017).  

3.3.5 Caregiving for Youth Beyond Transition. 

It is evident from the narratives presented above that parent’s caregiving extends 

further than that of their role within their youth’s transition. This ongoing care and support 

consisted of managing youth’s personal lives, and providing social and emotional support to 

youth when necessary.  
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3.3.5.1 Providing Practical Support to Youth in Adulthood. 

Parents depicted many ways in which they provide support and care for youth during 

the emerging adulthood phase of life. This is evident in references to parents as holding a 

‘life supporter’ role (Spiers, 2015), whereby parents hold responsibility for managing their 

youth’s daily life and responsibilities (First et al., 2016; Richardson et al., 2019; Spiers, 

2015). This has included “keeping two houses” and providing 24 hour supervision (First et 

al., 2016), completing youth’s domestic tasks, promoting personal hygiene and dressing, 

occupying youth, arranging opportunities, teaching further skills, providing ongoing support 

with decision making (Spiers, 2015), and being “chauffeur and tech support” (Richardson et 

al., 2019). Providing transport was an experience shared by several parents (Anderson & 

Butt, 2018). Additional practical supports provided by parents related to supporting youth 

through college (First et al., 2016; Sosnowy et al., 2017), coaching youth in completing 

college tasks (Peña & Kocur, 2013), and supporting youth with college exams (Anderson et 

al., 2017).  

3.3.5.2 Providing Social and Emotional Support to Youth in Adulthood. 

Parents also provided social, emotional, and behavioural support to their youth in 

adulthood. Parents emphasised the increasingly difficult role of managing youth’s behaviours 

as they grow (Swaminathan, 2015). Parents highlighted their youth would contact them for 

support when struggling with work difficulties for example (Giarelli & Fisher, 2013), and 

parents may soothe fears and encourage youth to keep moving forward to support ongoing 

development (Mattys et al., 2017). Parents were referred to as a constant reliable support for 

youth (Mattys et al., 2017). Parents report talking to youth about difficulties and that youth 

“talk about stuff … there’s no such thing as a taboo topic” (Cribb et al., 2019). Evidently, 

parents play an ongoing role in providing social and emotional support to youth during and 

beyond the transition to adulthood.  
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3.4 Parents Experience of the Impact of Transition on Them as Parents 

 Data analysis resulted in four themes pertaining to the impact of transition on parents 

and caregivers of autistic youth, and how parents and caregivers coped with this impact.  

Table 4 

Question 2: The Impact of Transition  

Themes 

1. Transition can lead to psychological and emotional challenges for parents 

2. Transition can impact on parent’s life circumstances  

3. Transition can lead to changes in parents relationships with their youth  

4. Parents adopt personal coping strategies and seek support from others to manage the impact of 

transition   

 

3.4.1 Transition can lead to psychological and emotional challenges for parents.  

The emotional tole of transition was reported frequently in the studies reviewed. 

Transition planning posed numerous emotional challenges, as parents described shock in the 

context of poor planning and an abrupt end to school life (Anderson & Butt, 2017), 

frustration at unrealistic goals (Chen et al., 2019; Snell-Rood et al., 2020), frustration at 

needing to search for support and believing that not enough is done, and feeling alone at 

managing it themselves (Chen et al., 2019; Meiring et al., 2016), overwhelmed due to 

unpreparedness (Anderson et al., 2017), and worry about the ‘summer gap’ (Shepherd, 2020). 

However, the emotional toll of transition doesn’t end at this point of a parents journey. The 

psychological and emotional tole of the transition with regards to adult services and systems 

of support, particularly in the context of adverse emotional experiences, was reported 

frequently, with emotions such as fear, anxiety, frustration, uncertainty, unpredictability, 

helplessness, intimidation, and disorientation reported (Anderson & Butt, 2018; Anderson et 

al., 2017; Cheak-Zamora et al., 2015; McMinn et al., 2018). These struggles were in the 

context of feeling a lack of control over the process, limited service availability and changing 

supports, attempts to find and navigate services, lack of post-school options, youth’s unmet 

needs, and staff member issues (Anderson & Butt, 2018; Anderson et al., 2017; Cheak-

Zamora et al., 2015; McMinn et al., 2018). In addition, parents depicted the burden of caring 

for youth into adulthood, which was often as a result of the perceived absence of services and 

supports, as tough, emotionally draining, isolating, overwhelming, and frustrating, and that it 

has led to depression and exacerbation of existing health conditions (Cheak-Zamora et al., 
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2015; Cribb et al., 2019; Spiers, 2015). Employment provided a break for caregivers, 

provided peace of mind, reduced worry, and made parents feel proud, though families then 

experienced fear that their youth may lose employment, speaking to the ongoing nature of 

emotional distress felt by parents of autistic youth (Richardson, 2019).  

In relation to supported housing options, parents described apprehension (Sosnowy et 

al., 2017), and anxiety and worry about their youth living away from home in adulthood, and 

at college (Hillier et al., 2021; Meiring et al., 2016; Sosnowy et al., 2017; Thompson et al., 

2018; Van Hees et al., 2018). Parents were worried and felt uncertain about their youth going 

to college, managing the demands of postsecondary education or not seeking help from 

professors (Chen et al., 2019; Hillier et al., 2021; Peña & Kocur, 2013; Shepherd, 2020; Van 

Hees et al., 2018). Frustration was clear with the limited information they could get from 

colleges (Shepherd, 2020). Parents were left concerned, nervous, worried, and fearful about 

youth’s social connections, or difficulty in making those connections with peers, in the 

transition to adulthood and college (Chen et al., 2019; Cribb et al., 2019; Hillier et al., 2021; 

Kersten et al., 2020; Sosnowy et al., 2017; Teti et al., 2019), and they feared their youth may 

be bullied (Teti et al., 2019). Parents worries and fears extended to youth’s romantic 

relationships in the transition to adulthood also (Teti et al., 2019).   

In addition to events parents are facing in the transition to adulthood, parents also 

highlighted the impact of thinking about future events. Parents described sadness, fear, and 

worries about their youth’s future, particularly with regards to concerns about who will take 

over the care of their youth when they are no longer present (Chen et al., 2019; Cribb et al., 

2019; Fleischer, 2012; Meiring et al., 2016; Milen & Nicholas, 2017; Spiers, 2015; 

Swaminathan, 2015). Additionally, their youth’s vulnerability was a particular concern and 

worry for parents (Cribb et al., 2019; Hillier et al., 2021; Kertsen et al., 2020; McMinn et al., 

2018; Meiring et al., 2016; Teti et al., 2019), and related to this, parents were worried about 

the impact of their youth’s difficulties and behaviours (Cribb et al., 2019; Fleischer, 2012; 

Swaminathan, 2015; Teti et al., 2019). Lastly, parents indicated that a late diagnosis posed 

particular challenges due to having already internalised societal expectations (Mattys et al., 

2017). It is evident that the transition to adulthood triggers a variety of adverse emotional 

responses in parents of autistic youth.  
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3.4.2 Transition can impact on parent’s life circumstances. 

Parents reported in their narratives numerous impacts of having an autistic youth 

transition to adulthood. Parents often noted the impact of caring for youth into adulthood on 

their own life circumstances (Anderson & Butt, 2018; Anderson et al., 2017; Cheak-Zamora 

et al., 2015; Kersten et al., 2020; Milen & Nicholas, 2017; Shepherd, 2020; Spiers, 2015). 

This caring role often came without choice, and parents had to make compromises in their 

own life to care for youth, which included having little time to afford to work commitments, 

reducing or changing working hours, or having to leave employment altogether (Anderson et 

al., 2017; Kersten et al., 2020; Spiers, 2015). The time commitment of coordinating services 

and decoding systems was particularly challenging for working parents (Anderson & Butt, 

2018). Regarding services, parents highlighted a financial cost associated with funding 

additional services and support for their youth (Anderson & Butt, 2018; Milen & Nicholas, 

2017). Social isolation was also a difficulty experienced with regards to the three month gap 

evident following the transition from school (Shepherd, 2020). Parents describe busyness due 

to the demands of caring for youth in adulthood: “When I say I’m busy – I keep two houses, 

two jobs – I keep a schedule for two adult people to make sure he’s taken care of” (Cheak-

Zamora et al., 2015). Successful employment of their youth provided a break for some 

caregivers, which was used for rest or socialising with family (Richardson, 2019).  

3.4.3 Transition can lead to changes in parents relationships with their youth. 

The transition to adulthood was discussed in the context of a change in the parent-

child relationship on numerous occasions (Fleischer, 2012; Kersten et al., 2020; Peña and 

Kocur, 2013; Shepherd, 2020; Snell-rood et al., 2020; Van Hees et al., 2018). Parents felt a 

change in their role, position and involvement in their youth’s life in the transition to college, 

which was often difficult for parents to come to terms with (Van Hees et al., 2018). Some 

parents felt uninformed about youth’s life in college (Peña and Kocur, 2013; Shepherd, 

2020), and in some cases this reduced their ability to support their youth (Shepherd, 2020). 

Due to the nature of youth’s difficulties, and perceived delay, parents felt strongly about their 

continued involvement: “I was freaking out. But because he was over 18, they couldn’t tell 

me anything...I thought OK, chronologically he is over 18, but he’s not really, because he’s 

always been about two years behind”. In spite of the negative impacts of transition on 

parental involvement, in some cases the transition to adulthood had a positive effect on their 



 53 

relationship with their youth, as their newfound advisory position brought them closer (Van 

Hees et al., 2018).  

3.4.4 Parents adopt personal coping strategies and seek support from others to 

manage the impact of transition.   

Parents spoke of many ways in which they managed or coped with their youth’s 

transition to adulthood. Parents noted that they tended to focus on the present, and manage 

problems as they arise (Kirby et al., 2019; McMinn et al., 2018). In addition parents spoke of 

breaking challenges down into more manageable pieces, and highlighted in their narratives a 

strong sense of perseverance (McMinn et al., 2018).  

Parents also reached out to their social network, such as others who were knowledgeable 

about transition, family, friends, and teachers (First et al., 2016; McMinn et al., 2018). In 

particular, parents spoke of connecting with other parents to get information and support 

(Chen et al., 2019; Kirby et al., 2019; McMinn et al., 2018; Milen & Nicholas, 2017; 

Swaminathan, 2015). Parents also sought professional support, including with decision 

making (McMinn et al., 2018) and parents have felt that there is a need for additional 

professional input, such as one-to-one support or a designated individual in health and social 

care checking in with them (Spiers, 2015). In addition to receiving support, parents have 

given back to others, and have provided help and support to other parents going through a 

similar transition (Anderson & Butt, 2018; McMinn et al., 2018).  

4. Discussion 

This review thematically synthesised 29 studies from nine countries reporting parents 

experiences of their youth’s transition to adulthood. In particular, the thematic synthesis 

extracted data from papers with regards to parents experiences of their support and caregiving 

roles, and how the transition impacts them. Though the outcomes of the articles were diverse 

in nature, a commonality existed with regards to participants position as parents or caregivers 

of autistic youth moving into, or having moved into, that early adulthood phase of life and the 

associated services, roles and responsibilities that accompany that period. This enabled the 

development of overarching themes representing parents experiences.  

The review of parents experiences of their caregiving roles in the transition to adulthood 

identified numerous themes representing various parent roles and responsibilities. It is 
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evident from this review that parents caregiving is on high demand during this period, which 

is in line with previous research, demonstrating greater caregiving demands for parents of 

youth with disabilities during the transition to adulthood (Hendricks & Wehman, 2009). In 

relation to transition planning, it appears that this service can be inadequate, or parents can 

have difficulty participating for a number of reasons, including not understanding the process 

or planning meetings, consistent with past research (Martinez et al., 2012). In addition to 

transition planning, parents are often left with the responsibility to coordinate services and 

supports for their youth, and in some cases, fight and advocate for such services or supports. 

Parents often are faced with such roles without adequate support or preparation. In a previous 

review, the need for advocacy training to increase parents knowledge of systems and rights 

was indicated (Hetherington et al., 2010), and programmes are beginning to be developed to 

address this issue in the USA with promising findings (Taylor et al., 2017). Interestingly, the 

transition period seems to give rise to thoughts, concerns and preparations regarding the 

distant future, with parents keen to address their youth’s care for when they have passed 

away. This speaks to parents view of their youth’s ongoing care, their expectations for their 

involvement in this care moving forward, and the necessity to consider this during transition 

planning.  

The psychological impact of transition was highly present in parents’ narratives. Past 

research has indicated the impact of parenting autistic youth with regards to parental stress 

(Brobst et al., 2009; Estes et al., 2009) and anxiety (Newsome, 2008). The range of factors 

contributing to this stress and anxiety e.g. securing systems of support or difficulty doing so, 

and communication with professionals, is consistent with the findings of this research. This 

research also found that parents experienced changes in their relationship with their 

son/daughter which was particularly evident in their reduced ability to be involved in their 

youth’s college life and/or decisions. However, within this review, it was found that the 

transition can also lead to positive effects, particularly with regards to the parent-child 

relationship, as parents adjust to their new roles in their young adults lives. This positive 

aspect of transition can be fostered within families.  

A strength of this review is that by synthesising parents experiences of their youth’s move 

into adulthood across various adult outcomes, this allowed for an appreciation of the 

numerous and wide ranging roles, expectations and experiences within this life period. This is 

beneficial in preparing and supporting parents and families with youth approaching the end of 
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secondary-level education, and addressing the various challenges faced by families at this 

stage of their family life cycle. In addition, comprehensive search methods were utilised, 

which were developed based on the results of initial searches and key texts in the area. A 

range of databases were chosen, which was influenced by a review of database depositories. 

In order to get the best evidence available, only journal articles published in peer reviewed 

journals were included. This means any relevant information published in texts such as books 

do not form part of this review, which is a potential limitation. However, this provided a 

focus to the review and supports greater trustworthiness of the findings.  

There are many implications for practice stemming from this review. The review provides 

a recognition of the role parents play in facilitating their youth’s transition, and also the huge 

life transition for parents occurring during this stage of their youth’s lives. There are many 

issues with regards to this transition that need to be addressed. Services and supports need to 

be easily accessed, better coordinated by professionals, schools and adult service agencies, 

and parents need to be better informed during this process. Appropriate programmes to 

support parents in developing their advocacy skills, their knowledge of adult services and 

their youth’s rights would be beneficial prior to transition, and programmes have shown 

promising results (Taylor et al., 2017). However, these need to be adapted and developed 

specifically to meet the needs of parents within each country as services and supports will 

differ. Secondly, transition planning and preparatory activities need to occur in school, with 

adequate and timely support from professionals. Organisers of these meetings need to ensure 

parents are fully supported in understanding the content of such meetings and actively 

participating in them. This would enable and empower parents, who are key in supporting 

youth through transition and facilitating youth independence. This is particularly important 

considering the relation between parents satisfaction with transition and transition success for 

youth with disabilities (Neece et al., 2009). In addition, follow-up care needs to be addressed, 

so that parents are not left responsible for meeting all of the goals set during planning, and 

this could be in the form of a link person that helps with coordinating youth’s lives. The 

impact of transition on parents is significant in the context of emotional turmoil, and 

changing relationships with their youth, and the need for relevant social and emotional 

supports for families going through this life transition is evident. Parents identified 

connecting with other parents as helpful, and it may prove beneficial to foster and support 

these connections for parents going through this process. These parent groups, whether 

psychological or social in nature, could be organised by schools, local community 
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organisations, or parents themselves. Future research would be beneficial to better understand 

and explore the transition to work, and adult service transitions for parents, given the 

significance in general adulthood studies, and the limited number of studies directly 

exploring parents experiences of this process. In addition further qualitative research should 

ensure researcher reflexivity.  

5. Conclusion 

This research highlighted parents experiences of caregiving in the transition to adulthood, 

and the impact of this transition on parents emotional wellbeing, life circumstances, and their 

relationship with their youth. This review is informative for professionals and services 

supporting parents and families approaching, during and following the transition to 

adulthood.  
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Abstract 

Background:  

The transition to adulthood is a time of significant change for autistic youth and their 

families. There are a multitude of changes occurring with regards to youth leaving school and 

children’s services, and entering adult life, and many of whom will access services. This time 

represents a significant change in a family’s life cycle. Navigating this transition can be 

complex and challenging for youth and their families.  

 

Aims:  

The aim of the present study is to explicate the experiences and perspectives of parents of 

autistic youth with an intellectual disability on the complexities of transitioning to adulthood 

and adult services.  

 

Methods: 

Semi-structured interviews were completed with parents of autistic youth with an intellectual 

disability that have made the transition to adulthood and adult services. Data was transcribed 

and analysed using a constructivist grounded theory approach.    

  

Outcomes and Results:  

The analysis of parent interviews revealed that families navigate three primary processes 

during transition: preparing, adapting, and forecasting. Stressors at a personal, familial, 

 
2 This chapter is in the format of the guide for authors for Research in Developmental 

Disabilities in which it will be submitted for publication: 

https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-

for-authors 
 

https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-for-authors
https://www.elsevier.com/journals/research-in-developmental-disabilities/0891-4222/guide-for-authors
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organisational and societal level, that occur as families navigate these processes can lead to 

emotional distress and difficulties with adjustment. This is moderated by available resources 

and supports. 

 

Conclusions and Implications:  

This research outlines a theoretical model for transitioning to adulthood for families of 

autistic youth with an intellectual disability. In particular it identifies how families work 

towards adjustment, and the stressors and supports that can contribute to emotional distress 

and subsequently challenge adjustment. The findings of this research will support greater 

understanding of this process and support improvements to clinical practice regarding 

supporting youth and families approaching and entering this life phase.  

 

What This Paper Adds? 

There is a dearth of research on the transition to adulthood for autistic youth and their 

parents in Ireland. This is particularly evident for those with additional cognitive 

impairments. Internationally, there is a dearth of research on the transition to adult services 

and systems of support, which are essential for many youth and families to ensure youth 

opportunities and youth and family wellbeing. This study is the first in Ireland, and joins a 

small few internationally to explore this transition process. Therefore, this research adds to 

the wider research on transition for autistic youth and their families. The findings of this 

study provide an opportunity to better understand the process that families experience in this 

transition, which can pave the way for supporting families embarking on similar journeys.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 67 

1. Introduction 

Autism has long been categorised as a neurodevelopmental disorder in medical texts 

and diagnostic manuals, and is often characterised by various impairments. These include 

deficits in social communication and social interaction, and restricted repetitive patterns of 

behaviour, interests and activities (American Psychiatric Association, 2013). Recently, 

stakeholders within the autism community have begun to adopt a neurodiversity approach to 

understanding autism. The premise of this approach is that throughout the population, there is 

natural variance in brain developments and structures. Therefore, this approach suggests that 

neuronal variances, such as those evident in autistic individuals, are better viewed as 

variations different from the neurotypical brain, rather than disorders (Lorenz et al., 2017). 

Frith (2014) suggests that the neurodiversity argument would deny that the nature of autism 

could be explained by cognitive deficits, which she argues is problematic.  

Parents of autistic children experience greater parental stress than parents of youth 

with other developmental disabilities (Estes et al., 2009) and parents of typically developing 

children (Brobst et al., 2009). There are a number of factors that can contribute to parental 

stress post-diagnosis. These include difficulty accessing services, communicating with 

professionals, their child’s behaviour, stigma, marginalisation, victimisation and bullying 

(See review: Bonis, 2016). Existing theories on stress and coping can help with explaining 

parental stress. According to Lazarus and Folkman (1984), individuals are constantly 

appraising stimuli in their environment. Events appraised as challenging result in distress 

which initiates coping strategies. These produce a favourable, unfavourable or unresolved 

outcome. A favourable outcome can lead to positive emotion, while unfavourable outcomes 

lead to distress. Perry’s Stress Model (2004) proposes a model of stress for families of youth 

with developmental disabilities. Support and resources act as moderators in the relationship 

between stressors and outcomes. It is evident on review of stress theory, that parental stress is 

a complex interaction between several factors in a person’s environment and the person’s 

interpretations of the events unfolding.  

Transition has been defined as a “passage from one state, stage, subject, or place to 

another” (Merriam-Webster, 2020). Transition has also been viewed as a period of instability 

and confusion, with an endpoint that leads to a newfound sense of stability (Im, 2011; 

Ludvigsen et al., 2014). Bronfenbrenner’s (1979) Ecological Theory, has been applied to 

adulthood transitions with a population with complex disability. In this systematic review, the 
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child/individual element was changed to family, to likely reflect the centrality of the family in 

transitioning (Jacobs et al., 2018). This is consistent with family-centred care approaches, 

which view families as central to the care provided to individuals with a disability 

(Kokorelias et al., 2019). Evidently, transition is complex and multi-dimensional in nature, 

and is impacted by various individual, family and wider systemic influences. In Ireland, 

guidelines for transition planning were included in ‘Guidelines on the Individual Education 

Plan Process’ developed by The National Council for Special Education. These were based 

on the Education for Person’s with Special Educational Needs Act (EPSEN, 2004). The 

guidelines suggest that transition planning would ideally take place a year prior to youth 

leaving school, and parents and youth would be included. The transition to adulthood in 

Ireland may lead to changes in decision making approaches for youth, due to the imminent 

implementation of the Assisted Decision Making (Capacity) Act (2015) in 2022. This will 

ensure that youth are best supported in maximising their decision making capabilities. The 

approach outlined in the act ensures capacity is assessed on an issue specific basis, and 

abolishes the ward of court system that was previously in place.  

A systematic review completed by Jacobs et al. (2018) outlined fourteen studies 

exploring the transition to adulthood and adult services for individuals with severe to 

profound intellectual disability, including individuals with multiple disabilities, across the 

United Kingdom, Australia and the United States of America. The majority of participants 

across studies were parents. Bronfenbrenner’s (1979) Ecological Theory was used as an a-

priori framework for analysis. This review identified various factors impacting transitioning 

including family factors and the process of transitioning to adulthood and adult services; 

adjusting to the change in service networks, such as respite and healthcare; accessing 

appropriate services that will meet the individual’s needs; lack of choices and information 

about transition and service availability; tension between parents and professionals; 

difficulties facilitating involvement of the youth with a disability; the organisational context 

such as coordination of services, budgeting and funding processes; and society such as 

culture, politics and economy. The systemic nature of transition is clearly evident.  

With regards to autism-specific research, the transition to adulthood, including 

postsecondary education, employment, healthcare delivery and adulthood in general, was 

explored in a United States of America scoping review (Anderson et al., 2018). There were 

several barriers identified relating to a poor fit between the person and their environment, 
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uncertainty regarding changing parental roles, and a lack of services. Facilitators that were 

identified related to individualising supports and environments, a gradual approach to 

transitioning to diverse supports, and information sharing and collaboration. Studies didn’t 

report participant demographics, indicators of cognition, social skills and communication 

ability, which is an evident limitation. Sampling biases were also evident, such as youth that 

did not use words to communicate being excluded (Anderson et al., 2018).  

In a United Kingdom study exploring parental experiences in depth, parents of youth 

with an intellectual disability, including autistic youth with an intellectual disability were 

included (Codd and Hewitt, 2019). Uncertainty and worry was depicted, and the animosity of 

battling with services was evident, as well as coming to terms with youth’s independence and 

their parental roles. This research encapsulates both experiences of parents of individuals 

with an Intellectual Disability and parents of autistic individuals with an Intellectual 

Disability, which is a limitation identified by the researchers. This may be problematic due to 

the differences between these populations, as autistic people experience specific difficulties, 

such as with social interaction, communication and imagination, and there are evident 

differences in available support networks for this population group. Specific research 

focussing on the needs of autistic individuals with an intellectual disability is limited, 

indicating a need in this area.  

The primary aim of this research project is to explore the experiences and perspectives of 

parents of autistic youth with an intellectual disability on the complexities of transitioning to 

adulthood and adult services. In doing so, this study aims to understand how parents’ 

experience the transition to adulthood and associated services in the context of Irish service 

provision. This will support the development of recommendations addressing concerns or 

challenges of this transition, inform further research on transitioning for families of autistic 

youth, and inform guidelines and policy pertaining to post-school transition in Ireland. The 

overarching research question underpinning data collection and analysis is: What are parents’ 

experiences of, and perspectives on, the complexities of autistic youth transitioning to 

adulthood?  



 70 

2. Methods 

2.1 Research Design 

This study adopts a qualitative approach to research. Qualitative research is a “systematic 

enquiry into social phenomena in natural settings” (Teherani et al., 2015, p. 669). The aim of 

qualitative research is to produce an in-depth understanding of the various dimensions of the 

problem under examination (Queirós, Faria, and Almeida, 2017). A Constructivist Grounded 

Theory (CGT; Charmaz, 2014) methodology will guide data collection and analysis. CGT is 

concerned with the construction of theories ‘grounded’ in the data, based on systematic 

guidelines for collecting and analysing data of a qualitative nature. CGT begins with data that 

is inductive and utilises iterative strategies of moving back and forth between data and 

analyses. A constructivist approach argues that the data and analysis are derived from shared 

experiences with participants, and understands the resulting representation of data as an 

interpretation influenced by the researcher’s views (Charmaz, 2014).  

2.2 Recruitment & Participants  

A purposive sampling method was utilised. This non-probability approach to sampling 

involves a sample being deliberately chosen based on the qualities they possess, and their 

knowledge or experience of the research concern (Etikan, 2016). Snowball sampling was also 

used, which included requesting participants to pass on information about the study to their 

peers. The sampling strategy involved several recruitment efforts. Recruitment began in one 

disability service provider. This service provides general day services and training services 

alongside specialised autism day services in line with New Directions (Health Service 

Executive, 2018), and clinical supports, across the Greater Dublin region, for both children 

and adults with intellectual disability. Secondly, a national recruitment strategy was 

employed. Participants recruited from the primary service provider, that had agreed to be 

contacted further about the research, were asked to circulate a national recruitment flyer to 

parents in their network. In addition, a recruitment flyer was circulated on autism-specific 

websites and social media pages. The study was approved by the Research Ethics Committee 

in the primary disability service provider. Informed consent was obtained from all 

participants.  
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Data collection and analysis occurring simultaneously supports theoretical sampling. 

Theoretical sampling consists of seeking and collecting data to further develop categories 

unearthed in the research process (Charmaz, 2014). Saturation can be understood as the point 

at which no new theoretical insights or properties of categories are revealed when fresh data 

is collected (Charmaz, 2014). It has been found to be influenced by several factors: the scope 

of the investigation; the homogeneity of the sample and their level of experience of the 

research topic; the experience or expertise of the researcher; and the resources for conducting 

the research (Bonde, 2013). An additional factor that can influence sample size is the 

audience, as qualitative researchers may increase their sample size to convince a quantitative 

research audience who are familiar with large samples (Bonde, 2013). Thompson (2011) 

studied sample sizes in grounded theory research and found that sample sizes range from five 

to 114 participants (Thompson, 2011), and researchers have stated reaching saturation with 

small sample sizes (e.g. Aldiabat & Clinton, 2013). Existing literature has critiqued the term 

saturation (Dey, 1999; Nelson, 2016), and argue for an alternative view pertaining to 

sufficient depth, which is referred to in various ways such as ‘conceptual depth’ (Nelson, 

2016), and ‘theoretical sufficiency’ (Dey, 1999). Theoretical sufficiency is achieved not by 

reaching a final limit, as saturation might suggest, but by reaching a sufficient depth of 

understanding that allows the researcher to theorise (Nelson, 2016). The researcher argues 

that the data, coding and categories evidenced in this review were of sufficient depth to 

construct a grounded theory explicating participants psychosocial processes during the 

transition to adulthood.  

Parents were included if they 1) were a parent of an autistic young adult with an 

intellectual disability; and 2) they were available to complete an interview in person, online 

or by phone. Parents were excluded from the research if 1) their son/daughter was not autistic 

and did not have an intellectual disability; and 2) parents could not complete an interview in-

person, online or by phone. An upper age limit was not applied. This ensured that researcher 

bias’s with regards to arbitrary age ranges and social norms were not imposed on the 

recruitment process.  

The study recruited 7 parents of autistic adults with an intellectual disability; 5 mothers 

and 2 fathers. All of the parents volunteering that met inclusion criteria were from one 

primary disability service provider. Demographic information is presented in Table 5 below. 

All names are pseudonyms.  
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Table 5 

Parent and Youth Demographics 

Parent Age Son/Daughter  Age Diagnosis (Parent-

reported) 

Disability Services 

Accessed 

Year of Service 

Transition 

 

Mark, 

Father 

52 Oscar 20 Autism 

Moderate 

Intellectual 

Disability  

Epilepsy 

Day service 

Respite 

2019  

Sarah, 

Mother 

51 Ria 25 Autism 

Moderate/Severe 

Intellectual 

Disability 

Scoliosis 

Ataxia 

Training centre – 

Day service 

Respite 

2014  

Mary, 

Mother 

 

56 Brian 22 Autism 

Moderate 

Intellectual 

Disability 

Down Syndrome 

Individualised 

service: Day 

service and part-

time supported 

living  

2017  

John, 

Father 

58   

Nicole, 

Mother 

57 Rory 19 Autism 

Moderate 

Intellectual 

Disability 

Day service  2020  

Louise, 

Mother 

61 Tom 35 Autism 

Severe Intellectual 

Disability 

Residential  

Day service 

2003/04 

(Residential) 

Approx.: 2004-

‘08 (Day) 

 

Hannah, 

Mother 

47 Jack 19 Autism Day service 2020  
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Moderate 

Intellectual 

Disability 

Epilepsy 

Dyspraxia 

Anxiety 

 

2.3 Data Collection 

Participants were asked several questions outlined in a parent demographic questionnaire 

(see appendices). This was completed during interviewing. Data was gathered through semi-

structured interviews (see sample schedule in appendices). Interview questions were 

developed with consideration for previous research, clinical knowledge and experience of the 

researchers, and feedback from the ethics committee which includes parent representatives. 

In addition, the researcher followed-up on themes and concepts that had arisen as part of the 

interview process. Furthermore, questions were added and/or adapted as the research process 

developed. Charmaz (2014) suggests that constructing an interview guide prepares 

researchers for conducting the interview. However it is flexible and open to revision. 

Interviews were recorded, transcribed and analysed. Interviews ranged from 38 minutes to 1 

hour and 55 minutes, with a mean length of 1 hour and 1 minute.   

2.4 Data Analysis  

Interviews were transcribed and analysed using a CGT analytical approach. CGT analysis 

involves repeatedly reading and reviewing the transcripts thoroughly, in the development of 

codes, categories and concepts pertaining to the research question. There are two main 

processes involved in coding: initial coding and focussed coding. Initial coding explains 

words, lines or fragments of data and is closely related to the data. Focused coding is the 

selection of significant initial codes to sort, synthesise, integrate and organise the data 

(Charmaz, 2014). A process of constant comparison (Glaser and Strauss, 1967) ensued 

whereby data and codes were compared within and between interviews. Analysis employed 

increasing levels of abstraction, as the researcher searched for patterns in the data. Codes 

were organised into categories and presented in the form of a theoretical model grounded in 
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participants experiences. Table 6 outlines the process of moving from initial coding to 

focussed coding.  

Table 6 

Focussed Coding  

Data Initial Codes Focussed Code 

Eh they would have done social stories with [youth], 

you know. But especially after we found out you 

know where we were going, that we had a place. So 

one of those social stories. But then, ehm, so that was 

after... they would do social stories, I know that now. 

Preparing youth for 

transition using social 

stories 

Supporting youth’s 

readiness for transition 

and change  

ehm the to as I said perhaps transition him to, you 

know even understanding the basic difference 

between a school setting and an adult service setting 

Suggesting supporting 

youth in understanding 

the difference between 

school and adult service  

P: …we were preparing the ask [I: Okay]. Preparing 

[youth], there was no preparing [youth] [I: Mmh]. 

There's no preparing [youth]. All we can do is 

prepare the end target place and then we didn't have a 

target… 

No preparing youth for 

transition  

P: …there was no location, there was no service. 

There was nothing tangible that would mean 

something to [youth]. I: Yeah. P: So the only tangible 

thing was the people. And even he didn't get to see 

what they look like because they were wearing a 

mask… Ehm so you know even like presenting a 

picture to [youth], here's Kalem and he's going to be 

going boxing with you every Tuesday and presenting 

a picture of boxing, whatever. Just meeting these 

people with a set of eyes and then off for a walk. So 

you know a lot of it was Covid bollox [I: Yeah], you 

know what I mean. 

Covid impacted the 

preparation completed 

with youth  

The researcher engaged in memo-writing throughout the research process with 

regards to research design, data collection, and analysis. Memo-writing provides a space for 

the researcher to engage actively with the research materials, further develop ideas and make 

analytical notes, refine subsequent data collection, and ensures researcher reflexivity 

(Charmaz, 2014).  
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2.5 Researchers’ Position  

The lead author is currently a Psychologist in Clinical Training with prior experience 

supporting individuals with mental health difficulties across the lifespan, autistic individuals, 

and individuals with an intellectual disability. The researcher has previously supported 

autistic school leavers in the transition to adult disability services. The second author is 

currently employed as the director of the clinical psychology programme in the University of 

Limerick. He has a specialist interest in supporting individuals with an intellectual disability 

across the lifespan. The third and fourth authors have both been employed in services 

supporting individuals that have an intellectual disability. They have both supported autistic 

school leavers in the transition to adulthood and adult services. The fifth author is a clinical 

psychologist with experience of supporting adults with an intellectual disability and autism, 

including those transitioning into adult services. She also works on the clinical psychology 

programme and has experience in qualitative research. The lead author, responsible for data 

analysis, hold’s social constructivist and systemic influences, and based on experiences of the 

transition to adulthood and adult services for autistic youth, understand it as a challenging 

process for youth and their families. The researchers’ remained cognisant of their 

preconceptions throughout data collection and analysis. In line with constructivist grounded 

theory, the final theoretical model is co-constructed by researcher and participants, meaning 

the researchers’ background, understandings and experience is intentionally influencing data 

collection and analysis.  

3. Results 

The findings of this study outline a theoretical model pertaining to familial adjustment 

in the transition to adulthood. The findings indicated that families move through three 

primary processes when navigating transition: Preparing, Adapting, and Forecasting. It 

appears that parent’s goal is familial adjustment, and this is impacted by the fluidity in which 

families can navigate these processes. Stressors experienced by families at a personal, 

familial, organisational and societal level contribute to an increased emotional toll and 

subsequent difficulties with adjustment, which is moderated by personal resources, and 

support from peers, family, and professionals. The transition context is presented below, 

followed by categories contributing to the theoretical model in two parts: Part 1 – Family 

Transition Processes, and Part 2 – The Emotional Toll of Transition. A visual representation 

of the grounded theory is then presented.  
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3.1 The Transition Context 

In this study, parents interpreted the concept of transition most commonly in the 

context of their son/daughter leaving school and moving into adult disability day service 

placements. In this context, parents interpreted their engagement with schools, disability 

managers, and adult services as constituting a transition process. In addition, parents 

understand transition as the move from home living to community residences. Interestingly, 

many parents though not immediately discussing transition in the context of a residential 

shift, noted the potential for future residential supports as they age. In addition to day and 

residential service provision, a minority understood transition as a shift in clinical and/or 

psychiatric care, which was ultimately provided by disability service providers. In addition to 

service-based understandings of transition, several parents understood transition as a 

developmental shift, where youth were becoming adults, and were facing shifts with regards 

to expectations others had of them e.g., in relation to decision making, and changes to youth’s 

lifestyles. Parents also discussed developmental changes as associated with overcoming 

challenges with regards to legal changes affecting parents sphere of influence. Reflecting 

parents interpretations of transition, it is evident that it is a multi-dimensional, individualised, 

and complex set of service and developmental changes. Given the overlapping and 

intertwined nature of the many aspects of change understood as transition by parents, it is 

important these are integrated, supporting a broad and coherent understanding of familial 

experiences.  

3.2 Parent and Family Transition Processes  

Parents and families move through three primary processes when navigating 

transition: Preparing, Adapting, and Forecasting. The fluidity in which families navigate 

these processes and the supports available to families doing so contributes to familial 

psychological adjustment.  

3.2.1 Preparing for Change.   

The first process families encounter is in preparation for inevitable changes occurring 

in the near future, as their youth approaches the end of school life, associated services, and 

begin their launch into adult life and associated service provision.  



 77 

 3.2.1.1 Engaging with Transition Planning Processes.  

Parents and families engage in transition planning processes in preparation for their 

youth’s adult life. This process is key in ensuring that plans are drafted for families so that 

needs are met in adulthood. Parents have been instigators in kickstarting planning for youth, 

and have perceived their instigation as key in getting the transition process in motion.  

Sarah: “…A lot of what happened was because we instigated it. You know, nobody 

came looking for us... we actually got a disability manager, a different one to come to 

the school, and met with Ria’s teacher, the principal and us.” 

 The timing of transition was much debated, with a sense that current transition 

planning processes are untimely to sufficiently prepare youth and family. Timely transition 

planning, such as when the youth is 16 would allow greater time for preparatory activities, 

support informed budgetary planning, ensure greater fluidity in transition processes, allow for 

less abrupt change, and support greater adjustment.  

3.2.1.2 Accessing Funding and Appropriate Services to Support Youth’s Needs. 

Paramount to preparatory activities and perceived transition success is the 

accessibility of adult services and funding to provide the care, support and development for 

youth. In the process of obtaining such funding and in turn suitable services, families often 

have to navigate uncomfortable funding processes with the national health service.  

Nicole: “…it was at that meeting with the girl from the HSE… What happens there is 

you fill out the form, and you put the big long rigmarole of a form that you fill out 

basically to give the HSE an overview of what funding is necessary for your son… 

And that's what it comes down to. So they have to work out what the needs are, how 

much staff they need, what facilities they need, and how much that will cost. 

Everything relates back to funding and you're made very aware of that. So you're 

basically putting your son out to tender and that's what happens”. 

Despite parents involvement in planning for funding and services, families find 

themselves coming to terms with their limited influence or choice over adult placements. 

“Yeah, well we didn't have a choice. It wasn't like do you want to go to [College A] or 

[College B]? It wasn't, you know, it was like this is what you're getting.” (Hannah). Choice of 
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placement, which is perceived as being spearheaded by disability managers, can be 

influenced by the youth’s needs, level of independence and diagnosis.  

Parents perceive adult organisations as having a role in liaising with the health board 

in organising funding and the practicalities of youth’s placement. Practicalities organised can 

consist of staff and premises, though whole service development can occur where services 

are specifically designed, created or moulded to meet youth’s individual needs. This can be 

an uncertain time for families. Organising practicalities can be influenced by funding 

provision.  

Mark: “…the first they heard from the HSE that they heard they would be getting any 

funding from the HSE or whatever would have been around you know, as I said in 

that kind of April/May timeframe. They then got to ehm identify the premises, 

identify staff, ehm and prepare I suppose for taking him on in that very narrow 

timeframe.”  

Flexibility and adaptability in service provision during the preparatory phase appears 

fundamental for ensuring service suitability. Access to residential services can have its own 

complexities, and is understood as a budgetary issue – “…they never denied that he should be 

in residential care. It's just there was always budgetary issues involved.” 

(Hannah). Extenuating factors such as parental physical illness or mental health deterioration 

can lead to increased promptness in residential provision. In these cases, access to supported 

living arrangements are likely seen as paramount for reasonable youth and family wellbeing 

and adjustment.  

3.2.1.3 Finding, Accessing and Navigating Information About Transition and Adult 

Services. 

The accessibility of information regarding transition and adult services is poor in this 

study. Parents can scour the internet for information with difficulty identifying one place 

where they can get informed. ‘And I feel that, that one point information thing has to be, it 

doesn't exist at the moment’ (Nicole). Signposting to relevant information would ease this 

process, and a reliance on peer information is a reality. Professionals in schools and adult 

services can fill the gap in service information, as well as initiating contact with services to 

visit placement options and finding community service exhibitions. The level of information 
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and ease at which it is accessed impacts greatly on families ability to prepare for inevitable 

changes, and their emotional experience of such changes.   

3.2.1.4 Getting Informed About Legal Changes in Autonomy, Consent and 

Guardianship as Youth Ages. 

Families find themselves navigating potential changes to autonomy and consent as 

their youth becomes an adult; ‘okay so he's 18 now, can you still give consent for him to have 

a doctors procedure done?’ (Nicole). In addition parents were concerned about guardianship, 

with regards to their parental role, and fears of authorities taking over. Getting informed 

about these changes was helpful in alleviating these concerns, though there may be few 

places providing clear, accessible information regarding these issues.  

3.2.1.5 Preparing Youth for Change. 

Adequate preparation of youth for upcoming changes is important for managing 

changes and adjustment. Developing youth’s readiness for change can be supported with 

social stories. This is facilitated by knowing the end destination, so that the preparation can 

be targeted and tangible. “Eh they would have done social stories with Ria, you know. But 

especially after we found out you know where we were going, that we had a place.” (Sarah). 

Preparing youth for changes is unlikely should uncertainty exist regarding an adult 

placement. In this era of life within a pandemic, challenges existed in supporting youth in 

reengaging following lockdowns.  

In addition, developing skills necessary to navigate life as an adult and increasing 

expectations with regards to autonomy and independence, is highly important for reasonable 

adjustment to such demands. Parents and schools appear fundamental in supporting this 

preparation. Parents in particular begin to adopt an approach whereby independence is 

supported in general – “So a lot of my preparations for Rory was trying to make him 

independent” (Nicole), and with regards to specific life tasks such as washing, dressing, and 

making a drink. In addition to specific life skills, preparing for changes in age related norms, 

teaching sex education, and preparing youth for family illness and death, all feature.  

3.2.2 Adapting to a Changing Landscape. 

The second process navigated by families transitioning to adulthood is adapting. This 

adapting phase is significant for parents and families, as they come to terms with the reality 
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of life as their youth is now in adulthood, and the associated services, adult expectations, and 

their continuing or changing role in their youth’s life.  

3.2.2.1 Adapting to Adult Service Provision: Getting and Supporting Adequate, 

Informed and Adaptable Service Provision to Meet Individual Needs. 

Families strive to adapt to the ever changing adult service landscape, as their youth 

transfers to adult service arrangements. A challenge faced by families in adapting to adult 

services, is first getting sufficient handover from child based services and supports. An 

evident gap can occur between leaving the remit of child services where clinical and/or 

psychiatric care may have been accessed, and accessing clinical and/or psychiatric care under 

the remit of adult services.  

Mark:  

“I feel we shouldn't have been left in that situation where effectively we had no 

service provider. Ehm and I would say that particularly on the psychiatry part, where 

at the end of the day, he is, like this is a medical kind of issue, where you know, the 

the there's as I said there's medication etc. involved, and issues like you know we 

shouldn’t be left I suppose in a situation where there isn't, a a service that you can say 

you know we need to talk to the psychiatrist”.  

“That formal handover didn't occur or it was kind of I suppose it was messy until 

[adult organisation] actually negotiated the individualised service with the HSE and 

then took him on to say right he's now our responsibility and he's our responsibility 

from a psychiatry, speech and language and occupation therapy.”  

General Practitioners can be a support during this time. In attempting to support the 

management of change and promote adjustment, a gradual approach to introducing youth to 

services and staff is adopted and favoured. Subsequently, not perceiving an adequate level of 

service provision, either to match funding provided or parents expectations, can make 

adjustment to the adult service landscape a difficult feat. A prominent concern for families is 

adequate transport, as youth often cannot access public transport unattended. This can be a 

significant burden for parents: “So there's a continual, and actually increased burden on 

parents when they leave school because there's no transport ehm as standard” (Hannah). 

Youth’s may then require organised transport to support service accessibility for families. 
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Additional services, such as respite and clinical supports are often necessary. Failure to 

access these services sufficiently through public service providers can leave parents funding 

additional private support: “…on a practical day to day basis we have to pay for a huge 

amount of private padding [referring to professional support] to keep Jack steady.” As well as 

subsidising additional services for youth, parents often subsidise their youth’s lifestyle, 

applying further financial strain. Additional funding is often sought to support families in this 

respect. Accessing additional supports and funding are vital for ongoing family adjustment. A 

significant challenge to family adjustment is ongoing service changes and transition, which 

can often occur due to suitability issues with present service provision. This requires further 

preparation and adaption to adjust to a different set-up of day time occupations and/or 

supports. Similar concepts apply that support success, including a gradual approach, and 

issues with regards to premises can arise once again. Efficient management of same promotes 

better adjustment.  

Important in all of this with regards to services, is collaboration with families. 

Collaboration can be facilitated by services through consulting parents on decision making 

regarding service provision, and ensuring parents are informed about their youth’s care. 

Alongside including parents as part of the team, ensuring services respect parents opinions 

regarding their youth. John speaks to this as he discusses how services and parents work well 

together to support his son.   

John: “…everybody talks to each other. Everybody listens to each other. And you 

mightn't agree with what someone suggests but people say 'we'll give this a go' and it 

might work, it mightn't work. But it's more of a, definitely now, it's more of a team 

effort, you know.   

3.2.2.2 Adapting to Changing Professional Supporters: Developing Trust in 

Professionals to Care for Youth. 

Adapting to a suite of new professionals supporting youth in adult services is a 

process parents navigate, and a particular challenge in doing so is developing trust in staff 

members to care for youth. This lack of trust can be compounded by previous abusive 

experiences where trust with staff members has been broken, due to youth not being in a 

position to verbalise concerns, or due to a limited number of staff members supporting youth, 

which may fall below what was available to them in school. Reasonings for limited staffing 
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are understood as being related to adequate funding. Getting adequate professional support, 

and developing this trust in professionals to care for youth is important in supporting 

adjustment to adult service systems. “And I think the biggest thing that has happened now is 

Rory knows there are a group of people out there that mam and dad trust” (Nicole).  

3.2.2.3 Adapting to Changes in Autonomy and Consent. 

In this study, parents experience a significant shift in approaches to youth with 

regards to independent decision making and self-direction as they become adults. This can be 

an abrupt shift or take a more gradual approach, which is preferable. “That kind of and it’s 

that kind of you know, it’s a you know, change is better on a gradual slope than a jump off 

the cliff ehm, kind of routine for us so.” (Mark) The overall change in self-direction 

expectations can present as a challenge for youth who are used to others directing their life, 

and on the other hand can be positive for youth’s wellbeing and quality of life. Professionals 

and parents are often tasked with finding the right balance in supporting independent decision 

making, and assisting youth with decisions that may be challenging to make otherwise. 

Families feel unprepared for this shift. Compounding families difficulties in this respect is an 

awareness of legal changes with regards to consent. Parent’s battled with the idea that youth 

would make decisions that are not in his or her best interest, and this was a process of 

figuring out how to approach such decisions. Decision-making capacity features as a central 

element in this respect.  

Nicole: “Is someone going to turn around and say ah-ah, you can't give that 

permission. Because the area is so grey, and it still is. And ehm, I know the whole 

new law is supposed to come in, that hasn't happened yet.” 

Mark: “Like he would spend, he's a big Thomas the tank engine fan, so he'd happily 

go into a shop and buy out his entire eh life savings on Thomas the Tank Engine stuff 

(laughs)… But that's that's the point of it is, it's in nobodies interest for that to happen, 

not least his own.” 

With regards to guardianship, there is uncertainty with regards to parents continued or 

changing role regarding their autistic youth.  
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3.2.2.4 Adapting to Changing Advocacy Needs: Advocating and Identifying 

Professional Advocacy Supports to Ensure Youth’s Needs Are Met in Adulthood. 

Parents adopt an advocate role for youth in adulthood, representing them when they 

can’t represent themselves, and acting as youth’s voice when they do not use words to 

communicate. “But it's a little thing that's come up recently and ehm kind of you know, when 

we come up against an issue for Rory, okay so he can’t represent himself. We're his first line 

advocate.” (Nicole). This can extend to filing complaints with adult services to support access 

to appropriate supports, which can be encouraged by professionals supporting families. 

Professionals supporting youth also advocate on their behalf when required. Advocacy efforts 

are important in ensuring youth’s needs are met in adulthood.  

3.2.2.5 Adapting to Changing Expectations and Opportunities. 

Parents grapple with their youth’s newfound adult status, as youth can continue to be 

perceived as a child by their parents. Youth can also have difficulty in understanding they are 

growing up according to parents. Youth can still relate to a younger peer group, and wish to 

engage in activities that may be interpreted as being for younger peers based on societal 

norms based on parents reports. Youth is gradually introduced to new skills associated with 

adulthood, and parents can hold the belief that youth can be independent “But yeah, I would 

say you know, given the right tools he will be independent.” (Nicole). A learning curve for 

parents during this stage can be navigating youth’s developing intimate feelings towards 

others. 

Nicole: “I always said that you know, whoever your friends are if you want them to 

come home. But it was the one I kind of dreaded was if he wanted to have a 

relationship, what do you do. You know, it's going to be a hard one.” 

Parents and youth’s adjustment to adulthood is dependent on both coming to terms with 

youth’s adult status and supporting youth in exploring new skills and experiences that match 

with that.  

As youth age into adulthood, and attend adult services, their activity expectations and 

realities change. Youth are supported in engaging in greater recreational outings, and exercise 

more choice over these. Youth’s strengths are explored and activities chosen that make use of 

these strengths. This can be seen in the case of identifying work opportunities. Achieving and 
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supporting these age based activities, and expanding youth’s repertoire of experiences 

supports development, and adjustment to the early adulthood life phase.   

3.2.2.6 Adapting to Ongoing and Evolving Parental Caregiving Demands for Youth 

in Adulthood. 

Family dynamics change as youth moves into the adulthood phase. Parents can 

experience a loss of roles in a young person’s life.  

Louise: “Then when they do go, you say oh my god… Even though you've other kids 

it’s like, you were a nurse, a psychologist, a counsellor, a doctor. You were 

everything. And that's all gone”  

On the other hand, parents may continue to provide significant care for their young 

adult. Level of involvement in youth’s life with regards to caregiving roles can depend on a 

youth’s living circumstances; a family where a youth has moved to community residences 

may experience greater shifts in their caregiving for youth, whereas a family where a youth 

continues to live at home may continue to provide substantial ongoing care. Nevertheless, 

families must adapt to these realities; whether it’s adapting to the loss of caregiving input, or 

adapting to the realisation of ongoing caregiving needs and where they stand within that. 

Families making sense of and coming to terms with these changes is a prominent concern as 

their youth enters chronological adulthood.  

3.2.3 Forecasting Future Needs. 

The final phase families enter is the forecasting phase, where parents forecast and 

prepare for future needs in the context of a changing family as parents age or pass away. The 

aim of forecasting is to ensure preparatory steps are taken now in a timely manner, which will 

support future adjustment when changes arise.  

3.2.3.1 Forecasting Youth’s Long-Term Care Needs. 

Families of youth foresee significant care needs for youth in the future. The path to 

independence is more challenging for families to see for their autistic youth with an 

intellectual disability in comparison to their neurotypical youth. Parents think about their 

likely diminished ability to manage the complexities of their youth’s care as they age. This 
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can lead to some concern for parents about their youth’s future care, and for some the 

realisation that this will likely be in the form of care from service providers.  

Nicole:  

“After that we know as I said he will always have supported, you know his needs will 

have to be supported all along…” 

“…And we wouldn't have a problem accepting that, because we wouldn't know when 

that's going to be the case. And I think we both tend to scut around it very carefully. 

No, face facts he doesn't have any other family who will take that one. So it will be 

institutionalised, not in the bad sense, but he will always need [adult organisation] or 

something like it.” 

 3.2.3.2 Identifying and Preparing for Future Residential Needs. 

Accessing residential services for the future is a significant process parents aim to 

navigate when their youth enters chronological adulthood. Families come to terms with the 

likelihood of their youth needing supported living arrangements and strive to organise this 

well in advance of when it is needed.  

Mark:   

“And so, there again that kind of concern over over, ehm you know, over eh I suppose 

that concern over ehm that kind of residential move at some stage. Very much in the 

back of our minds.” 

“Ehm, and that's probably the one we need to assess and, but you know once again 

this is something that you know we'd prefer to, when in a planned way as oppose to 

having a you know, having a mad episode at the house where we have the guards 

calling around and chaos ensues. You know it’s trying to I suppose, avoid that 

scenario, and try and put in place something that is there.” 

Securing future residential support ensures greater future adjustment to life as youth 

enter adulthood.   
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3.2.3.3 Considering and Preparing Arrangements for Youth’s Future 

Guardianship, Decision Making and Financial Needs.  

In the same respect as parents forecast youth’s needs with regards to their youth’s 

living arrangements, parents also forecast their needs regarding guardianship, decision 

making and financial supports. Parents grapple with the need to legally prepare future 

guardianship for youth should they pass away, which is undoubtedly difficult for parents to 

consider. One parent discusses the decision to name a future guardian for youth now while 

they have that opportunity:  

Nicole: “You know, it's not, yes you have to make those decisions, yes you have to 

decide. Where as I said, well you have to, it's better to have somebody named than 

have nobody. At least if you have somebody named there, you do the process, it's 

done. It's the best you can do in that moment.” 

Decision making in the context of finances and trusts for youth are considered for a 

likely future when parents have passed, and this is interpreted as a requirement as opposed to 

a choice. The concern regarding financially supporting youth in the future is a reality for 

parents thinking about this aspect of future life. Ensuring this is addressed in early adulthood, 

alleviates present concerns with regards to their youth’s future security and overall familial 

adjustment when the time arises.  

3.3 The Emotional Toll of Transition  

Parents experience a significant emotional toll as they navigate the complexities 

involved in transitioning. Stressors experienced at a personal, familial, organisational and 

societal level impact families emotional experience of transition and subsequent adjustment, 

which is moderated by personal coping resources, and supports from peers, family and 

professionals.  

3.3.1 The Transition to Adulthood is Emotionally Straining for Families. 

“Honestly speaking it was eh very challenging, I think would be the description I 

would use, ehm and that's probably a bit of a euphemism” (Mark). The current emotional 

strain of transition is significant given the complexities of the process. Parents can experience 

stress, worry and exhaustion resulting from transition processes and their interpretation of 

these experiences. In addition, transition was taking a toll on family relationships in general. 
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Youth are also significantly impacted, with observable changes in behaviour, such as 

increased aggression, evident during this time. As a result parents can be left with depleted 

confidence in managing and supporting youth.  

3.3.2 The Emotional Toll Experienced by Families is Ongoing.   

This significant emotional challenge occurring during transition was interpreted as an 

ongoing experience. Parents worry about their youth as adults, worry about their youth’s 

future, and there is an ongoing fear of a return of youth’s behaviours evident during the 

transfer of services. Youth have even experienced ongoing behaviours post-transfer, speaking 

to the underlying emotional disruption this likely caused.  

Mark: “So you know our our I suppose confidence in saying no to him, in you know, 

all of that sort of stuff has been you know, eh dented. And you know that in itself is 

probably still an overhang. That that I’m not sure we're ever going to get over 

(laughs) you know, that there's always a fear that you know, if he starts kicking off, 

will it be back to where he was during that transition period” 

In other cases, moving into adulthood impacted youth positively, as youth’s 

opportunities expanded.  

3.3.3 Families Experience Stressors That Contribute to Difficult Emotional 

Experiences. 

There are significant stressors that families conquer when navigating transition. These 

largely fall into four categories: Personal stressors; Family stressors; Organisational stressors; 

Societal stressors.  

3.3.3.1 Personal Stressors.  

Personal stressors can take the form of personal preferences that make transitioning 

more difficult, such as youth’s preference for sameness which can be compounded by 

uncertainty within transition, or can refer to parental health and illness. “Routine etc. is very 

important with autism, and this type of major change is always going to be a a challenge.” 

(Mark). Louise also spoke of change being difficult in moving from a school setting to adult 

day services: “I'd say it was hard for him, because that was all change again you know, and 

he can get very anxious.”  
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3.3.3.2 Familial Stressors.  

Family stressors relate specifically to the challenges associated with youth’s changing 

residence as they become adults. This can be a difficult process, that can give rise to guilt, 

and can have an adverse impact on parental mental health. For example, this can be in the 

context of difficulties managing youth at home which can lead to feelings of failure, and 

familial judgement.   

Louise speaks to the difficulty of residential transition for her family:  

“And you know, there's only a year and 6 months between Tom and [brother]. And 

that was hard on them, when Tom went into residential, it was hard on them. 

“And they [Tom’s siblings] said Ma you put him there [referring to residential 

service]. So the guilt will always come back to me.”  

“Well I, I never suffered with anxiety, but I have since the day Tom left home.” 

 3.3.3.3 Organisational Stressors. 

Organisational stressors range from poor planning which lends itself to fear regarding 

youth’s future, uncertainty regarding adult services, gap in service provision during the 

transfer of care, and ongoing changes to service provision: “that gap period I think was quite 

difficult.” (Mark).  

Largely related to organisational forces spearheading transition with regards to 

services is the lack of or inaccessibility of information available to families. This leaves 

parents attempting to navigate the sea of information themselves online, which further 

compounds feelings of stress and uncertainty.  

Nicole: “…their [referring to parents] brain is so bogged down in information, they 

switch off. And I think they really and truly, I seen so many of have just wanted to 

wash their hands, and just say, I'm done, I can't do anymore here. And then that 

translates into anger and fury with the poor people on the receiving end of it.” 
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3.3.3.4 Societal Stressors. 

Lastly, during transition families are impacted by societal stressors, which can be 

hugely difficult to determine and/or control for due to their variability. At the forefront of 

societal stressors in this research is the Covid-19 pandemic. This was a contributor to 

emotional distress, particularly as familiar places are inaccessible. “…Covid comes and 

lockdown, and all of that. So we're back to a place now where he's struggling.” (Louise). 

3.3.4 Coping with Transition Through Personal Resources, Peer Support and 

Professional Input.  

Families grapple to cope with the challenges facing them in the transition to 

adulthood. These means of coping can consist of personal resources, peer supports, family 

support, and professional input.  

3.3.4.1 Personal Resources. 

Parents can adopt many personal resources in coping with the challenges they face 

during transition. Parents persevere in the face of adversity, demonstrating significant 

resilience, and can focus on problem solving when overcoming challenges. “Yeah so for for, 

for challenges, I wouldn't look at them as challenges, I'd look at them as ehm, right we'll 

work this out and find the way to go here, you know.” (Sarah). Parents take responsibility to 

support youth during this phase, not always accepting offers of support, and engaging in 

negotiations with work to support time off for care.  

3.3.4.2 Peer Support. 

Connecting with peers, either for emotional support or to get practical information is a 

prominent support for parents in transition. This practical support can be sharing knowledge 

regarding entitlements or post-school services, and can be in the form of adjusting plans so 

that they can attend peer events. Formal support groups for parents are sought after, to 

provide an arena for peer support.  

Mark: “I mean there's been so much that we picked up from ehm you know from 

other parents in terms of navigating your way through ehm everything from official 

Ireland to you know, what do you do (laughs) when X happens or whatever.” 
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3.3.4.3 Family Support. 

Family’s accommodating parents of autistic youth is important. Offers of help in 

supporting or caring for youth as they become adults are appreciated. Parents may not always 

accept help, due to concerns that family members would not understand how best to support 

youth.  

Mary: 

“So they would've, they would've all volunteered. But yeah that wouldn't have, yeah, 

they couldn't really help us you know that kind of a way.” 

“Because like family all would have tried to help us out with Brian but nobody can 

manage him really to be honest with you, you know.”  

3.3.4.4 Professional Support.  

Professional support is key in ensuring families navigate transition smoothly, and 

with as little emotional challenge as possible. This may be in the form of support from 

schools, adult organisations, and agencies, and/or may be online training and resources. 

Being informed by adult services during transition was a significant support for parents.  

John: “They kind of kept you, they kept you in the loop. We were never. I don't think 

we were ever handed, you know, you'd always have concerns but there was never any 

thought that we weren't being told what was happening around, what was going on 

and that. So that was a big help, you know. You felt, we felt we knew what was going 

on all of the time.”   

In addition, counselling for parents and families to cope with the challenge of this life 

phase are not ordinarily provided, but would support overall adjustment. “Maybe a bit of 

counselling through it all… Get them ready for that road, you know?” (Louise).   

3.4 The Grounded Theory: Familial Adjustment in the Transition to Adulthood  

The grounded theory constructed from the research process outlines familial transition 

processes as their youth approaches and enters adulthood. Families engage in three primary 

processes: preparing, adapting and forecasting. These processes in themselves are with the 

goal of supporting youth and family adjustment as youth enters chronological adulthood. The 
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fluidity at which families can navigate these processes and manage inevitable changes impact 

family’s level of adjustment as their son/daughter moves into adulthood and beyond. 

Stressors arising as families progress through these processes can increase the emotional toll 

experienced and their ongoing emotional adjustment, which is moderated by the resources 

and supports available during this time. Figure 4 presents the grounded theory in visual 

format.              
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Figure 4. Grounded Theory – Familial Adjustment in the Transition to Adulthood  
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4. Discussion 

The transition to adulthood is a complex and multi-dimensional shift in development, 

family life stage, and support arrangements. Families are faced with managing these 

significant changes in their lives, with some uncertainty, and varying levels of support. It 

appeared that the goal of transitioning for parents is supporting and ensuring familial 

adjustment, and families navigate three primary processes: preparing, adapting, and 

forecasting. Stressors impact parents emotional experience of transition, which is moderated 

by personal resources and support from others.  

In the first process, parents prepare for changes through various means. Families 

engage in transition planning processes, which can be instigated by parents and supported by 

schools. In Ireland transition planning guidelines for schools were included in national 

‘Guidelines on the Individual Education Plan Process’ developed by The National Council 

for Special Education. These were based on the Education for Person’s with Special 

Educational Needs Act (EPSEN, 2004). This indicates that transition planning would ideally 

take place a year prior to the young person leaving school, and that this process would 

include parents and youth. The numerous and various potential pathways should be supported 

within this process. In this research, transition planning processes were perceived as 

untimely, occurring only as youth approach the end of their final year. Transition planning 

occurring around age 16, or two years prior to leaving school was perceived as better for 

supporting planning and preparatory efforts, and ensuring youth and family needs are met. 

Family and professional joint working in transition planning is not apparent, and planning 

processes appear to be spearheaded by professionals, or disability managers, with families 

often being uninformed, and thus left with a great deal of uncertainty. Families of youth in 

this research are often looking to access further education, training and support offered by 

disability services that can support complex needs, as a priority. Generally, parents can have 

difficulty accessing information about transition and in particular adult services. A ‘one-stop-

shop’ where families can access relevant information would be favourable, though at present 

this does not appear to be available. During this preparing process parents find themselves 

grappling with potential changes to autonomy, consent and guardianship, and inform 

themselves with regards to these changes. Evidently, families require input with regards to 

changes that will occur in this respect as they approach adulthood. In Ireland, The Assisted 

Decision Making (Capacity) Act (2015) has been in the pipeline for some time, and is due to 
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take force this year, in 2022. The roll out of this will clarify the situation regarding decision 

making, capacity, and assistance with making informed choices as youth move into 

adulthood, and so preparatory efforts can focus on this act in preparation for adulthood.  

In the second process, families focus on adapting to the multitude of evident changes 

that have occurred. These include changes in services, where parents and families aim to 

ensure they are getting adequate, suitable and adaptable service provision. In this process, 

parents and professionals collaborating on supporting youth and family are important. In 

addition ensuring the family unit is well supported is important, where additional supports 

such as respite is accessed and residential needs are met, particularly in the context of 

parental ill health. This is consistent with a family-centred care approach with regards to 

families as central to care provided to those with ill-health or disability, to support both the 

individual with a disability and their family (Kokorelias et al., 2019). This is important given 

the centrality of the family in transitioning to adulthood for youth with severe/profound and 

multiple disabilities (Jacobs et al., 2020). The centrality of parents in youth’s lives is also 

evident in this research as parent’s continue to care for their youth in adulthood. Parents and 

services in the adapting phase also attempt to navigate changes to autonomy expectations for 

adults. This can be challenging, and with the implementation of the Assisted Decision 

Making (Capacity) Act (2015), this will become a legal right for individuals to be best 

supported in making decisions as independently as capacity allows. 

In the third process, families focus on the future, as they engage in forecasting, 

particularly with regards to youth’s needs. This is to ensure future adjustment as they age 

and/or pass away. Residential needs, alongside guardianship and decision making support are 

prominent concerns. Sorting this as youth transition to adulthood can alleviate concerns about 

youth’s future.  

The emotional toll of transition is evident, with parents noting stress, worry and 

exhaustion. This is consistent with previous research. In general, it is evident that parents of 

autistic youth experience greater stress than parents of youth with other disabilities (Estes et 

al., 2009) and parents of youth of typical development (Brobst et al., 2009). With regards to 

the transition to adulthood, research has indicated that caregivers experience moderate to high 

levels of stress and anxiety relating to their role in securing systems of support for their youth 

(Newsome, 2008). The findings of this research regarding the interplay of stressors and 

resources/supports is consistent with general stress theory (e.g. Perry, 2004).  
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There are several implications for policy and practice arising from this research. This 

research outlines processes families go through as they navigate the transition to adulthood, 

with the ultimate goal being to support familial adjustment through the effective management 

of change. In a clinical sense, this is helpful for services in being clear on these familial 

processes so that sufficient supports can be provided. Planning processes should begin within 

schools in a timely manner, at least 1-2 years prior to transitioning. With regards to health 

service funding and service planning, a shift to a data-driven approach, where individual 

profiles are matched with service needs in a timely fashion would be beneficial. Ensuring 

families are informed of and included in transition practices is important. Particular 

sensitivity should be provided with regards to preparing for family’s long-term future, and 

this would be helpful to include formally in transition planning processes. In addition, an 

awareness of personal, familial, organisational and societal stressors occurring for families as 

they approach and enter transition is key, and relevant supports for these can be identified. 

Peer support should be supported, and emotional support such as counselling for parents can 

be provided to alleviate distress. Where stressors can be avoided e.g. with regards to 

information provision, and a timely planning process, these should be identified and 

addressed at an early time point. Ensuring discussion opportunities with families with regards 

to stressors and concerns can help with identifying individual stressors, and the level of 

support available to them. In a policy sense, this research highlighted families understanding 

of and experience with supporting youth’s decision making as they enter adulthood. With the 

Assisted Decision Making (Capacity) Act (2015) coming into force in Ireland, this highlights 

the need for further consideration for families awareness and understanding of these 

significant changes in their lives. In a research sense, this study explicates the transition to 

adulthood for families within an Irish context. It maps the area, clarifying familial transition 

processes, which opens the field for further exploration. Further research can explore 

individual aspects of the model, or explore the utility of this model for transitions in different 

regions or with differing disability presentations. Relatedly, considering the concern of 

parents identified in this research regarding changes to decision making, future research 

could explore this further.    

5. Conclusion 

This research contributes significantly to the overall adulthood transition literature, as 

it joins a minute group of studies exploring this phenomenon. It maps the area for further 

research efforts. It contributes significantly in a clinical sense with regards to understanding 
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transition for this population group, and can aid professionals and services in supporting 

families with adjustment during this phase.   
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Chapter 4: General Discussion 

The overarching aim of this research was to explore how the transition to adulthood is 

experienced and understand by parents of autistic youth. Specifically, this research aimed to 

understand how parents experience parental caregiving roles in the transition to adulthood, 

how transition impacts parents and caregivers, their understanding of transitioning, and the 

complexities of transitioning to adulthood for families. Chapter One introduces the reader to 

theory and research regarding the main concepts presented and explored within this thesis: 

autism, disability, transition, and parenting stress and adjustment. In addition, this chapter 

provides an overview of the thesis structure, to clarify thesis and chapter content for the 

reader. Chapter Two presents the systematic review and thematic synthesis (Study 1) 

pertaining to parent and caregiver experiences of their support and caregiving roles during 

their autistic youth’s transition to adulthood, and how this transition impacts them. Chapter 

Three presents an empirical paper (Study 2), which explicates the complexities of 

transitioning to adulthood for families of autistic youth with intellectual disability. It outlines 

familial psychosocial processes as youth transition to adulthood. This resulted in the 

development of a grounded theory pertaining to familial adjustment in the transition to 

adulthood. Chapter Four, the current chapter, provides an overview of the two studies 

outlined in Chapter Two and Three, and integrates the findings in the context of previous 

research. In addition, this chapter provides an integrated overview of evident limitations of 

present research, and the potential implications for policy and practice arising from the 

findings of this thesis. A conclusionary paragraph will provide the reader with a final brief 

summary of the thesis findings and key implications.  

Study 1: Systematic Review 

The focus of this study was to explicate parent and caregiver experiences of their 

caregiving roles in the transition to adulthood, and how this transition impacts them. The 

review synthesises qualitative research that focus on parent’s experiences of their 

son/daughter’s transition to adulthood. A search strategy was developed based on the PEO 

(Population, Exposure, Outcome) framework. Five databases were searched. The first author 

screened all eligible articles, and the third author screened 50% of titles and abstracts, and 

100% of articles chosen for full text review. The Preferred Reporting Items for Systematic 

Reviews and Meta-Analyses was used in the search and selection of study articles. A total of 

29 studies meeting eligibility criteria were selected. Risk of bias and methodological quality 
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was assessed using the CASP tool. All studies were of sufficient quality for data synthesis. 

Data was synthesised using a Thematic Synthesis approach (Thomas and Harden, 2008). Five 

themes were identified to answer the first research question regarding parents experiences of 

their support and caregiving roles. The first theme ‘holding responsibility for coordinating 

services and supports’, speaks to the role of parents in accessing and/or coordinating adult 

services and supports for their youth. The second theme ‘supporting and developing their 

youth’s independence’ encapsulates three sub-themes explaining how parents try to balance 

the push for independence and need for support, tentatively encourage their youth’s 

autonomy, and their role in teaching skills to support youth’s independence in adulthood. 

Theme three, ‘advocating for youth to ensure adequate support and equal opportunities’, is 

focussed on parental advocacy roles, and how parents educate others regarding their 

son/daughter’s autism to increase understanding, access support, and increase employment 

opportunities. The fourth theme ‘Planning and preparing for youth’s adult lives’, encapsulates 

three sub-themes focussed on how parents plan for their youth’s transition, access and 

prepare their son/daughter for adult roles, and how they prepare their youth for their long-

term future. The fifth theme, ‘Caregiving for youth beyond transition’ encapsulates two sub-

themes focussed on parental roles in providing practical and emotional support for their youth 

in adulthood, respectively. These findings indicate the significant role parents of autistic 

youth play in supporting and caregiving for their youth as they move into adulthood. Several 

themes were also identified with regards to the impact of transition: 1) Transition can lead to 

psychological and emotional challenges for parents; 2) Transition can impact on parent’s life 

circumstances; 3) Transition can lead to changes in parents relationships with their youth; and 

4) Parents adopt personal coping strategies and seek support from others to manage the 

impact of transition. The first three themes speak to the significance of the transition to 

adulthood for parents as they notice the impact on their emotional wellbeing, relationship 

between them and their son/daughter, and how it impacts on the operation of their daily lives. 

Theme four speaks to the interplay between personal resources and support from others in 

managing the impact of transition. This paper allowed for a greater appreciation of parents 

and caregivers in transition with their autistic youth, which will add to the systematic review 

literature in this area.  

Study 2: Empirical Paper 

The focus of this paper was to explicate the experiences and perspectives of parents of 

autistic youth with intellectual disability on the complexities of the transition to adulthood. 
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This was realised through semi-structured interviews with a small cohort of parents that met 

eligibility criteria. Data collected during interviews were transcribed and then analysed using 

constructivist grounded theory methods. This consisted of initial and focussed coding, 

coupled with constant comparison, where data and codes were compared within and across 

interviews. Codes were organised into theoretical categories. The findings led to a theoretical 

model pertaining to familial adjustment in the transition to adulthood. Families navigate three 

primary processes during transition, with the ultimate goal of familial adjustment: preparing, 

adapting and forecasting. The fluidity at which families move through these processes impact 

their level of adjustment. Stressors at a personal, familial, organisational, and societal level, 

which arise as families navigate these processes, can lead to emotional distress and 

difficulties with adjustment. This is moderated by the availability of personal resources, and 

support from peers, family, and professionals.  

The theoretical model speaks to the systemic nature of transition, which is consistent 

with past research, and previous systemic models of transition (e.g. Bronfenbrenner, 1979; 

Bronfenbrenner and Ceci, 1993; Jacobs et al., 2018). In addition, with the focus on 

adjustment, the elements pertaining to the interplay of stressors and individual’s supports and 

resources is parallel to previous stress and adjustment theory (Perry, 2004; Lazarus and 

Folkman, 1984). Nevertheless, this research offers a unique contribution, in that it explicates 

the interplay of stressors and resources/supports during transition, and sheds light on 

processes parents navigate during this time with the ultimate aim of adjustment. This could 

not be identified through a focus on past models, nor could this have been identified with a 

starting framework utilising these models. This would have led to forcing parental 

experiences and perspectives into predetermined ideas, which would have hampered 

development of novel insights. This paper therefore adds significantly to the current literature 

base concerning the transition to adulthood for families of autistic youth, specifically those 

with co-occurring intellectual disability.  

Integrating the Findings  

The systematic review provided significant knowledge with regards to parents 

experience of the transition to adulthood and associated services such as support services, 

college, work and so on. The empirical paper similarly explored transition from the 

perspective of parents and caregivers, though it’s viewpoint was from the angle of familial 

experiences where parents went beyond only their own experience to explore how they 
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perceived transition and their youth and other family members within it. In addition it was 

specific to autistic youth with co-occurring intellectual disability. The findings of the 

systematic review influenced the empirical paper. The systematic review indicated that the 

majority of studies did not consider the relationship between researcher and participants, 

which is an evident limitation based on quality review. The researcher ensured reflexivity 

throughout the empirical study research process, and consistent with a grounded theory 

approach, the researchers views inform the constructed theory. Memo writing supported 

reflexivity. In addition, additional systematic reviews also influenced the empirical paper. On 

review of the systematic review and other systematic reviews related to the transition to 

adulthood (see: Anderson et al., 2018; Calleja et al., 2020; Chandroo et al., 2018; Leqyia et 

al., 2014; Mazzotti et al., 2020; Nguyen et al., 2019; Nuske et al., 2019; Westbrook et al., 

2015), a gap in the literature was evident with regards to a focus on families of autistic youth 

with an intellectual disability in an Irish context, which was the focus of the empirical study.  

The initial preparing process families navigate during transition is evidenced in 

parental experiences of their support and caregiving roles outlined in the review. The 

preparatory process navigated by families encapsulated various aspects of parental roles 

outlined in the review, including their own roles in planning for transition and preparing their 

youth for adult roles including skill building (Alverson et al., 2015; Anderson & Butt, 2017; 

Anderson et al., 2017; Chen et al., 2019; Hatfield et al., 2017; Kersten et al., 2020; Kirby et 

al., 2020; McMinn et al., 2018; Snell-Rood et al., 2020; Sosnowy et al., 2017; Swaminathan, 

2015). Parents involvement in standard transition planning practices is seen as important, and 

it was found in past research that their satisfaction with transition planning has been linked to 

transition success (Neece et al., 2009). Evident in the review and empirical paper is parents’ 

dissatisfaction with transition planning processes, and the sense of uncertainty that exists 

during this time. It would be beneficial for this to be addressed at a local and organisational 

level, specifically within schools and service providing organisations. The initial preparing 

process also encapsulated the concern with regards to accessing services and supports for 

their youth. Securing sufficient services and support for their youth was a prominent concern 

and active role for parents across the majority of studies outlined in the review (Anderson & 

Butt, 2018; Anderson et al., 2017; Cheak-Zamora et al., 2015; First et al., 2016; Fleischer, 

2012; Kirby et al., 2020; Meiring et al., 2016; Milen & Nicholas, 2017; Sosnowy et al., 

2017).  
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In the adapting phase of familial transition, adapting to services featured prominently, 

as parents come to terms with new systems of support and service provision offered to their 

youth and family. As evidenced in past research outlined in the review, parents take a key 

role in coordinating their youth’s services. Additionally, the empirical paper identified 

advocacy as a primary concern, where parents and families are advocating for youth or 

adapting to professional advocacy support. In past research, parents speak frequently about 

advocating for youth in the transition to adulthood, and similarities can be seen in reasons for 

taking on this role in both papers, such as being due to their youth’s difficulty advocating for 

themselves (Cheak-Zamora et al., 2015). Advocacy training has been piloted for supporting 

parents in adopting these roles as their youth transitions to adulthood, which shows promising 

findings (Taylor et al., 2017). This may benefit families as they come to terms with newfound 

advocacy responsibilities. In the empirical paper, a specific concern for parents with regards 

to changes to decision making was prominent. This fits with the upcoming policy shift to 

better support assisted decision making in the coming year, with the Assisted Decision 

Making (Capacity) Act (2015). This is a relatively new phenomenon, that was touched on 

less prominently in international research outlined in the review. 

Forecasting outlined how parents look to the potential future needs of their 

son/daughter, as inevitable changes occur. This was evidenced in the review as parents plan 

for the future, and similarly was a source of concern for parents, particularly as they look to a 

future time when they have passed away (Kirby et al., 2020; McMinn et al., 2018; Sosnowy 

et al., 2017; Swaminathan, 2015). This seems a prominent concern for parents in the 

transition to adulthood as can be seen in the review and empirical paper findings, and so 

presents as a significant area requiring further attention in supporting families during 

transition.  

The emotional impact of transition was clear in past research outlined in the review, 

and in the empirical paper. In the empirical paper, the emotional toll of transition was 

evident, and the systemic nature of the factors impacting that, in the context of both stressors 

and supports, is clearly outlined. Similar to both papers was the strong sense of parental 

perseverance (McMinn et al., 2018) and parents connecting with peers for support in the 

transition to adulthood (Chen et al., 2019; Kirby et al., 2020; McMinn et al., 2018; Milen & 

Nicholas, 2017; Swaminathan, 2015). Peer support should be facilitated to foster parental 

wellbeing and adjustment in the transition to adulthood.  



 106 

Limitations 

There are limitations to every study, and this is no different for the studies presented 

in this thesis. With regards to the systematic review, the criteria were stringent, excluding 

books and other grey literature. This, however, means research identified was robust, and 

peer-reviewed. In addition, the review paper excluded other stakeholder experiences, limiting 

the generalisability to parents/caregivers in transition only, and excluding others views on 

parental roles or how transition impacts parents. This means the familial experience is not 

understood collectively. This ensured brevity, and allowed a space to highlight parental 

experiences, concerns and understandings, which have not been highlighted in any depth in 

previous reviews. This was a significant gap in the literature given the prominence of parents 

in transition. Lastly, the review included studies primarily from western countries, with few 

studies from developing countries. This limits the generalisability of the findings. 

With regards to the empirical paper, there are a couple of limitations. Firstly, the 

limited sample must be addressed. Sample sizes in qualitative research, and specifically 

existing grounded theory studies can vary widely, between five and 114 participants 

according to one review (Thompson, 2011). Saturation (see Charmaz, 2014) and/or 

theoretical sufficiency (see Dey, 1999) are both used to determine the adequacy of a sample. 

The researcher can confirm that data, coding and categories were of sufficient depth to 

construct a grounded theory regarding familial psychosocial process during transition. It is 

evident, however, that the study focussed on a very specific subset of the autistic community; 

parents of autistic youth with intellectual disability. This means findings cannot be 

generalised to the wider autistic community. Nevertheless, this ensured a coherent 

understanding of transition was developed for this specific subset and specific clinical 

findings and recommendations are made. This means meaningful findings are presented, 

benefitting this subset clinically. This research also relied on retrospective reports from 

parents of youth that reached chronological adulthood between one and 17 years ago. This 

may have led to challenges or biases with recalling such events accurately. The benefit of 

including parents at different stages is that they can shed light on transition from various 

viewpoints and stages in their lifetime, which allows for a broader appreciation of transition. 

Including those that are currently navigating or have just navigated transition only would 

limit the understanding to this timeframe, which may potentially be cutting off further 

relevant transition experiences as time progresses. In addition, parents that are through 
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transition for an extended time may have had more time to potentially reflect on and make 

sense of those experiences, thus adding further, potentially in-depth reflections to this study.  

Implications for Policy & Practice 

The findings arising from the empirical paper pertaining to the theoretical model of 

transition are relevant clinically in supporting families navigating transition, as it provides a 

framework for services and organisations. The unearthing of familial transition processes 

supports professionals by increasing knowledge and understanding of these psychosocial 

processes and paves the way for developing procedures that support family’s navigation 

through them during the transition to adulthood. Furthermore, professionals working with 

families can foster resources and supports, and target stressors, to ensure fluidity in 

navigating the primary processes of preparing, adapting, and forecasting. It is evident that 

stressors can occur at a personal, familial, organisational and societal level as evidenced in 

the empirical paper. Professionals can use this knowledge to identify stressors within each 

area with families, and address these where necessary. In addition, fostering and identifying 

relevant personal, familial, peer and professional supports for parents during this time would 

be of benefit. Specifically, as evidenced in the empirical paper and thematic synthesis of past 

research, connecting with peers for support can be particularly beneficial. Professionals and 

services can support peer connection during transition to foster coping. This can be formally 

through psychosocial peer support groups organised by schools, services or community 

bodies, or informally through linking parents with other parents in similar situations.  

There were several additional and specific concerns that would benefit families during 

transition if addressed. The first of which is the timing of transition planning, and families 

involvement with these processes. Earlier transition planning was perceived by parents as 

preferable to support better preparation. In addition, ensuring families are involved and 

informed in transition planning processes is important. This would ensure parents and 

families are empowered during this time. Furthermore, the review of research highlighted the 

need for additional support post-transition, as it is evident from the systematic review and 

thematic synthesis that parents can be left responsible for addressing the goals that are set 

during planning. The second issue relates to accessing adult services, which can be difficult 

as seen in past research outlined in the review paper and as found in the empirical paper. it is 

clear that accessing adult service provision and supports can be a challenge for parents and 

families during transition. It would be beneficial if services and supports were more 
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accessible for those who need them, and if accessing these services were better coordinated 

by professionals, schools, and adult service agencies. On the other hand, appropriate 

programmes to support parents in developing their advocacy skills, their knowledge of adult 

services and their youth’s rights would be beneficial. Programmes have shown promising 

findings thus far (Taylor et al., 2017). The third major issue requiring further attention 

regarding better supporting families during transition is related to decision making. This 

study highlighted families understanding of and experience with supported decision making 

as their youth enters adulthood. There is a need for further input for families in Ireland to 

support awareness and understanding of changes that will be enforced with the 

implementation of the Assisted Decision Making (Capacity) Act (2015), occurring this year. 

This requires further attention to ensure that this policy change is understood at a personal 

and familial level.  

Directions for Future Research  

The systematic review and empirical paper provided insights into transition 

internationally, and in an Irish context for parents, caregivers and families of autistic youth. It 

was an observed limitation of studies in the review that the researcher reflexivity and the 

relationship of the researcher to the participants was not explicit. Future research would 

benefit from actively considering this in order to maintain high quality standards. Autism 

research also appears sparce with regards to studies focussed on autistic youth with additional 

diagnosis’ i.e. intellectual disability, and/or complex needs. These participants can 

occasionally be represented to a small degree in intellectual disability research, though a 

dearth of research is evident. The empirical paper specifically maps the area concerning 

transition for families of autistic youth with an intellectual disability, clarifying familial 

transition processes, which opens the field for further exploration. Further research would 

support a greater understanding of individual aspects of the model or may explore the utility 

of this model for transitions in different regions or with differing disability presentations. 

Larger quantitative research would be of benefit to further explore the factors contributing to 

adjustment for families of autistic youth. Considering the concern for parents identified in 

this research regarding changes to decision making, further research could explore this area in 

greater depth. Research in this area in an Irish context would benefit from considering the 

change in decision making expectations and practices for autistic adults, and/or individuals 

with various disabilities, with the implementation of the Assisted Decision Making 

(Capacity) Act (2015). Exploring decision making changes after this act is implemented may 
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lead to novel insights into familial experiences of navigating these changes as youth 

transition to adulthood.  

Conclusion 

This thesis focussed on elucidating the experiences and perspectives of parents and 

caregivers of autistic youth in the transition to adulthood. The findings of the thematic 

synthesis in the review explicated parental experiences of support and caregiving roles as 

their son/daughter transitions to adulthood. In addition, the review provided insight into how 

transition impacts parents and caregivers across various destinations. This provides a greater 

insight into the lives of parents/caregivers during this time which is essential to provide a 

holistic understanding of transition from a familial perspective when understood collectively 

with other reviews. The empirical paper, focused on the experiences of parents of autistic 

youth with an intellectual disability, led to the development of a theoretical model explicating 

psychosocial process families navigate in transition. This provides a framework from which 

professionals and services can plan transition supports to support families navigating 

transition, and maps the area for future research.   

 

 

 

 

 

 

 

 

 

 

 



 110 

References 

Alonso-Esteban, Y., López-Ramón, M. F., Moreno-Campos, V., Navarro-Pardo, E., and 

Alcantud-Marín, F. (2021). A Systematic Review on the Impact of the Social 

Confinement on People with Autism Spectrum Disorder and Their Caregivers during 

the COVID-19 Pandemic. Brain Science, 11, 1389. https://doi.org/10.3390/ 

brainsci11111389 

American Psychiatric Association. (2013). Diagnostic and statistical manual of mental 

disorders (5th ed.). Washington, DC 

Anderson, D. M., Keith, J., & Novak, P. D. (Eds.). (2002). Mosby’s medical dictionary (6th 

ed.). St. Louis, MO: Mosby, A Harcourt Health Science Company. 

Anderson, D. M., Novak, P. D., & Keith, J. (Eds.). (2002). Dorland’s illustrated medical 

dictionary (32nd ed.). Philadelphia: Elsevier/Saunders. 

Anderson, K. A., Sosnowy, C., Kuo, A. A., and Shattuck, P. T. (2018). Transition of 

Individuals With Autism to Adulthood: A Review of Qualitative Studies. Paediatrics, 

141 (4). DOI: https://doi.org/10.1542/peds.2016-4300I 

Assisted Decision-Making (Capacity) (Amendment) Bill 2021 (IRE) 

Assisted Decision-Making (Capacity) Act 2015 (IRE) 

Baron-Cohen S. (1988). Social and pragmatic deficits in autism: cognitive or affective? 

Journal of Autism and Developmental Disorders. 18, 379-402.  

Bell, S., Devecchi, C., McGuckin, C., and Shevlin, M. (2017) Making the transition to post-

secondary education: opportunities and challenges experienced by students with ASD 

in the Republic of Ireland, European Journal of Special Needs Education, 32:1, 54-70, 

DOI: 10.1080/08856257.2016.1254972 

Beresford, B., Moran, N., Sloper, T., Cusworth, L., Mitchell, W., Spiers, G., Weston, K., and 

Beecham, J. (2013). Transition to Adult Services and Adulthood for Young People with 

Autistic Spectrum Conditions (DH 2525).  Research Unit, University of York. 

www.york.ac.uk/spru 

https://doi.org/10.1542/peds.2016-4300I
http://www.york.ac.uk/spru


 111 

Berghs M, Atkin K, Graham H, Hatton C, Thomas C. Implications for public health research 

of models and theories of disability: a scoping study and evidence synthesis. Public 

Health Res 2016;4(8). 

Blacher, J., Kraemer, B. R., and Howell, E. J. (2010). Family expectations and transition 

experiences for young adults with severe disabilities: does syndrome matter? Advances 

in Mental Health and Learning Disabilities, 4(1), 3-16.  

Bonis, S. (2016) Stress and Parents of Children with Autism: A Review of Literature, Issues 

in Mental Health Nursing, 37:3, 153-163, DOI: 10.3109/01612840.2015.1116030 

Bridges, W. (1991). Managing Transition: Making the Most of Change. Massachusetts: 

Addison-Wesley. 

Brobst, J. B., Clopton, J. R., and Hendrick, S. S. Parenting Children With Autism Spectrum 

Disorders: The Couple’s Relationship. Focus on Autism and Other Developmental 

Disabilities, 24(1), 38-49.  

Bronfenbrenner, U. (1977). Toward an experimental ecology of human development. 

American Psychologist, 32, 513–531. 

Bronfenbrenner, U. (1979). The ecology of human development: Experiments by nature and 

design. London: Harvard University Press. 

Bronfenbrenner, U., & Ceci, S. J. (1993). Heredity, environment, and the question “How?” A 

first approximation. In R. Plomin & G. G. McClern (Eds.), Nature, nurture, and 

psychology (pp. 313–323). Washington, DC: American Psychological Association. 

https://doi. org/10.1037/10131-015 

Carter, B., and McGoldrick, M. (1988). The Changing Family Life Cycle: A Framework for 

Family Therapy (2nd ed.) New York: Gardner Press. 

Chandroo, R., Strnadová, I., and Cumming, T. M. (2018). A systematic review of the 

involvement of students with autism spectrum disorder in the transition planning 

process: Need for voice and empowerment. Research in Developmental Disabilities, 

83, 8-17. https://doi.org/10.1016/j.ridd.2018.07.011 

https://doi.org/10.1016/j.ridd.2018.07.011


 112 

Charmaz, K. (2014) Constructing Grounded Theory (2nd Ed.). London, UK: SAGE 

Publications Ltd. 

Codd, J., and Hewitt, O. (2019). Having a son or daughter with an intellectual disability 

transition to adulthood: A parental perspective. British Journal of Learning Disabilities, 

00, 1-13. DOI: 10.1111/bld.12327 

Cribb, S., Kenny, L., and Pellicano, E. (2019) ‘I definitely feel more in control of my life’: 

The perspectives of young autistic people and their parents on emerging adulthood. 

Autism, 00(0), 1-17. DOI: 10.1177/1362361319830029 

Department of Health (2018). Estimating Prevalence of Autism Spectrum Disorders (ASD) in 

the Irish Population: A review of data sources and epidemiological studies. 

https://assets.gov.ie/10707/ce1ca48714424c0ba4bb4c0ae2e510b2.pdf 

Department of Justice and Equality (2017). National Disability Inclusion Strategy 2017-2021. 

https://www.gov.ie/en/publication/8072c0-national-disability-inclusion-strategy-2017-

2021/ 

DeThorne, L. S. (2020). Revealing the Double Empathy Problem. The ASHA Leader, 25(3). 

https://doi.org/10.1044/leader.FTR2.25042020.58 

Education for Persons with Special Educational Needs Act 2004. (IRE) 

Estes, A., Munson, J., Dawson, G., Koehler, E., Zhou, X-H., and Abbott, R. (2009). Parenting 

stress and psychological functioning among mothers of preschool children with autism 

and developmental delay. Autism, 13, 375. DOI: 10.1177/1362361309105658 

Farley, M. A., McMahon, W. M., Fombonne, E., Jenson, W. R., Miller, J., Gardner, M., & 

Coon, H. (2009). Twentyyear outcome for individuals with autism and average or near-

average cognitive abilities. Autism Research, 2(2), 109–118. doi:10.1002/aur.69 

Frith U. Autism: explaining the enigma. Oxford: Blackwell, 1989.  

Gangadharan, S., Bhaumik, S., and Gumber, R. (2016). Supporting Young Adults with 

Autism Spectrum Disorders (ASD) to Maximise Their Potential. Journal of 

https://assets.gov.ie/10707/ce1ca48714424c0ba4bb4c0ae2e510b2.pdf
https://www.gov.ie/en/publication/8072c0-national-disability-inclusion-strategy-2017-2021/
https://www.gov.ie/en/publication/8072c0-national-disability-inclusion-strategy-2017-2021/
https://doi.org/10.1044/leader.FTR2.25042020.58


 113 

Psychosocial Rehabilitation and Mental Health. 3(1): 5-8. DOI 10.1007/s40737-016-

0047-8 

Hagner, D., Kurtz, A., May, J., Cloutier, H. (2014). Person-Centered Planning for Transition-

Aged Youth with Autism Spectrum Disorders. Journal of Rehabilitation, 80(1), 4-10.  

Hanline, M. F. (1991). Transitions and critical events in the family life cycle: Implications for 

providing support to families of children with disabilities. Psychology in the Schools, 

28.  

Hatfield, M., Ciccarelli, M., Falkmer, T., Falkmer, M. (2017). Factors related to successful 

transition planning for adolescents on the autism spectrum. Journal of Research in 

Special Education Needs. Doi: 10.1111/1471-3802.12388 

Health Service Executive (2012). National Review of Autism Services: Past, Present and 

Way Forward. http://www.fedvol.ie/_fileupload/Next%20Steps/autismreview2012.pdf 

Health Service Executive (2018). New Directions: Interim Standards for New Directions, 

Services and Supports for Adults with Disabilities. www.hse.ie/newdirections 

Health Service Executive (2020). Progressing Disability Services for Children and Young 

People Programme (PDS). https://www.hse.ie/eng/services/list/4/disability/progressing-

disability/pds-programme/ 

Hetherington, S. A., Durant-Jones, L., Johnson, K., Nolan, K., Smith, E., Taylor-Brown, S., 

Tuttle, J. (2010). The Lived Experiences of Adolescents with Disabilities and Their 

Parents in Transition Planning. Focus on Autism and Other Developmental Disabilities, 

25(3). 163-172. DOI: 10.1177/1088357610373760 

Hill, R. (1958). Generic Features of Families under Stress. Social Casework, 39, 139-150 

Howlin, P., and Magiati, I. (2017). Autism Spectrum Disorder: outcomes in adulthood. 

Current Opinions in Psychiatry, 30, 69-76.  

Im, E-O. (2011). Transitions theory: a trajectory of theoretical development in nursing. 

Nursing Outlook, 59(5), 278-285. 

http://www.fedvol.ie/_fileupload/Next%20Steps/autismreview2012.pdf
http://www.hse.ie/newdirections
https://www.hse.ie/eng/services/list/4/disability/progressing-disability/pds-programme/
https://www.hse.ie/eng/services/list/4/disability/progressing-disability/pds-programme/


 114 

Irish Human Rights and Equality Commission (2006). The Equal Status Acts 2000-2018. 

Irish Human Rights and Equality Commission.  

Jacobs P, MacMahon K, Quayle E. (2018). Transition from school to adult services for young 

people with severe or profound intellectual disability: A systematic review utilizing 

framework synthesis. Journal of Applied Research in Intellectual Disabilities, 00:1–21. 

https://doi.org/10.1111/jar.12466 

Lavee, Y., McCubbin , H. I., and Patterson, J. M. (1985). The Double ABCX Model of 

Family Stress and Adaptation: An Empirical Test by Analysis of Structural Equations 

with Latent Variables. Journal of Marriage and Family, 47(4). 

https://doi.org/10.2307/352326 

Lazarus, R., & Folkman, S. (1984). Stress, Appraisal, and Coping. New York: Springer. 

Levy, F. (2007). Theories of Autism. Australian and New Zealand Journal of Psychiatry. 41, 

859-868.  

Livneh, H., & Antonak, R. F. (1997). Psychosocial adaptation to chronic illness and 

disability. Aspen Publishers. 

Lorenz, T., Reznik, N., and Heinitz, K. (2017). A Different Point of View: The 

Neurodiversity Approach to Autism and Work, Autism - Paradigms, Recent Research 

and Clinical Applications. http://dx.doi.org/10.5772/65409 

Ludvigsen, M. S., Fegran, L., Aagaard, H., Meyer, G., and Uhrenfeldt, L. (2014). Parents’ 

experience of the transfer from pediatric to adult care for their adolescent or young 

adult children with chronic conditions: a systematic review protocol. JBI Database of 

Systematic Review & Implementation Reports, 12(4), 102-111. 10.11124/jbisrir-2014-

1565 

Marini, I., Glover-Graf, N. M., and Millington, M. J. (2012). Psychosocial Aspects of 

Disability: Insider Perspectives and Counseling Strategies. Springer Publishing 

Company, LLC.  

https://doi.org/10.1111/jar.12466
https://doi.org/10.2307/352326
http://dx.doi.org/10.5772/65409


 115 

Martinez, D. C., Conroy, J. W., and Cerreto, M. C. (2012). Parent Involvement in the 

Transition Process pf Children With Intellectual Disabilities: The Influence of Inclusion 

on Parent Desires and Expectations for Postsecondary Education. Journal of Policy and 

Practice in Intellectual Disabilities, 9(4), 279-288.  

Hanline, M. F. (1991). Transitions and critical events in the family life cycle: Implications for 

providing support to families of children with disabilities. , 28(1), 53–

59. doi:10.1002/1520-6807(199101)28:1 

McMinn, L. E. Schulz, J., and Ludlow, A. K. (2018). Mothers’ experiences of the transition 

of young people with autism spectrum disorder to adult care. Research and Practice in 

Intellectual and Developmental Disabilities. DOI: 10.1080/23297018.2018.1428497  

Mental Health Foundation (2021). Stress. https://www.mentalhealth.org.uk/a-to-z/s/stress 

Merriam-Webster (2020). Transition. Merriam-Webster.com Dictionary. Merriam-Webster. 

https://www.merriam-webster.com/dictionary/transition. Accessed 20 Dec. 2020. 

Milen M. T., and Nicholas, D. B. (2017). Examining transitions from youth to adult services 

for young persons with autism. Social Work in Health Care. DOI: 

10.1080/00981389.2017.1318800  

Milton, E. M. (2012). On the ontological status of autism: the ‘double empathy problem’. 

Disability & Society, 27 (6). https://doi.org/10.1080/09687599.2012.710008 

National Council for Special Education (2006, May). Guidelines on the Individual Education 

Plan Process. Dublin. Stationary Office. https://ncse.ie/wp-

content/uploads/2014/10/final_report.pdf 

National Institute for Health and Care Excellence (NICE). (2019). Talking about people, 

including deaf and blind, age, faith, family background, gender. [NICE style guide, 

ECD1]. https://www.nice.org.uk/corporate/ecd1/chapter/talking-about-people-

including-deaf-and-blind-age-faith-family-background-gender 

https://www.mentalhealth.org.uk/a-to-z/s/stress
https://www.merriam-webster.com/dictionary/transition.%20Accessed%2020%20Dec.%202020
https://doi.org/10.1080/09687599.2012.710008
https://ncse.ie/wp-content/uploads/2014/10/final_report.pdf
https://ncse.ie/wp-content/uploads/2014/10/final_report.pdf
https://www.nice.org.uk/corporate/ecd1/chapter/talking-about-people-including-deaf-and-blind-age-faith-family-background-gender
https://www.nice.org.uk/corporate/ecd1/chapter/talking-about-people-including-deaf-and-blind-age-faith-family-background-gender


 116 

Neece, C. L., Kraemer, B. R., and Blacher, J. (2009). Transition Satisfaction and Family Well 

Being Among Parents of Young Adults With Severe Intellectual Disability. Intellectual 

and Developmental Disabilities, 47 (1), 31-43. DOI: 10.1352/2009.47:31–43 

O’Brien, P., Fitzgerald, S., Brennan, C., Murphy, J., Curry, P., Murphy, D., Garcia, E., 

Chadwick, D., Lally, N., and Mitchell, L. (2011). Transition from Post-Primary School 

for Students with Intellectual Disabilities. National Council of Special Education 

(NCSE) http://ncse.ie/wp-

content/uploads/2015/03/Transition_from_post_primary_school_for_students_with_int

ellectual_disabilities.pdf 

Oakley B, Tillmann J, Ruigrok A, et al. COVID-19 health and social care access for autistic 

people: European policy review. BMJ Open 2021;11:e045341. doi:10.1136/ bmjopen-

2020-045341 

Oomen, D., Nijhof, A. D., and Wiersema, J. R. (2021). The psychological impact of the 

COVID-19 pandemic on adults with autism; a survey study across three countries. 

Molecular Autism, 12: 21. https://doi.org/10.1186/s13229-021-00424-y 

Perry, A. (2004). A Model of Stress in Families of Children with Developmental Disabilities: 

Clinical and Research Applications. Journal of Developmental Disabilities, 11(1).  

Secondary Transition Predictors of Postschool Success: An Update to the Research Base. 

Career Development and Transition for Exceptional Individuals, 1-18. DOI: 

10.1177/2165143420959793 

Shogren, K. A., and Plotner, A. J. (2012). Transition Planning for Students With Intellectual 

Disability, Autism, or Other Disabilities: Data from the National Longitudinal 

Transition Study-2. Intellectual and Developmental Disabilities, 50(1), 16-30. DOI: 

10.1352/1934-9556-50.1.16 

Smith, L. E., and Anderson, K. A. (2014) The Roles and Needs of Families of Adolescents 

with ASD. Remedial and Special Education, 35(2), 114-122. 

doi:10.1177/0741932513514616.  

http://ncse.ie/wp-content/uploads/2015/03/Transition_from_post_primary_school_for_students_with_intellectual_disabilities.pdf
http://ncse.ie/wp-content/uploads/2015/03/Transition_from_post_primary_school_for_students_with_intellectual_disabilities.pdf
http://ncse.ie/wp-content/uploads/2015/03/Transition_from_post_primary_school_for_students_with_intellectual_disabilities.pdf
https://doi.org/10.1186/s13229-021-00424-y


 117 

Stubley, T., and McCroy, C. (2014). Psychosocial Adjustment (Includes Psychosocial 

Functioning and Well-Being). Encyclopedia of Quality of Life and Well-Being 

Research.  

Taylor J. L. (2009). The transition out of high school and into adulthood for individuals with 

autism and their families. International Review of Research in Mental Retardation. 

38:1–32.10.1016/ S0074-7750(08)38001-X  

Taylor, J. L., and Seltzer, M. M. (2011). Employment and Post-Secondary Educational 

Activities for Young Adults with Autism Spectrum Disorders During the Transition to 

Adulthood. Journal of Autism and Developmental Disorders, 41(5),  566-574.  

The Disability Act 2005. (IRE) 

Turnbull, A. P., & Turnbull, H. R. (1986). Families, professionals, and exceptionality: A 

special partnership. Columbus, OH: Merrill.  

United Nations (1948). Universal Declaration of Human Rights. 

https://www.un.org/en/about-us/universal-declaration-of-human-rights 

United Nations. (2006). Convention on the Rights of Persons with Disabilities. Treaty Series, 

2515, 3. 

Vélez-Agosto, N. M., Soto-Cresto, J. G., Vizcarrondo-Oppenheimer, M., Vega-Molina, S., 

and Carcía Coll, C. (2017). Bronfenbrenner’s Bioecological Theory Revision: Moving 

Culture from the Macro Into the Micro. Perspectives on Psychological Science, 12(5). 

900-910. DOI: 10.1177/1745691617704397 

Weiss, J. A., Lai, J. K. Y., Lee, V., and Lunsky, Y. (2020). Predictors of Changes in Daily 

Activity in Transition-Age Autistic Youth. Autism Research. 

https://doi.org/10.1002/aur.2371 

World Health Organisation (2021). Disability and health. https://www.who.int/news-

room/fact-sheets/detail/disability-and-health 

World Health Organisation (2022). Autism. https://www.who.int/news-room/fact-

sheets/detail/autism-spectrum-disorders 

https://www.un.org/en/about-us/universal-declaration-of-human-rights
https://doi.org/10.1002/aur.2371
https://www.who.int/news-room/fact-sheets/detail/disability-and-health
https://www.who.int/news-room/fact-sheets/detail/disability-and-health
https://www.who.int/news-room/fact-sheets/detail/autism-spectrum-disorders
https://www.who.int/news-room/fact-sheets/detail/autism-spectrum-disorders


 118 

World Health Organization (2001). International Classification of Functioning, Disability and 

Health. Geneva: World Health Organization; 2001.  
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Appendices 
 

Appendix A: Systematic Review Search Strategy 

PsychInfo Search Strategy 

 

S1 DE "Autism Spectrum Disorders"  

S2 TI ( Autis* OR Asperger* OR “Pervasive Developmental Disorder*” OR ASD 

OR ASC ) OR AB ( Autis* OR Asperger* OR “Pervasive Developmental 

Disorder*” OR ASD OR ASC )  

S3 S1 OR S2  

S4 DE "Transition Planning" OR DE "School to Work Transition" OR DE "School 

Transition" OR DE "Emerging Adulthood"  

S5 TI ( Transition* OR “Mov* into adult*” OR “Emerging adult*” OR “Leav* 

high school” OR “Leav* secondary school” OR “Leav* school” OR “Mov* out 

of secondary school” OR “Mov* out of high school” OR “Mov* out of school” 

) OR AB ( Transition* OR “Mov* into adult*” OR “Emerging adult*” OR 

“Leav* high school” OR “Leav* secondary school” OR “Leav* school” OR 

“Mov* out of secondary school” OR “Mov* out of high school” OR “Mov* out 

of school” )  

S6 S4 OR S5  

S7 DE "Fathers" OR DE "Mothers" OR DE "Parents" OR DE "Caregivers" OR DE 

"Family"  

S8 TI ( Parent* OR Carer* OR Caregiv* OR Care-giv* OR Care giv* OR 

Guardian OR Famil* OR Relat* OR Mother* OR Father* ) OR AB ( Parent* 

OR Carer* OR Caregiv* OR Care-giv* OR Care giv* OR Guardian OR Famil* 

OR Relat* OR Mother* OR Father* )  

S9 S7 OR S8  

S10 S3 AND S6 AND S9  
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Appendix B: Ethical Approval  

Original ethical approval presented below. The title and focus changed from adult service transition 

to adulthood transition as confirmed by email with the Research Ethics Committee.  
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Appendix C: Sample Information Leaflet 

Information Leaflet 

 

 
Study title: Parents’ Experiences of the Complexities of Transitioning to Adulthood and 

Adult Services for Autistic Youth with Intellectual Disability.  

 

 

Lead contact:  Kalem Mahon 

 

Lead contact’s title: Trainee Clinical Psychologist 

 

Telephone number of Lead contact:  0872172822 

 

Email of Lead contact:  17026512@studentmail.ul.ie   

 

Purpose of the Study. The purpose of this study is to explore parent/caregiver/guardian 

experiences of the transition to adulthood and adult services for autistic youth with 

Intellectual Disability.  

Who is organising and funding this study? This study is being conducted as part of a PhD in 

Clinical Psychology with the University of Limerick.  

What will the study involve? The study will involve participating in an interview with the 

researcher which will last approximately 1 hour, online, by phone or in-person (depending 

on government guidelines and your preference). This interview will explore your 

experiences of, and perspectives on your son/daughter’s transition to adulthood and adult 

services. This interview will be recorded, transcribed, and your identity anonymised in the 

write-up. You have the right to review and edit any transcripts to which you have 

contributed. You may then be invited to take part in a focus group with other parents, which 

will last approximately 1 hour. You may participate in the interview and choose not to take 

part in the focus group. 

When are interviews/focus groups taking place? Interviews/focus groups are likely to take 

place between November 2021 and April 2022.  

mailto:17026512@studentmail.ul.ie
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Why have you been asked to take part? You have been asked to take part as you are a 

parent of a young autistic adult with Intellectual Disability.   

Do you have to take part? Participation is voluntary. If you agree to participate, you'll sign a 

consent form. You have the right to withdraw at any time even if you have agreed at first to 

participate. If you want to withdraw, you can contact Kalem Mahon, at 

17026512@studentmail.ul.ie. If you decide not to participate in the study, this will not 

impact any services provided to you or your son/daughter.  

Will your participation in the study be kept confidential? Yes. All data will be anonymised. 

Any extracts from what you say in the interview or focus group that are quoted in the study 

will be anonymised.   

What will happen to the information you give? The data will be kept confidential for the 

duration of the study, in a locked file. Digital data will be password protected. Your data will 

be retained for a period of 10 years and then destroyed. You can have your data deleted, up 

until April 1st 2022 when data will be processed and prepared for submission to the 

University of Limerick.  

What will happen to the results? The results will be written up into a research paper and 

presented as part of a doctoral thesis as part of the PhD in Clinical Psychology in the 

University of Limerick. The study may be published in a research journal.  

What are the possible risks/disadvantages of taking part? I don’t envisage any negative 

consequences for you in taking part. If you become upset/stressed as part of the research 

process, you can discuss this with the researcher and/or contact the services outlined at the 

end of this information leaflet.  

What if there is a problem? At the end of the interview or focus group, Kalem Mahon will 

discuss with you how you found the experience. Any issues or concerns can be discussed at 

this point. Alternatively, you can contact Kalem using the contact details provided at the 

beginning of this information leaflet. If you are worried about your own wellbeing, you can 

speak to the facilitator of the interview and they will signpost you to relevant services. 

There are contact details for external services that you can contact for support, which you 

can find at the end of this information leaflet (See Appendix 1).  

Who has reviewed this study? Approval was given by St. Michael’s House Research Ethics 

Committee.  

Any further queries? If you need any further information, or have queries regarding any of 

the above, you can contact me using the contact details provided at the beginning of this 

information leaflet.  

 
 

mailto:17026512@studentmail.ul.ie
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Additional Data Protection Information:  
 
Data Controller’s Identity: Kalem Mahon 

                                                 Dr. Barry Coughlan 

                                                 Isabelle O’Donoghue 

                                                 Dr. Anita Hyland 

 

Data Controller’s Contact Details: Kalem Mahon: 17026512@studentmail.ul.ie; 087 2172822 

                                                              Dr. Barry Coughlan: Barry.Coughlan@ul.ie  

                                                              Isabelle O’Donoghue: Isabelle.Odonoghue@smh.ie 

                                                              Dr. Anita Hyland: Anita.Hyland@smh.ie  

 

Data Protection Officer’s Identity: Deirdre Bolton 

 

Data Protection Officer’s Contact Details: Deirdre.Bolton@smh.ie; 087 2275636 

 
1. We will be using your personal information in our research to understand parent’s 

experiences of the complexities of transitioning to adulthood and adult services for 
young autistic adults with Intellectual Disability.  
 

2. Your data is being processed for scientific research purposes.  
 

3. The researchers will have access to your data: Kalem Mahon, and Dr. Barry 
Coughlan. The interview and focus group recordings will be password protected, and 
these can be accessed by the research team for research purposes only.  

 
4. The data will be stored for 10 years.  

 
5. In rare circumstances, a data breach can occur, meaning unauthorised person/s have 

managed to gain access to your data. However, there are measures in place to 
protect against this happening, including password protection.  
 

6. You have the right to withdraw at any time even if you have agreed at first to 
participate. If you want to withdraw, you can contact Kalem Mahon, at 
17026512@studentmail.ul.ie.  

 
7. You have the right to lodge a complaint with the Data Protection Commissioner.  

 
8. You have the right to access and gain a copy of your data. You have a right to have 

any inaccurate data corrected. Your data will not be used for automated decision-
making purposes. There will be no further processing of your data beyond this study. 

mailto:17026512@studentmail.ul.ie
mailto:Barry.Coughlan@ul.ie
mailto:Isabelle.Odonoghue@smh.ie
mailto:Anita.Hyland@smh.ie
mailto:Deirdre.Bolton@smh.ie
mailto:17026512@studentmail.ul.ie
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Your data will not be transferred outside of the EU. You have the right to data 
portability, meaning you can have your data transferred from one controller to 
another in a readable format. 
 

9. You have the right to restrict or object to the processing of your data until April 1st 
2022 when data analysis will have occurred and the results are prepared for 
submission to the University of Limerick. 
 

10. You have the right to have any inaccurate information corrected or deleted.  
 

11. You can have your data deleted, up until April 1st 2022 when data will be processed 
and prepared for submission to the University of Limerick. 

 
12. You have the right to data portability, meaning you have a right to move your data 

from one controller to another in a readable format.    
 

13. Your data will not be used for automated decision-making purposes.  
 

14. You have the right to object to automated processing including profiling if you wish. 
However, this will not occur as part of this study.  
    

15. There will be no further processing of your data beyond this study.  
 

16. Your data will not be transferred outside of the EU.  
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Appendix 1: External Supports 

___________________________________________________________________________ 

Samaritans  

Free confidential listening and support service 

Helpline (24hour): 116 123  

Email: Jo@samaritans.ie 

Mail:  Chris 

 FreePost RSRB-KKBY-CYJK 

 PO Box 9090 

 STIRLING FK8 2SA 

 

 

Text Support 

Free 24/7 text support service providing everything from a calming chat to immediate support for people going 

through a mental health or emotional crisis - big or small.  

 

Text: 50808 

 

Turn2Me 

Professional Mental Health Support Online 

 

Website: https://turn2me.ie/ 

 

___________________________________________________________________________ 

 

 

 

mailto:Jo@samaritans.ie
https://turn2me.ie/


 126 

Appendix D: Sample Consent Form 

CONSENT FORM 

 
 

 

Study title: Parents’ Experiences of the Complexities of Transitioning to Adulthood and 

Adult Services for Autistic Youth and Intellectual Disability. 

 

 

 
I have read and understood the Information Leaflet about this research 
project. The information has been fully explained to me and I have been 
able to ask questions if I choose to do so, all of which have been 
answered to my satisfaction. 

Yes  No  

I understand that I don’t have to take part in this study and that I can 
opt out at any time. I understand that I don’t have to give a reason for 
opting out and I understand that opting out won’t affect me or my child 
in any way.  

Yes  No  

I am aware of any potential risks and benefits of this research study 
(see information leaflet). 

Yes  No  

I have been given a copy of the Information Leaflet and Consent Form 
for my records. 

Yes  No  

I consent to take part in this research study having been fully informed 
of any risks and benefits.  

Yes  No  

I give informed consent to have my data processed as part of this 
research study.  

Yes  No  

I consent to be contacted for interview by researchers as part of this 
study.  

Yes  No  

I consent to be contacted for a focus group by researchers as part of 
this study.  

Yes  No  

 
 

 

 
_____________________________ |  ___________________________ | _______ 

 

Participant Name (Block Capitals) | Participant Signature  | Date 
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Appendix E: Sample Parent Questionnaire  

The below questionnaire was used as a guide. This was filled in for each parent at the beginning of 

each interview by the researcher. The language used i.e. when discussing autism, was altered based 

on parent preferences.  

Parent Questionnaire 

 

 

Name: _________________________  Date: ___________ 

 

 

Contact number: ________________________ 

 

The above information will only be viewed by researchers, will not be available to any person outside 

of the research team, and will not appear in any write up of the research findings.  

 

Questions in relation to your son/daughter below refer to the young Autistic adult with Intellectual 

Disability.  

 

What is your relationship to the young adult? 

 

Mother _____  

 

Father _____  

 

Step-Mother _____  

 

Step-Father _____  

 

Other (please state): ________________________ 
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What age are you?  

 

______________ 

 

What is your gender?  

 

_________________________ 

 

What gender is your son/daughter? 

 

_________________________ 

 

What age is your son/daughter? (Fill in from recruitment form if provided) 

 

__________________ 

 

Does your son/daughter have a diagnosis of Autism Spectrum Disorder? 

 

___________________ 

 

Does your son/daughter have a diagnosis of Intellectual Disability?  

 

________________ 

 

What level of Intellectual Disability? (Mild, Moderate, Severe, Profound) 

 

________________ 

 

Does your son/daughter have any additional diagnosis? (If yes, describe below) 

 

__________________________________ 
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__________________________________ 

 

__________________________________ 

 

What adult services does your son/daughter access? 

 

____________________________________ 

 

What year did your son/daughter move into adult services?  (Fill in from recruitment form if 

provided) 

 

_______________________ 

  

What school did your son/daughter attend?  

 

____________________________________ 

  

What year did your son/daughter leave school? (Fill in from recruitment form if provided) 

 

______________________ 

 

 

The below information will only be viewed by researchers, will not be available to any person outside 

of the research team, and will not appear in any write up of the research findings.  

 

Would you like to be contacted with the results of this study: 

 

Yes _____ 

 

No _____ 
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Appendix F: Sample Interview Schedule  

 

1. Tell me about your son/daughter… 
2. Tell me about your experience of your son/daughter leaving school/child services, and 

moving into adulthood and adult services… 
a. What was your experience of preparing for your son/daughter leaving school/child 

services, moving into adulthood and adult services?  
b. What was your experience of the period following which your son/daughter left 

school/child services, and moved into adulthood and adult services?  
c. Did it differ from expectations?  
d. What changed during this time?  

3. Did you experience any challenges that made the transition more difficult? 
a. Challenges for young adult? 
b. Personal/parental challenges? 
c. Family challenges? 
d. Service challenges? 

4. How were these challenges managed/overcome? 
5. Did you experience any supports that helped with the transition?  

a. Personal supports/characteristics? 
b. Family supports? 
c. Wider social supports? 
d. Service supports? 

6. How did these help? 
7. What impact did the transition have on you/your family?  
8. Is there anything you would suggest when supporting families in the transition to adulthood 

and adult services?  
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