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Easy read summary 

This study interviewed mothers who lived in Ireland. 

Each mother had a son with Autism Spectrum Disorder and Intellectual Disability. 

Their sons were aged between 15 and 24. 

The mothers were asked about their feelings and thoughts as their son became a young adult. 

The mothers felt that they had to: 

 Be the voice of their son 

 Make sure his needs were met 

 Make sure he was treated properly when away from her 

 

Results of this study can help services to provide the best options for young males with 

Autism Spectrum Disorder and Intellectual Disability. 

 

  

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 



“I’m his voice and I have to be”: Maternal experience of transition of their son with ID and ASD into adulthood 

Johnny Watters (HSE), Jonathan Egan (NUIG), ROI 

"I'm his voice and I have to be": Maternal experience of transition of their son with ID 

and ASD into adulthood 

 

This study looks at the maternal experience of transition from child services to adult services 

of their son with ID and ASD.  A useful description of transition is that of Blum et al. (1993): 

“Transition is a multifaceted, active process that attends to the medical, psychological, 

and educational/vocational needs of adolescents as they move from the child-focussed 

to the adult-focussed health-care system.  Health transition facilitates transition in 

other areas of life as well (e.g., work, community, and school).  It implies an increase 

in independent behaviour and personal autonomy but need not entail a change in 

health providers” (p.573). 

Transition tends to connote an active process towards a positive outcome.  In contrast, 

transfer between services can be more of a one-off event with little or no hand over of care 

(Paul et al., 2013); these authors noted that while transfer of patients from one service to 

another was common, transition in line with the definition of Blum et al. (1993) was rare. 

Previous studies emphasise the challenges that young people and their parents face at this 

time of transition from (e.g., Cheak-Zamora et al., 2015; Kaehne, 2011; Pallisera et al., 

2018).  Existing research in this area has generally focussed on people with Intellectual 

Disability (ID), or with Autism Spectrum Disorder (ASD), and less so on people with both 

conditions (Dyke et al., 2013; Milen & Nicholas, 2017).  Also, as existing research has not 

focussed solely on the female parent/guardian (FPG), there is value in having a homogenous 

female sample.  For example, Hatfield et al. (2017) elicited the viewpoint of 9 parents (8 

were mothers) regarding transition planning of adolescents with ASD (male and female, non-

ID) using phone and in-person interviews.  The present research aimed to permit FPG’s to 

express their experiences, especially ones that might be unique to them. 

This research aimed to: 
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 Explore and describe, using qualitative interviews, FPG perceptions and 

experiences of this transition (i.e., from child to adult services, covering 

health, social care, vocational needs, and family) 

 Contribute to clinical practice and guideline development 

 

Method 

Participants 

Participants sought were FPG’s whose son (aged 15-24) had ID and ASD.  Participants were 

sought via the local Autism Service, Twitter (13, 553 reads), a Special Interest Group of 

Psychologists who work with people with ASD, and a West of Ireland parent’s partnership.  

See Table 1 for participant details. 

Table 1 Participant pseudonyms, age, and transition stage 

Mother  Age Range Son  Age Range Transition Stage 

Aine  50-65  Alan  19-24  Post-transition 

Bronagh 50-65  Brody  15-18  Pre- transition 

Cliona  50-65  Cian  19-24  Post- transition 

Deirdre 45-50  Declan  19-24  Post- transition 

Eimear  50-65  Enda  15-18  Post- transition 

Fionnuala 45-50  Fionn  15-18  Pre- transition 

 The sons in the table above were split into two age groups based on being a child 

(under 18) or an adult.  For the purposes of this study their transition stage is also relevant. 

 

Design 

The study involved in-person, audio recorded, interviews of FPGs; interviews were semi-

structured in keeping with Interpretative Phenomenological Analysis (IPA) practice.  
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Recordings were transcribed by JW.  An advantage of semi-structured interviewing is that it 

permits exploration of important or novel issues that arise (Smith & Eatough, 2016).  Figure 

1shows the elements of IPA. 

Figure1 Interpretative Phenomenological Analysis 

 

 

The “P” element is placed first in this figure in order to respect the primacy of 

personal experience and perspective.  The “I” is next and encompasses the researcher’s 

experience, knowledge, and reflective awareness that s/he brings to the process.  The “A” is 

placed last as arguably it is the more fixed aspect of the process: fixed in the sense that there 

are established steps which are to be followed when conducting IPA (though it is accepted 

that there is judgement in how these steps are taken). 

 

Identification of Themes 

IPA steps were used to identify themes in each transcript.  The process of identifying initial 

themes was carried out for each participant.  This listing of initial themes was used to cluster 

the emerging themes for each individual participant, and these clusters were amalgamated 

Interpretative

AnalysisPhenomenological
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into tables of themes for each participant.  These theme tables then fed into Tables 2 to 5, 

below, which show the emergent superordinate and subordinate themes. 

 

Results 

IPA yielded four superordinate themes, and associated subordinate themes, and these are now 

reported. 

 

Central Role of Mother in Transition(s) 

All mothers presented as having a very significant role in the transition of their son; hence 

this forms the title of the first superordinate theme.  The first subordinate theme was that 

mothers saw themselves as being the voice of their sons (literally in two out of the six 

participants as their son was largely nonverbal).  In being the voice of their son they had to 

liaise with staff, service providers, and other parents.  A second subordinate theme that 

emerged was that of mother as negotiator.  To manage this task, participants adopted a 

variety of roles (e.g., advocate, coordinator) and always saw that having a positive rapport 

with all parties involved was essential in order to achieve the best outcome for their son.  A 

number of parents noted the importance of having an optimistic attitude regarding services 

and transition: most were generous in stating that they were satisfied with the quality of 

services received by their child, while commenting that service availability (e.g., professional 

assessments) or quantum of service were issues for them.  Most mothers noted they had to 

fight for services. 

 

Table 2 Central Role of Mother in Transition(s) 

Superordinate Theme Subordinate Themes Participant Quotes 

Central Role of Mother in 

Transition(s) 
 

 
Mother as voice 

 

●“You kind of have to, as a parent, ask a 

lot of questions, and have to know what 

questions to ask” (Fionnuala) 
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“I’m his voice and I have to 

be” 
 

Deirdre 

 
Mother as 

Negotiator 
 
 

Crisis and Self-Care 

●“I’m going to wait until we are 

absolutely certain where he is going 

before I start introducing changes” 

(Eimear) 
●“Things will have to reach a crisis” 

(Cliona) 

 

 In their transition role most mothers noted that there was one crisis or more at the time 

of transition, and that this was a key time when their input was required.  For example, issues 

such as service provision or transport arrangements were reported as occurring at the last 

minute, or in a “mad rush”. 

 Some mothers also referred to the effect of this time of transition on their own health.  

They referred to burnout, stress, concerns with mental health (e.g., low mood), and 

occasional difficulty coping.  They spoke of the uncertainty around the time of transition, and 

many saw the year prior to transition as being one of significant upheaval.  This resonates 

with the observation of Carter and McGoldrick (2005) that significant stress occurs at points 

of transition from one family lifecycle stage to another.  These authors also note that when 

tasks pertinent to a particular transition are not optimally managed, that this can impact on 

future transitions and relationships. 

 

Meeting his Needs 

All participants referred to and emphasised the importance of their son’s needs (e.g., health, 

education, vocational, accommodation, and care) being met, and most referred to the value of 

a needs assessment (e.g., by Psychology or Occupational Therapy) being carried out for their 

son.  Most mothers spoke of their son requiring ongoing care, and were keen that their son be 

safe, happy, and have purposeful activity, or occupation.  This is in keeping with existing 

research and reviews in this area (Howlin et al., 2004; Howlin & Magiati, 2017).  These 
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researchers note that the majority of individuals with ASD, especially those who also had ID, 

continued to be dependent on their family and/or service providers in adulthood. 

 Participants wished for greater clarity regarding criteria for service eligibility (e.g., be 

it based on level of ability, or on home address) and pointed to frustration they had 

experienced regarding this issue.  Mothers expressed concerns that their son could be taken 

advantage of or easily-led.  One expressed concerns regarding sexuality and relationships, 

and that her son might endure sexual frustration. 

Table 3 Meeting his Needs 

Superordinate Theme Subordinate Themes Participant Quotes 

Meeting his Needs: 
 

“Now Brody will always, 

always, need care and 

attention” 
 

Bronagh 

 
Needs assessment 

 
 
 

Care/support 
 

Education, day 

service, occupation 
 
 

Coordination 

●“It should really be that they come to a 

certain age and they should be 

automatically be reassessed” 

(Fionnuala) 
●“That he’ll be happy and well cared for 

wherever he is” (Bronagh) 
●“I’d like him to reach his full potential, 

I know he has done a lot of learning 

already … but I’d like staff with a good 

skill set to continue learning” (Eimear) 
●“The staff from [place name] came and 

shadowed the teachers in school and then 

the teachers went to visit [place name]” 

(Eimear) 

 

 An important area for all mothers was that of coordination of services to meet their 

son’s needs.  All spoke of the importance of this role and accepted that both they and service 

providers fulfilled this role.  Parents greatly valued the coordination role carried out by staff 

(e.g., a transition officer within the HSE), and were concerned about how they and their son 

would fare when this role ended (i.e., at age 24 in some cases).  This is in line with the 

description of a good transition by Blum et al. (1993), and further articulated by Paul et al. 

(2013), where transition is seen as being an actively managed, multi-faceted process, 

involving a variety of stakeholders. 
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When I’m not There 

This superordinate theme refers to the mothers’ ongoing concerns for her son when he is 

away from her, and especially as he transitioned to adulthood.  Mothers raised the issue of 

how they could be assured that their son would be appropriately cared for, and who would 

ensure the quality of inputs their son would receive. 

 A related issue is maternal anxiety about how their son would cope if he didn’t meet 

“nice people” (Bronagh).  A couple of parents referred to media exposés regarding poor 

treatment of some people with ID in residential settings; these exposés caused significant 

anxiety to parents, especially as their child was transitioning to adulthood and so would be 

meeting a host of new people and accessing a range of different settings.  As interviews were 

face-to-face, the researcher could observe that this anxiety was relatively high, and perhaps is 

an anxiety that participants will always endure.  It also feeds into superordinate theme four 

(“When I’m not Here”), as participants may be worried that without her, her son will not have 

a voice (a concern embodied by superordinate theme one). 

Table 4 When I’m not There 

Superordinate Theme Subordinate Themes Participant Quotes 

When I’m not There: 
 
“That he just gets lost in the 

system, ya.  Ya, cos you get 

a lot of help with children 

but it seems like it peters out 

in adulthood” 
 

 
Fionnuala 

 
Service moderation 

 
 
 

Maternal anxiety 
 

Understanding of 

autism 

●“My fear would be like how well, are 

adults services moderated, mm, you 

know, how can I be sure that he’s going 

to be looked after properly” (Cliona) 
●“You just realise services are good now 

because our economy is good” (Eimear) 
●“It has improved.  But, it still has a long 

way to go.  Em, not everybody 

understands ASD” (Deirdre) 

 

 The final subordinate theme in this area is the understanding of autism within the 

community.  The parents were in general agreement that there was a greater understanding of 

ASD in the community than in the past (e.g., during their own childhoods).  One parent 

referred to the value of her son being involved in local church ceremonies and how this had 
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helped him to know some same age community peers.  Some mothers were concerned that 

their son did not have enough links (e.g., via football) with their local community.  Other 

parents were broadly satisfied with the extent of community involvement their son had.  A 

couple of parents noted that they would like to have more autism-friendly settings in their 

community (e.g., time-slots in the local cinema, or areas within a restaurant). 

 

When I’m not Here 

All mothers made some reference to the above.  Some mothers, conscious of their own 

mortality, spoke of their worry for their sons when she is not there to care and advocate for 

him; other mothers spoke of how things will change as she grows older and may not be in a 

position to provide the same level of support for her son.  A key aspect of this theme for 

many of the mothers was their summation that they were the main attachment figure for their 

son.  For example, two mothers noted that their son was overly-dependent on them, or overly-

possessive of them. 

Table 5 When I’m not Here 

Superordinate Theme Subordinate Themes Participant Quotes 

When I’m not Here: 
 

“If I wasn’t here, I’d be 

concerned he was not taken 

care of properly” 
 

Deirdre 

 
Mortality 

 
 
 

Father 
 
 
 

Sibling(s) 

●“My one big fear is I will die.  

Suddenly or you know soon, before he’s 

em set up” (Aine) 
●“If something happened to me today or 

tomorrow, my husband would be, I 

would be the main carer, I would be the 

one who organises Alan’s life.  Not my 

husband” (Aine) 
●“And you can’t rely, I wouldn’t ask his 

brother, do you know, because he has his 

own life to lead” (Bronagh) 

 

 A related subordinate theme is the maternal view that the father might not be in a 

position to, or not be able to, manage the key tasks (e.g., being a voice for the son) that they 
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now fulfil.  One mother (Aine) noted that her son was her “project”, and by implication not 

that of her husband or of another member of the family. 

 The third subordinate theme in this area centres on siblings.  In general, no mother 

wished their son with ID and ASD to be a burden on siblings, noting that siblings had lives of 

their own to lead.  It is important to note that no significant theme emerged regarding 

negative effects on siblings of growing up with a brother with ID and ASD.  Nevertheless, 

one parent did point to the difficulty experienced by a sibling who was close in age to her 

child with ID and ASD, and how some behaviours of concern at home did have an effect on 

this sibling (e.g., in relation to school work completion at home). 

 

Discussion 

Relation of Findings to Previous Studies 

Present results affirm that mothers find this time of transition to be stressful, and that it can 

last some years (i.e., beginning at age 16 and not being resolved by age 24). 

Previous research highlights the value of transition as opposed to transfer (Paul et al., 

2013).  The participants of this research were highly attuned to this issue, and emphasised the 

importance of commencing transition in good time, having the required professional staff on 

board, while recognising that transition is a process rather than a discrete event.  The 

maternal emphasis on their sons need for ongoing care and support chimes with the findings 

of Howlin et al. (2004). 

The contribution of this study is that it is based on a sample of female parent 

guardians (FPG’s) living in the West of Ireland, using IPA to explore and try to understand 

their experience of this transition.  While there are previous studies, using a variety of 

qualitative methodologies, that have included as many or more mothers of young people with 

ID and/or ASD, they also included a small number of fathers.  The present study was framed 
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around the participation of FPG’s and it may be that certain obtained themes emerged 

because these mothers knew this study was for FPG’s.  For example, a salient superordinate 

theme was that of “When I’m not here”, and it seems possible that this theme might have 

emerged with less strength, or not at all, in a sample which was open to mothers and fathers. 

 A relatively strong finding from this study is the maternal perception of being the 

voice of their son, and that they expect this role to continue post age 18.  This finding is 

somewhat novel in relation to previous research already cited, and it is possible that it 

emerged more clearly here as the sample is mothers only. 

 

Study Limitations/Alternative Explanations 

 A possible limitation is that as the obtained sample stems from the West of Ireland, 

with none of the families living in cities, the results might not be fully relevant outside of this 

region.  On the other hand, a couple of the participants had lived outside of Ireland at some 

stage and so would be conscious of other societal norms regarding services. 

 It is possible that the researcher being an employee of the HSE might have affected 

comments some participants wished to make about the organisation; while this did not seem 

to be the case to the researcher, it is possible that participant experience could be different. 

 

Clinical Practice Recommendations 

In order to honour the first superordinate theme (‘Role of Mother’) in transition, it is 

recommended that greater attention be given to the experience of FPG’s, and that increased 

time (up to two years prior to transition) be afforded them for the process of transition 

planning to occur.  While it may not always be possible to entirely avoid last minute solutions 

to situations that young people, families, and services face, it is recommended that greater 

emphasis be placed on transition plans being finalised in a timely manner. 
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 This is in line with previous research and position papers (Blum et al., 1993; Paul et 

al., 2013), though participants here place greater emphasis on commencing transition as early 

as possible, and for it to continue beyond age 24.  Rehm et al. (2012) made a similar point by 

including the need to promote post–transition supportive relationships as a transition priority. 

 Regarding superordinate theme two (‘Meeting his Needs’) it is recommended that 

needs assessments commence two years prior to school completion.  Assessments would 

include Psychology, Occupational Therapy.  Participants recognised the need for 

individualised assessments of their son. 

A related issue is the need for clear criteria (e.g., level of intellectual ability) 

regarding eligibility for different services.  Some parents also requested that appropriate 

inputs (e.g., regarding relationships and sexuality) be provided so that their son could be as 

independent as possible.  A key concern of most parents was that inputs for their son be 

delivered in a coordinated manner and thus they advocated that such coordination should 

continue after age 24. 

 In relation to guidance regarding the process of transition (Health Services Executive, 

2019; McNicholas et al., 2015), the present findings are broadly in line with their stance.  

Paul et al. (2013) identified four criteria to identify optimal transition: 1. Continuity of care; 

2. Parallel care; 3. Transition planning; and, 4. Information transfer.  The present study 

supports the validity of each of these criteria, and adds more.  Key extra criteria for these 

parents were: needs assessment (or re-assessment), coordination of transition, and service 

moderation (so that the mother could be assured that her son was treated appropriately as an 

adult). 

 Superordinate theme three (‘When I’m not There’) centres on maternal concerns 

regarding how her son will be treated and regarded as he transitions into adulthood.  

Participants were referring to the times when he is at work, in education, or in a care 
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environment, and hence not with her.  Some parents worried about how they could be assured 

that a service was of appropriate quality.  Thus, promoting awareness of mothers of existing 

safeguards in services (e.g., HIQA), and the role they can play in contributing to such 

safeguards, may allay some of their worries and promote her ability to ensure services are 

adequate. 

 The fourth superordinate theme centres on mothers concerns about her son after she 

dies or is not in a position to actively care for him.  In general mothers did not see other 

family members as stepping into this role.  One implication of this theme is that it makes 

sense as to why participants were so concerned about superordinate theme three (‘When I’m 

not There’), as in a way that theme is a pre-cursor of theme four.  The recommendation from 

theme four then is that appropriate planning should occur as outlined above for themes one to 

three.  This theme area did not arise so strongly in previous research in this area.  Perhaps it 

arose here as the sample consisted of mothers only, with all interviews being in person, and 

because IPA devoted sufficient time to participants to describe in depth experience. 

 

Policy Recommendations 

Parents refer to the need for a coordinated way of sharing information between professionals 

and across services.  This is in line with the position paper of Blum et al. (1993) and 

reiterated in subsequent empirical studies (Cheak-Zamora et al., 2015; Paul et al., 2013).  A 

finding of this study is that while participants were generally satisfied with the quality of 

services their child received, they had concerns about receiving sufficient services, or that the 

service received could be haphazard. 

 Many placed a high value on having useful meetings regarding their sons, once the 

needed professionals and managers contributed, and it is recommended that this be included 
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in relevant policies.  This perspective supports the perspective of Paul et al. (2013) who 

regarded “Transition Planning Meetings” as being a key criterion for successful transition. 

 The final recommendation is that parents in general, and mothers in particular, have 

greater involvement in service moderation.  For example, parents could be invited to 

workshops on this topic from time to time, and this could enable them to become active 

participants in this process.  Hopefully this would allay somewhat one of the key 

superordinate concerns that mothers have regarding how their son will fare and be cared for 

when he is apart from her, or when she is no longer here. 

 

Recommendations for Future Research 

This study focussed on the experience of mothers regarding their son with ID and ASD as he 

transitioned to adulthood.  This study, by seeking an all-female sample, begs the question of 

exploring the same stage with male parent guardians.  To date there have been relatively few 

fathers in studies on this issue.  One solution to the low participation rate of fathers could be 

to conduct a study across a number of centres using different interviewers.  Another solution 

could be to conduct interviews remotely by telephone or video.  In the era of COVID-19 it 

seems possible that remote interviewing, might be more acceptable to participants, 

researchers, and ethics committees. 

 

Gratitude 

To all who participated. 
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