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ABSTRACT

Background: It is well documented that many adults with intellectual disabilities live with ageing parents, often without con-
crete plans for transitioning to alternative living arrangements. Little is known about transition experiences once they occur.
This study explores the experiences of adults with intellectual disabilities and their family members of this transition through a
relational lens.

Method: Semi-structured interviews were conducted with 25 people: 8 adults with intellectual disabilities, 13 parents, and 4
siblings.

Results: Three themes were constructed from the data: ‘Gaining independence and letting go’, ‘negotiating unfamiliar relation-
ships’ and ‘social inclusion and making new connections.’

Conclusion: Adults with intellectual disabilities discussed numerous benefits associated with moving out of the family home,
including increased autonomy and opportunities for new relationships. Family members also described benefits of the tran-
sition, but some grappled with needing to ‘let go’ whilst at the same time retaining some degree of control over their family
members’ lives.

1 | Introduction et al. 2024). Studies have highlighted the perceptions of parents

and siblings about personal and systemic barriers associated

Due to improvements in life expectancy, many adults with intel-
lectual disabilities are outliving their ageing parents with whom
they reside. In Australia, where this research was conducted,
although there are no firm data, estimates suggest around one-
third of adults with intellectual disabilities live in the family
home, usually with parents (Commonwealth of Australia 2023).
Accordingly, global literature has reported a need for adults with
intellectual disabilities to plan for post-parental care life, in-
cluding transitions to alternative living arrangements (Belperio

with moving or making plans to move (Cairns et al. 2013; Grey
et al. 2015; Leane 2020; Lee and Burke 2020; Lindahl et al. 2019;
Walker and Hutchinson 2018, 2019). However, few studies have
explored the experiences of adults with intellectual disabilities
or their families, in the period after their transition from the
family home. This means there is little knowledge about how to
best support adults with intellectual disabilities to successfully
transition out of the family home or their families in adjusting
to this transition.
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Summary

« Moving out of the family home can be beneficial for
adults with intellectual disabilities across a range of
life areas.

There is a need, however, for greater recognition
of how the move affects the relationship between
adults with intellectual disabilities and their family
members.

Helping adults with intellectual disabilities learn
skills to build and manage new relationships is impor-
tant when moving out of the family home.

Communication between service providers, adults
with intellectual disabilities, and family members
before and after the move is vital to ensure a positive
transition.

Research consistently finds that future planning and transi-
tions, in general, among families where an adult son or daugh-
ter has an intellectual disability are complex (McCausland and
O'Donovan 2023). For example, a study from New Zealand
found a range of factors including individual familial factors
as well as systemic issues (such as changing government pol-
icy and access to alternative accommodation), likely intersect to
impact decision-making and ‘future points of transition’ (Trip
et al. 2019). Studies have also found that some families wish
to be supported to age in place with their adult son or daugh-
ter with intellectual disability (Chou and Kroger 2022; Kelly
et al. 2020). In contrast, some families choose to transition out of
the family home for various reasons, such as the changing needs
of the family member with an intellectual disability, the needs of
older parents, or the desire of the family member with an intel-
lectual disability to become more independent (Grey et al. 2020;
Hagan 2024).

In Australia, the National Disability Insurance Scheme
(NDIS), introduced in 2013 and fully implemented by 2018,
provides reasonable and necessary support for people with
disabilities whose needs are not met through other service
systems. The scheme is rights-based, with avenues for legal
appeal if expressed needs are not met. Under this scheme,
disability services are fully marketised and individualised,
meaning that funding is allocated and managed by individu-
als rather than the government (National Disability Insurance
Agency (NDIA) 2023). In terms of housing and support op-
tions, the NDIS has created opportunities for adults with dis-
abilities to exercise greater choice and control in relation to
their living arrangements and access to a more diverse range
of home and living options (National Disability Insurance
Agency (NDIA) 2023). For example, adults with complex dis-
abilities can use their funding towards Specialist Disability
Accommodation (SDA) and do not need to rely on the private
market or social housing (Wiesel 2021).

Research on housing transitions among individuals with intel-
lectual disabilities to date has primarily been concerned with
the move from one form of disability accommodation such as
an institution or group home to other forms of supported liv-
ing (Bigby et al. 2017; Iriarte et al. 2021; Linehan et al. 2015).

Apart from two recent UK studies (Jacobs et al. 2021; Taylor
et al. 2024), research on transitions of adults with intellec-
tual disabilities from the family home to alternative living
arrangements has largely focused on younger adults or ado-
lescents (Cahill and Guerin 2023; Roos and Sendenaa 2020;
Vereijken et al. 2024) or older adults living with ageing par-
ents (Strnadova 2019). This means there is limited knowledge
about the experiences of people beyond adolescence/early
adulthood but not yet past middle age transitioning out of
the family home after having spent their lives with parents
in a family home. This is despite growing interest in and con-
cern for significant numbers of adults with intellectual dis-
abilities who reside with family caregivers who either need or
want to make the transition from the family home (Brennan
et al. 2020; Garnham et al. 2019).

This study aimed to better understand the experiences of adults
with intellectual disabilities and their family members who have
made this transition. We were particularly interested in taking
a relational lens, focusing on relationship dynamics between
adults with intellectual disabilities and their family members,
as well as relationships with service providers and paid sup-
port staff.

2 | Methods
2.1 | Study Design

As this study sought to explore the lived experience perspec-
tives of people with intellectual disability and their family
members about the transition out of the family home, a qual-
itative methodology using semi-structured interviews and
thematic analysis, underpinned by a reflexive approach, was
adopted (Braun and Clarke 2021a). Ethical approval for this
study was granted by the Flinders University Human Research
Ethics Committee on 15 November 2021 (No. 4635). All study
participants, including family members and individuals with
intellectual disability, gave informed consent prior to the in-
terviews being conducted. All recruitment material, including
consent forms, was provided in Easy Read. Additionally, prior
to commencing the interview, IB, who conducted all the inter-
views, discussed the aims of the study and what was involved,
including what consent meant with participants with intellec-
tual disability. This allowed participants to ask questions and
for IB to ensure that the adults with intellectual disabilities
who were being interviewed had understood the research, the
significance of their participation, and their rights within the
study context.

2.2 | Recruitment

Participants were recruited through disability service pro-
viders in several states across Australia and the professional
networks of the research team. Adults (aged 18+) with intel-
lectual disabilities who had recently moved out of the fam-
ily home and/or their parents or other family members who
have been involved with this move were eligible to participate.
The definition of ‘recent’ was flexible but aimed to be no more
than five years ago.
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2.3 | Participants

Fifteen interviews were conducted involving 25 people. As
seen in Table 1, interview types included single, dyad and
triad interviews. Generally, a parent or sibling responded
to the recruitment invitations, and they would then decide
among themselves whether the interviews would be con-
ducted together or separately. For example, some parents
chose to participate alone, whilst other families preferred to
participate together with their family member with an intel-
lectual disability. In 8 of the 15 interviews, the adult with in-
tellectual disability who had moved out was present and took
part in the interview (seven with their parent(s) or sibling, one
on their own). Thirteen parents (10 mothers) and four siblings
(2 sisters, 2 brothers) took part in the interviews either on their
own or with their family member with intellectual disability
(See Table 1). The average age of the 15 adults with intellectual
disabilities who had moved out of home was 42years (ranging
from 30 to 66years). The average length of time since mov-
ing out was two years (ranging from 10 months to five years).
As Table 1 shows, 15 adults with intellectual disabilities had
moved to a range of settings including three to private rental
properties, two of whom were living alone and one with a
housemate. Four had moved to live alone in privately owned
properties. The remaining seven lived in shared supported
disability accommodation; six in SDA defined as ‘housing de-
signed for people with extreme functional impairment or very
high support needs’ (National Disability Insurance Agency
(NDIA) 2022) and one in non-SDA accommodation. All had
disability support, funded by the NDIS, for a varying number
of hours; ranging from drop in staff visiting the house on an ad
hoc basis, to 24/7 in-home support. For 11 of the 15 adults, this
was their first experience of moving out of the family home.
The remaining 4 adults had experienced other out-of-home
living arrangements prior to their current arrangements; in-
cluding a brief period living with siblings or other short-term
living arrangements that had not been satisfactory, so mov-
ing back home. Prior to the most recent move, however, all
15 were living with their families. All interviews take place
between December 2021 and June 2022.

2.4 | Data Collection and Analysis

As this was during the COVID-19 pandemic and periods of re-
stricted movement, interviews were conducted using various
means including telephone, video conferencing, or in-person
at the participant's home, depending on participant preference.
Interviews averaged 60 min. All interviews were conducted by
one of the researchers (IB) who had considerable expertise in
conducting research with adults with intellectual disabilities
and families experiencing this transition. Interviews explored
post-transition experiences and relationships using a semi-
structured schedule, that included questions of the adults with
intellectual disabilities such as “How do you feel about where
you live now?”, “What do you like/not like about where you
live?”, “What is the best thing about living out of home?”, “What
is the hardest thing about living out of home?”. Similar questions
were asked of family members including: “Overall, what worked
well in terms of your family member moving out of home?”,
“How would you describe your role in your family members life

now?”, “Do you have any concerns about the future?” and “Are
you happy with the way things have worked out” (i.e., where
and how your family member lives). All interviews were audio-
recorded and transcribed verbatim by a professional transcrip-
tion company under a signed confidentiality agreement with
Flinders University.

Data were managed using NVivo software. Transcripts
were analysed using reflexive thematic analysis (Braun and
Clarke 2021a). This method of analysing data recommends
the following stages: familiarisation with the data, coding,
and generation and revision of themes in relation to the data.
Each transcript was reviewed and coded multiple times before
moving on to the next transcript, using an inductive orienta-
tion with coding at the manifest (i.e., semantic or descriptive)
level (Braun and Clarke 2021b). Two of the researchers (IB,
RW) then independently developed and reviewed the initial
themes generated from the data, which were then discussed
with other team members (CB, FR, CH, IW). This collabora-
tive reflexive approach to theme development ensured a rich
interpretation of the data; by acknowledging that the differ-
ent disciplines and research backgrounds of the researchers,
for example, may offer differing insights into participants’
accounts. The team comprised members from disciplines of
gerontology (RW), social work (CB) and geography (IW) with
research expertise in ageing and disability (RW, IB, CH), fam-
ily quality of life (FR), housing and adults’ with intellectual
disabilities (IW) and social inclusion of adults with intellec-
tual disabilities (CB, FR).

3 | Results

Three themes were constructed from the data: (1) Gaining
independence and letting go, (2) Negotiating unfamiliar rela-
tionships, and (3) Social inclusion and making new connec-
tions. We use participant quotes to illustrate these themes.
Pseudonyms are used throughout to protect participant
anonymity.

3.1 | Gaining Independence and Letting Go

This theme addresses the tension between adults with intellec-
tual disabilities who seek independence by moving out of their
family homes and family members who struggle to “let go” and
wish to retain some oversight of their relatives' lives.

Adults with intellectual disabilities moved out of the family
home for various reasons, but the desire to gain independence
was often key. This desire was frequently influenced by wit-
nessing friends or siblings moving out of the family home.
As David said, “I just wanted my own independence and my
own place to call home”. Indeed, many described the benefits
of moving out as being able to do their own things, as Henry
explained:

Ilike the house because I can do the things I want to do
on the weekends, like I can sleep in on weekends. My
weekends start on Thursday night actually, basically.
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| (Continued)

TABLE 1

Length of

current
arrangement

Employment status (full-

New living arrangement

time FT or part-time PT)

Marital status

Age (years)

Interview type

Pseudonym

4months

SDA—4 bedrooms—filled

Employed PT
Supported employment

Married

Mother—66

Single—mother

Louise

Louise—31 Single

interviewed

& day options

15 months

SDA—4 bedroom & 1

Employed FT
Day options

Divorced

Sister—64

Single—sister

Terry

attached unit—filled

Terry—66 Single

interviewed

Smonths

Private 3-bedroom
house (purchased)—

Employed FT
Day options

Mother—56 sMarried

Dyad—Sean and
mother interviewed

Sean

Single

Sean—33

has 2 co-residents

4years

Lives in private 10 room

Retired

Brother—64 Married

Single-brother
interviewed

Elizabeth

complex (shareholder)

N/A

Single

Elizabeth60

specialist disability accommodation.

4SDA=

Whilst many participants, both adults and their families de-
scribed the move out of home favourably, some family members
wrestled with how to handle facilitating their family member's
independence but also retaining oversight of their lives. This
often arose from their lack of confidence or trust in paid staff
or accommodation service providers to deliver good support
which had become evident, for example, by their family mem-
ber gaining weight, or ‘misusing’ alcohol since moving out,

Henry's mother: [speaking to Henry] You're also -
you're kind of learning how to be more careful about
those sorts of things [speaking to interviewer| He's
learning about when it's okay to have a few drinks
and not to be drinking too much at certain times and
bits and pieces.

Henry's father: Yeah, that was a bit of a hiccup, wasn't
it, partway through when he was drinking during the

week.

This sense of needing to retain control over the life of their fam-
ily member with intellectual disability, yet realising the need to
‘let go’, is illustrated in the following quote from the mother of
Stephen, who has moved out to live alone in a privately owned
home, with staff support:

I mean now Stephen's got his own house, he can
do his Nintendo as much as he likes, it's driving
them [staff] nuts and we're trying to control it. I
think I might have to buy a set of noise cancelling
headphones for the house. But they're conscious it's
his house. And you've got that balance of what's best
for him. For him to make his own choices, but what

is best for him.

Some family members spoke about experiencing their own
‘transition’ from being a primary carer in the same household,
to a new form of caring from a distance. Some felt they needed to
‘take a leap of faith’ and step back, for the benefit of their family
member:

Yeah, look I think it's a risk to do this [person with
intellectual disability to move out of home]. But it's
a worthwhile risk for the benefits I think that I'm
seeing in Ryan's life.

(Ryan's brother)

Other family members spoke about slowly ‘letting go’, which one
parent described as relinquishing some but not all her caregiv-
ing roles:

Thaven't changed her address or anything like that. I've
kept that because I've still got her Medicare card and I
still take her to the doctor. I'm not quite ready for that
sort of independence yet, so if there's appointments, I
still take her to those. I haven't let go that much yet.
(Louise's mother)
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Several family members, however, were resolute that they
needed to retain control of caregiving for the time, at least, due
to their lack of trust in paid staff and/or accommodation pro-
viders. Sean’s mother, who is describing her need to be heavily
involved in co-ordinating her son's paid supports, empha-
sised that her concerns were not only an issue with individ-
ual support workers, but with the oversight of co-ordinators/
managers:

Well, I was trying to not be overly involved, because
we've only been doing this for six months with Sean
moving out. But as I've taken my hands off, it's just
gone really bad. So I'm back in there now with both
hands and really railroading everybody to pull their
finger out and do their jobs properly. Because stepping

back hasn't been that great.

3.2 | Negotiating Unfamiliar Relationships

This theme focuses on the ways in which adults with intellec-
tual disabilities and their family members spoke about experi-
ences forming new relationships during or since the transition
out of the family home. These included relationships with paid
staff, housemates, and intimate partners.

Relationships with staff were generally positive from the per-
spective of most of the adults with intellectual disabilities, who
were also satisfied with the support they provided. Two adults
expressed some concerns about aspects of these relationships.
For example, David, who lived on his own, felt overwhelmed by
the staff:

Well, now I've got support workers coming most days
of the week helping me to get up and get showered and
get dressed and stuff...I find that a bit overwhelming
sometimes, but I know what to do...I know what to
do myself, how to wash myself and all that, and do
my own cleaning and chores and household stuff so
- T guess just coming into my personal space [feels
overwhelming]

Having a consistent group of staff with whom relationships
could be formed was important for Monica. She wanted staff
whom she knew and who knew her, as she found it unsettling
having to get to know new staff and repeat the same information
about her support need, as she explains:

Some staff I'm happy with. And sometimes, other
staff are a bit unnerving. It's because they're new,
and that's why I get unnerved. It's like I have to
tell them - it's like — how do you say it? The Grand
Canyon - if you know - you know where the Grand
Canyon is? like if you call out towards the Grand
Canyon, it will repeat back what you're saying. So
in a way, it's kind of like that, with new staff - and I

get really frustrated.

Managing relationships with paid staff was often an area family
members felt they needed to control or manage. For example,
Emily's mother felt that configuring support staff in Emily's new
living arrangement based on pre-existing relationships had been
central to its success:

Well because everybody that are her support
workers, we knew them prior to leaving home,
they've all gone out of their way to create this lovely
environment in this large home and they've made
it really possible by not expecting the full hourly
rate. But they're all known to Emily and to us. So
we didn't have to go through getting to know a new
worker, all those sort of things, so it was a very
smooth transition.

Finding, and choosing housemates was important for those who
had moved into shared living arrangements and was something
they had become accustomed to. Monica spoke about how it was
important for her to have had a chance to meet her potential
housemates beforehand and how she was gradually building
connections:

We had to have a meeting so that we get to know the
people that I live with.

They kind of sit around the table in the dining room...
they seemed nice, but... There's some people that I
connect with and some people I don't connect with
straightaway. Well, how do I say it? I step by step with
[housemate's name], when - first time I met him. But
now I've connected with him straightaway after that.
Because sometimes we like the same things. So yeah,
in that way I've connected with him. And sometimes
he might give me high fives, and gives me a side hug.
And even though he doesn't know me very well, he
still does it.

Similarly, Sean described how he had been careful about who
he lived with. He explained that when he and his family were
exploring options for shared accommodation, some situations
were not suitable such as when one potential housemate had
turned up his music and was not very welcoming, which had
influenced his decision to live alone:

I One guy had his bloody music up [loud], and it was
terrible.

Frank expressed a similar sentiment, choosing to live alone
because:

I I have always preferred more to have my own space
and not moving in with a bunch of strangers.

Opportunities for forming intimate relationships for the first time
were perceived as one of the positives of moving out of home by
some of the adults with intellectual disabilities, as Henry described:

60f 11

Journal of Applied Research in Intellectual Disabilities, 2025

85UB017 SUOWIWOD BA 181D 8 cedt [dde au Ag pausenob a2 sajole YO ‘S JOSa|nl o} Akeid18UIIUQ AB]1M UO (SUONIPUOD-PUE-SWLBIW0D" AB 1M AeIq 1 ul|uo//:Sciy) SUORIPUOD pue swis 1 8y} 88S *[5202/70/60] Uo ARIq1T8ulUO A8 |1 *[10UN0D Uotesssy DI PUY UM ESH [euOlieN Ad /002" [TTTT 0T/I0p/woo A3 1M Aiqipuljuo//:sdny wouy pepeojumoq ‘z 'Sz0z '8yTE8oyT



I just want to live by myself for a little while and find
someone to live with me. Boy or a girl. There's a very
important thing here, if a girl wants to move in with
me, build a friendship with her and maybe down the
track, a bit more than friends, like boyfriend and

girlfriend.

Family members were more cautious, expressing views that
exploring and forming new intimate relationships, often
for the first time, needed to be carefully navigated and well
supported. For example, when describing some of the things
Ryan had experienced since moving out of home, his brother
described a situation where a woman from Ryan's day options
groups had stayed for a ‘sleepover’ which had ended abruptly
because, as Ryan's brother perceived it, “I think it got a bit
heavy too soon sort of thing™:

Ryan's brother: — got a bit scary for you I think in the
end and you sort of —

Ryan: Yeah. Got little bit scary and upset...Somebody
slammed the gate.

Ryan's brother: She had a disability as well...I think
she opened Ryan's eyes a little bit to what happens in
a relationship I think.

Elizabeth's brother shared a similar instance of his sister need-
ing support to negotiate an intimate relationship since moving
out of home. He described the ‘living together charter’ that pro-
vided guidelines or expectations about interacting with other
homeowners/residents was part of the housing model where
Elizabeth had moved. The charter included a dispute resolu-
tion process which, as he explained, he had recently supported
Elizabeth to go through:

It was just one of the guys had taken a bit of a fancy to
Elizabeth. So, there was — and there was not an issue
there, it was just Elizabeth was uncomfortable, and
she liked him as a friend but didn't want anything
further than that, which we got sorted.

3.3 | Social Inclusion and Making New
Connections

This theme describes the extent to which adults with intellectual
disability were forging connections or being included in their
broader community since moving out of the family home.

For some of the adults with intellectual disabilities, making new
social connections and relationships outside of the home was
another important experience of moving out of home. Several
people spoke about forming connections with their immediate
neighbours. For example, Ryan had bonded with his neighbours
over shared interests in the local football teams:

I Yeah. Because I — yeah, I know next door neighbours,
they barrack for Power.

I And the others barrack for the Crows.

Sean had instigated a relationship with his neighbours which
his mother also described as being important for him as well as
beneficial for her:

And interestingly, Sean has met his neighbours at
his house as well, because one of the neighbours he
cuts their lawn for them - when he cuts his little bit
of lawn, he cuts theirs as well. So, they have a nice
relationship. And then the [neighbours on the] other
side, they always say hello and they've given me their
phone number and - you know, if anything happens.
So, Sean also met his neighbours by himself, which
is good.

(Sean's mother)

Terry's sister described the profoundly improved opportunities
for socialising and connecting with the broader community
Terry had experienced since moving out of home. She also re-
flected that such opportunities would not have been possible if
he was still living at home:

And when Terry was living at home, he wasn't
getting out — nowhere near as much as what he is
in the house and Terry became accustomed to that
also. But because my parents were getting older,
they couldn't get him out and all that sort of stuff.
And I had the weekends, but I was busy doing their
housework and getting everything ready to start
back at work Monday and cooking foods and all
that. And one of the guys [who] is a carer at the
house, he's got - he has membership tickets for the
[Football League]| down in [town] and Terry goes to
the footy every week and the guy that takes him,
he's got a son that plays footy and he's been going to
the footy for years and, so — and he knows everyone
and everyone comes up to talk to him. All those
sorts of things that never ever would've happened if
I was caring for Terry at home.

(Terry's sister)

Not everyone made new social connections and some fam-
ily members suggested that since moving out of home
their relative had experienced a degree of social isolation.
David's mother expressed concerns that he may be lonely
largely due to living alone and the type of neighbourhood he
was living in:

David's mother: “He gets very lonely, very lonely”.
There isn't anybody his age around here, they're all
working or mums with young kids -
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I David: Yeah.
I David's mother: He really doesn't see any neighbours.

I David: No.

I David's mother: Not even on the main street, so he's
isolated.

In several cases, family members noted some downsides to re-
lying on support staff to provide social opportunities for their
relatives with intellectual disability, as described by Ryan's
brother:

Like we had [one support worker| that was taking
him to the pictures all the time. And going to see
something like The Matrix, and Ryan had no idea
what was going on in the movie really. And maybe
they thought it was nice. There was another guy that'd
just take him fishing every time. You know, and that
guy loved his fishing. Which is fine, but I'm not sure
that Ryan was that keen on fishing.

4 | Discussion

This paper has reported on the perceptions of both adults with
intellectual disability and their family members regarding mov-
ing out of the family home to alternative living arrangements,
particularly focusing on changing relationships. What is clear
from this research is that whilst adults with intellectual disabili-
ties and their family members spoke about many benefits associ-
ated with the transition (including becoming more independent
and in some cases, more socially connected), family members
emphasised needing to retain some degree of control over their
family members life, post-transition.

This apparent tension has been reported previously in re-
search exploring the role of family in decision-making and self-
determination of adults with intellectual disabilities (e.g., Bigby
et al. 2022; Curryer et al. 2018, 2020a, 2020b). This research
has shown that whilst adults with intellectual disabilities often
strive for greater independence and autonomy, parents may find
it challenging to balance supporting their independence with
providing protection. Taken together, these previous findings
and data from our study suggest that key concepts from family
systems theory (Bowen 1966) may enhance understanding of
how family dynamics shape life transitions for adults with intel-
lectual disabilities (Hayden and Hastings 2022). Understanding
post-transition relationships using family systems approaches
recognises that the person with intellectual disability continues
to be part of the family system, whether they are living at home
or not (Knox and Bigby 2007). In relation to the current study,
it could be argued that moving out of the family home affects
and is affected by the entire family unit. Furthermore, this tran-
sition not only represents a shift towards independence for the
individual with intellectual disability but also reflects a sense
of interdependence whereby family members are shifting from
caring in a ‘hands-on’ role but are still caring ‘from a distance’.

Therefore, post-transition experiences should acknowledge the
centrality and interconnectedness of the family system, which
can act both as a barrier and a facilitator to autonomy, self-
determination and independence (Curryer et al. 2018, 2020a,
2020b; Taylor et al. 2019).

Research by Taylor et al. (2024) involving five adults with in-
tellectual disabilities who had either moved out of the family
home or were about to, also affirms the value of taking a fam-
ily systems approach. This study described how some parents
felt pressured by accommodation service providers to let go
and that their continuing involvement in their family mem-
ber's life was in some cases actively discouraged by service
providers. They suggest that moving out of the parental home
be acknowledged as a ‘family experience’, and an important
part of the life course trajectory of adults with intellectual dis-
abilities and their family members. They further argue that
rather than being dismissed or discouraged from retaining
involvement in their family members’ lives, involvement of
family members pre- and post-transition should be actively
encouraged. This speaks to the need for accommodation ser-
vice providers to allow family members to continue to be in-
volved, where this is desired. Furthermore, our findings echo
the work of Jacobs et al. (2021) and others (Boer et al. 2024;
Taylor et al. 2019) which have found family caregivers poten-
tially require support from and collaboration with service pro-
viders to assist in negotiating this complex period of the life
course, including coping with the separation and shift in their
life-long carer role.

Importantly, within the current study, family members' de-
scriptions of needing to retain oversight of their family mem-
ber with intellectual disability's life post-transition were often
linked to a lack of trust in the service providers/staff; an issue
which has similarly been reported in recent international stud-
ies. In Jacobs et al. (2021) case study of three adults with se-
vere intellectual disabilities who had transitioned or were in the
process of transitioning out of home, parents described feeling
the need to retain oversight of the new arrangement, often re-
lated to high turnover of paid support staff which they felt led
to communication issues and lack of consideration of their con-
cerns (Jacobs et al. 2021). Similarly, a Dutch study involving the
transition of 11 young adults with intellectual disabilities from
the family home to 24-h residential care settings found that
parents struggled to let go when they did not trust paid staff
(Vereijken et al. 2024). Likewise, parents in an Irish study fo-
cusing on the transition of 17 adults with intellectual disabilities
from group homes to more ‘personalised accommodation’ (de-
fined as “rented houses or apartments where people lived alone,
with one or two partners of their choosing”), (Iriarte et al. 2021,
478) noticed benefits for their family member with intellec-
tual disability on the one hand while also expressing concern
over the capacity of paid support staff (related to high staff
turnover or a lack of support hours) and risks of loneliness for
their family member in the new accommodation setting. Taylor
et al.'s (2024) research, mentioned previously, also found such
tension lay in family members' struggle with the ‘policy context’
of the accommodation service around promotion of choice and
independence which could potentially lead to their family mem-
ber making (what they felt) were ‘unhealthy’ choices, around
food for example.
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Taken together these findings emphasise the importance of ac-
knowledging the complex relational context, in this case rela-
tionships between paid staff/accommodation service providers,
family members and the person with intellectual disability, and
its potential influence on the transition experience. They high-
light the need for ways to enhance a collaborative partnership
both before and after transitions occur, and indeed further re-
search into how to foster effective collaborations between these
key stakeholders (Bigby et al. 2022).

Moving out of home for many adults with intellectual disabili-
ties in this research also meant being exposed to new types of
relationships, for example, with paid support workers, house-
mates/co-residents with intellectual disabilities, and potential
intimate partners. Our findings regarding some of the chal-
lenges inherent in adjusting to these new relationships suggest a
potential need for capacity building in this area for both adults
with intellectual disabilities and their family members. This
could involve skill-building workshops to raise awareness about
the new relationships that may develop during the transition out
of home, which aim to build the capacity of the individual with
intellectual disability in terms of self-advocacy and decision-
making (Bigby 2022).

There was also evidence that some adults with intellectual
disabilities were making new connections within the broader
community since moving out of the family home; however,
some barriers to being actively involved in community life
were highlighted (albeit primarily by family members). One
example of a challenge in this area was that high staff turn-
over in supported accommodation can result in a lack of op-
portunities for staff to facilitate social inclusion and ‘convivial
encounters’ for adults with intellectual disabilities or enabling
relationships which build community connections (Bigby
and Wiesel 2019). This vulnerability to a ‘narrowness’ of re-
lationships has also been mentioned in the research by Jacobs
et al. (2021) who pointed out both positives but also negatives
to social relationships post-transition where these are largely
dependent on paid staff. Where on the one hand paid staff took
on some of the advocacy roles and social connection previously
offered by family members, they noted that such relationships
may also be vulnerable to being ‘cut-off” or discontinued due
to factors in the service provision context such as availabil-
ity of staff, or changes to funding within the service (Jacobs
et al. 2021).

5 | Strengths and Limitations

To conclude, a strength of this research is that it involved the
perspectives of people with intellectual disability living in a
range of different living arrangements (e.g., in private rental
market, and in disability-specific accommodation); with differ-
ing levels of support needs, and that the average age of the sam-
ple was older (40+), unlike previous research which has tended
to focus on younger adults/adolescents. A limitation was that
the perspectives of family members did tend to dominate the
interviews and despite our best intentions for adults with in-
tellectual disability who were present at the interview (n=238)
to actively contribute, this did not always occur. This may have

been because family members were typically responsible for
leading a lot of the planning, organising, and administrating
the transition out of home and therefore had many things to
say about all these areas and their experiences doing these
things. For this reason, the data arguably reveals more about
their needs and experiences as well as their perspectives of the
needs and experiences of their family member with intellectual
disability, as opposed to adults with intellectual disabilities per-
ceptions per se. We also acknowledge that interviewing family
members and individuals with intellectual disability together
(as occurred in eight cases) might have led to a reticence to
speak freely in order to preserve the relationship and/or avoid
conflict. Further research in this area should therefore aim to
better capture the direct perspectives of people with intellec-
tual disability about moving out of the family home, includ-
ing those with communication difficulties (Jacobs et al. 2021).
Another limitation of our study was that the perspectives of
parents and siblings were analysed together, rather than sepa-
rately. This was due to the small number of siblings who par-
ticipated (n=4). Future research should distinguish between
the perspectives of siblings and parents, as they are likely to be
quite different. Nevertheless, given the relatively limited extant
literature specifically asking adults with intellectual disability
about their new living arrangement since moving out of the
family home, this study offers some important understandings.
It reveals what is important once the move out of home occurs,
and what adults with intellectual disabilities and their families
value about this new living arrangement, including where ca-
pacity building might be needed, particularly in terms of navi-
gating changing relationships.

Author Contributions

Conceptualisation of the study, RW., C.B., LW., F.R. and C.H. Data
collection and analysis, R.W. and I.B. Writing original draft, R.W.
Review and editing subsequent drafts R.W., [.B., C.B., ILW., F.R. and
C.H. All authors have read and agreed to the published version of the
manuscript.

Acknowledgements

This study was funded through a grant from the Australian Research
Council Linkage scheme (LP200200326). The authors would like to also
acknowledge the support of the partner organisations, NDS, Bedford
Inc., genU and Office for Ageing Well. We would also like to extend our
gratitude to all participants who generously gave their time and valu-
able insights. Open access publishing facilitated by Flinders University,
as part of the Wiley - Flinders University agreement via the Council of
Australian University Librarians.

Ethics Statement

Institutional Review Board Statement: The study was approved by the
Human Research Ethics Committee of Flinders University (project
number 4635; date of approval 15 November 2021).

Consent

Informed consent was obtained from all participants involved in
the study.

Conflicts of Interest

The authors declare no conflicts of interest.

90of11

85UB017 SUOWIWOD BA 181D 8 cedt [dde au Ag pausenob a2 sajole YO ‘S JOSa|nl o} Akeid18UIIUQ AB]1M UO (SUONIPUOD-PUE-SWLBIW0D" AB 1M AeIq 1 ul|uo//:Sciy) SUORIPUOD pue swis 1 8y} 88S *[5202/70/60] Uo ARIq1T8ulUO A8 |1 *[10UN0D Uotesssy DI PUY UM ESH [euOlieN Ad /002" [TTTT 0T/I0p/woo A3 1M Aiqipuljuo//:sdny wouy pepeojumoq ‘z 'Sz0z '8yTE8oyT



Data Availability Statement

The data that support the findings of this study are available from the
corresponding author upon reasonable request.

References

Belperio, I., R. Walker, C. Bigby, I. Wiesel, F. Rillotta, and C. Hutchinson.
2024. “Whose Voice Is It Anyway? Adults With Intellectual Disabilities
and Future Planning: A Scoping Review of Qualitative Studies.” Journal
of Intellectual & Developmental Disability 49, no. 2: 215-228. https://doi.
0rg/10.3109/13668250.2023.2293334.

Bigby, C. 2022. “Evidence About Best Practice in Supported
Accommodation Services: What Needs to Be in Place?” La Trobe: 1-104.
https://doi.org/10.26181/21769067.v2.

Bigby, C., E. Bould, and J. Beadle-Brown. 2017. “Conundrums of
Supported Living: The Experiences of People With Intellectual
Disability.” Journal of Intellectual & Developmental Disability 42, no. 4:
309-319. https://doi.org/10.3109/13668250.2016.1253051.

Bigby, C.,J. Douglas, E. Smith, T. Carney, S. N. Then, and I. Wiesel. 2022.
“Parental Strategies That Support Adults With Intellectual Disabilities
to Explore Decision Preferences, Constraints and Consequences.”
Journal of Intellectual & Developmental Disability 47, no. 2: 165-176.
https://doi.org/10.3109/13668250.2021.1954481.

Bigby, C., and I. Wiesel. 2019. “Using the Concept of Encounter to
Further the Social Inclusion of People With Intellectual Disabilities:
What Has Been Learned?” Research and Practice in Intellectual and
Developmental Disabilities 6, no. 1: 39-51.

Boer, M. D,, S. A. Giesbers, N. Frielink, E. Roelofsen, L. Vromans, and
P. Embregts. 2024. “Experiences and Needs of Mothers Concerning
Their Involvement in the Life and Care of Their Adult Sons With Mild
Intellectual Disabilities and Autism Spectrum Disorders Who Display
Challenging Behaviour and Live in Residential Facilities.” International
Journal of Developmental Disabilities: 1-14.

Bowen, M. 1966. “The Use of Family Theory in Clinical Practice.”
Comprehensive Psychiatry 7, no. 5: 345-374. https://doi.org/10.1016/
S0010-440X(66)80065-2.

Braun, V., and V. Clarke. 2021a. “One Size Fits all? What Counts
as Quality Practice in (Reflexive) Thematic Analysis?” Qualitative
Research in Psychology 18, no. 3: 328-352. https://doi.org/10.1080/14780
887.2020.1769238.

Braun, V., and V. Clarke. 2021b. “Can I Use TA? Should I Use TA?
Should I Not Use TA? Comparing Reflexive Thematic Analysis and
Other Pattern-Based Qualitative Analytic Approaches.” Counselling
and Psychotherapy Research 21, no. 1: 37-47. https://doi.org/10.1002/
capr.12360.

Brennan, D., D. McCausland, M. A. O'Donovan, J. Eustace-Cook, P.
McCallion, and M. McCarron. 2020. “Approaches to and Outcomes
of Future Planning for Family Carers of Adults With an Intellectual
Disability: A Systematic Review.” Journal of Applied Research in
Intellectual Disabilities 33, no. 6: 1221-1233. https://doi.org/10.1111/jar.
12742.

Cahill, C., and S. Guerin. 2023. “Current and Future Living
Arrangements: The Perspective of Young Adults With Intellectual
Disabilities.” British Journal of Learning Disabilities 51, no. 3: 400-406.
https://doi.org/10.1111/bld.12498.

Cairns, D., D. Tolson, J. Brown, and C. Darbyshire. 2013. “The Need for
Future Alternatives: An Investigation of the Experiences and Future of
Older Parents Caring for Offspring With Learning Disabilities Over a
Prolonged Period of Time.” British Journal of Learning Disabilities 41,
no. 1: 73-82. https://doi.org/10.1111/j.1468-3156.2012.00729.x.

Chou, Y. C,, and T. Kroger. 2022. “Ageing in Place Together: Older
Parents and Ageing Offspring With Intellectual Disability.” Ageing and
Society 42, no. 2: 480-494. https://doi.org/10.1017/S0144686X20001038.

Commonwealth of Australia. 2023. “Department of the Prime Minister
and Cabinet Working Together to Deliver the NDIS. NDIS Review:
Final Report.”

Curryer, B., A. Dew, R.J. Stancliffe, and M. Y. Wiese. 2020b. “Adults With
Intellectual Disability: Choice and Control in the Context of Family.”
Choice, Preference, and Disability: Promoting Self-Determination Across
the Lifespan: 283-302.

Curryer, B, R.J. Stancliffe, A. Dew, and M. Y. Wiese. 2018. “Choice and
Control Within Family Relationships: The Lived Experience of Adults
With Intellectual Disability.” Intellectual and Developmental Disabilities
56, no. 3: 188-201.

Curryer, B., R. J. Stancliffe, M. Y. Wiese, and A. Dew. 2020a. “The
Experience of Mothers Supporting Self-Determination of Adult Sons
and Daughters With Intellectual Disability.” Journal of Applied Research
in Intellectual Disabilities 33, no. 3: 373-385.

Garnham, B., L. I. A. Bryant, P. Ramcharan, N. Yu, and V. Adams.
2019. “Policy, Plans and Pathways: The ‘Crisis’ Transition to Post-
Parental Care for People Ageing With Intellectual Disabilities in Rural
Australian Carescapes.” Ageing and Society 39, no. 4: 836-850.

Grey, J. M., G. M. Griffith, V. Totsika, and R. P. Hastings. 2015. “Families’
Experiences of Seeking Out-Of-Home Accommodation for Their Adult
Child With an Intellectual Disability.” Journal of Policy and Practice in
Intellectual Disabilities 12, no. 1: 47-57. https://doi.org/10.1111/jppi.12106.

Grey, J. M., V. Totsika, and R. P. Hastings. 2020. “Placement Decisions
of Families Co-Residing With an Adult Relative With an Intellectual
Disability.” Journal of Intellectual & Developmental Disability 45, no. 2:
167-175. https://doi.org/10.3109/13668250.2019.1608816.

Hagan, R. 2024. “Adult Children With Learning Disabilities Living
With Aging Parents.” In The Palgrave Encyclopedia of Disability, edited
by G. Bennett and E. Goodall. Palgrave Macmillan. https://doi.org/10.
1007/978-3-031-40858-8_.

Hayden, N. K., and R. P. Hastings. 2022. “Family Theories and Siblings
of People With Intellectual and Developmental Disabilities.” In
International Review of Research in Developmental Disabilities, vol. 63,
1-49. Academic Press.

Iriarte, E. G., R. McConkey, and D. Vilda. 2021. “Family Experiences of
Personalised Accommodation and Support for People With Intellectual
Disability.” Journal of Intellectual Disabilities 25, no. 4: 476-489. https://
doi.org/10.1177/1744629520905207.

Jacobs, P., E. Quayle, H. Wilkinson, and K. MacMahon. 2021.
“Relationships Matter!—Utilising Ethics of Care to Understand
Transitions in the Lives of Adults With Severe Intellectual Disabilities.”
British Journal of Learning Disabilities 49, no. 3: 329-340. https://doi.
org/10.1111/bld.12380.

Kelly, C., S. Craig, and R. McConkey. 2020. “Supporting Family Carers
of Children and Adults With Intellectual Disability.” Journal of Social
Work 20, no. 5: 639-656.

Knox, M., and C. Bigby. 2007. “Moving Towards Midlife Care as
Negotiated Family Business: Accounts of People With Intellectual
Disabilities and Their Families Just Getting Along With Their Lives
Together.” International Journal of Disability, Development and
Education 54, no. 3: 287-304. https://doi.org/10.1080/1034912070
1488749.

Leane, M. 2020. “I don't Care Anymore if She Wants to Cry Through the
Whole Conversation, Because It Needs to Be Addressed: Adult siblings'
Experiences of the Dynamics of Future Care Planning for Brothers and
Sisters With a Developmental Disability.” Journal of Applied Research
in Intellectual Disabilities 33, no. 5: 950-961. https://doi.org/10.1111/jar.
12716.

Lee, C. E., and M. M. Burke. 2020. “Future Planning Among Families
of Individuals With Intellectual and Developmental Disabilities: A
Systematic Review.” Journal of Policy and Practice in Intellectual
Disabilities 17, no. 2: 94-107. https://doi.org/10.1111/jppi.12324.

100f 11

Journal of Applied Research in Intellectual Disabilities, 2025

85UB017 SUOWIWOD BA 181D 8 cedt [dde au Ag pausenob a2 sajole YO ‘S JOSa|nl o} Akeid18UIIUQ AB]1M UO (SUONIPUOD-PUE-SWLBIW0D" AB 1M AeIq 1 ul|uo//:Sciy) SUORIPUOD pue swis 1 8y} 88S *[5202/70/60] Uo ARIq1T8ulUO A8 |1 *[10UN0D Uotesssy DI PUY UM ESH [euOlieN Ad /002" [TTTT 0T/I0p/woo A3 1M Aiqipuljuo//:sdny wouy pepeojumoq ‘z 'Sz0z '8yTE8oyT


https://doi.org/10.3109/13668250.2023.2293334
https://doi.org/10.3109/13668250.2023.2293334
https://doi.org/10.26181/21769067.v2
https://doi.org/10.3109/13668250.2016.1253051
https://doi.org/10.3109/13668250.2021.1954481
https://doi.org/10.1016/S0010-440X(66)80065-2
https://doi.org/10.1016/S0010-440X(66)80065-2
https://doi.org/10.1080/14780887.2020.1769238
https://doi.org/10.1080/14780887.2020.1769238
https://doi.org/10.1002/capr.12360
https://doi.org/10.1002/capr.12360
https://doi.org/10.1111/jar.12742
https://doi.org/10.1111/jar.12742
https://doi.org/10.1111/bld.12498
https://doi.org/10.1111/j.1468-3156.2012.00729.x
https://doi.org/10.1017/S0144686X20001038
https://doi.org/10.1111/jppi.12106
https://doi.org/10.3109/13668250.2019.1608816
https://doi.org/10.1007/978-3-031-40858-8_
https://doi.org/10.1007/978-3-031-40858-8_
https://doi.org/10.1177/1744629520905207
https://doi.org/10.1177/1744629520905207
https://doi.org/10.1111/bld.12380
https://doi.org/10.1111/bld.12380
https://doi.org/10.1080/10349120701488749
https://doi.org/10.1080/10349120701488749
https://doi.org/10.1111/jar.12716
https://doi.org/10.1111/jar.12716
https://doi.org/10.1111/jppi.12324

Lindahl, J., N. Stollon, K. Wu, et al. 2019. “Domains of Planning for
Future Long-Term Care of Adults With Intellectual and Developmental
Disabilities: Parent and Sibling Perspectives.” Journal of Applied
Research in Intellectual Disabilities 32, no. 5: 1103-1115. https://doi.org/
10.1111/jar.12600.

Linehan, C., S. O'Doherty, M. Tatlow-Golden, et al. 2015. Moving Ahead:
Factors Contributing to Successful Transition of People With Intellectual
Disabilities From Congregated to Community-Based Residential Options
in Two Regions in Ireland. School of Social Work, Trinity College Dublin.

McCausland, D., and M. A. O'Donovan. 2023. “Enabling Families to
Support Adults With an Intellectual Disability to Live a Life of Their
Choosing.” In Intellectual Disabilities: Health and Social Care Across the
Lifespan. Springer International Publishing.

National Disability Insurance Agency (NDIA). 2022. “Home and
Living.”

National Disability Insurance Agency (NDIA). 2023. “What is the
NDIS.”

Roos, E., and E. Sendenaa. 2020. “Improving the Transition Process
to Independent Living for Adolescents With Profound Intellectual
Disabilities. Experiences of Parents and Employees.” BMC Health
Services Research 20: 1-12. https://doi.org/10.1186/s12913-020-05976-y.

Strnadova, I. 2019. “Transitions in the Lives of Older Adults With

Intellectual Disabilities:“Having a Sense of Dignity and Independence”.
Journal of Policy and Practice in Intellectual Disabilities 16, no. 1: 58-66.

Taylor, B.,J. Thompson, and T. Ryan. 2024. ““Moving on’ for Adults With
a Learning Disability and Their Families: A Constructivist Grounded
Theory Study.” Qualitative Health Research 34: 1053-1068.

Taylor, W. D., V. Cobigo, and H. Ouellette-Kuntz. 2019. “A Family
Systems Perspective on Supporting Self-Determination in Young Adults
With Intellectual and Developmental Disabilities.” Journal of Applied
Research in Intellectual Disabilities 32, no. 5: 1116-1128.

Trip, H., L. Whitehead, M. Crowe, B. Mirfin-Veitch, and C. Daffue.
2019. “Aging With Intellectual Disabilities in Families: Navigating Ever-
Changing Seas—A Theoretical Model.” Qualitative Health Research 29,
no. 11: 1595-1610.

Vereijken, F. R., S. A. Giesbers, A. Jahoda, and P. J. Embregts. 2024.
“The Experiences of Parents Arranging the Move of Their Young Adult
Offspring With Intellectual Disabilities to 24-Hour Residential Settings;
a Continuing Puzzle.” Journal of Intellectual & Developmental Disability
49, no. 3: 298-310. https://doi.org/10.3109/13668250.2023.2254942.

Walker, R., and C. Hutchinson. 2018. “Planning for the Future Among
Older Parents of Adults With Intellectual Disability Living at Home
and in the Community: A Systematic Review of Qualitative Studies.”
Journal of Intellectual and Developmental Disability 43, no. 4: 453-462.

Walker, R., and C. Hutchinson. 2019. “Caregiving Dynamics and
Futures Planning Among Ageing Parents of Adult Offspring With
Intellectual Disability.” Ageing and Society 39, no. 7: 1512-1527.

Wiesel, 1. 2021. “Housing and the National Disability Insurance
Scheme.” National Disability Insurance Scheme: An Australian Public
Policy Experiment: 205-223.

11 of 11

85UB017 SUOWIWOD BA 181D 8 cedt [dde au Ag pausenob a2 sajole YO ‘S JOSa|nl o} Akeid18UIIUQ AB]1M UO (SUONIPUOD-PUE-SWLBIW0D" AB 1M AeIq 1 ul|uo//:Sciy) SUORIPUOD pue swis 1 8y} 88S *[5202/70/60] Uo ARIq1T8ulUO A8 |1 *[10UN0D Uotesssy DI PUY UM ESH [euOlieN Ad /002" [TTTT 0T/I0p/woo A3 1M Aiqipuljuo//:sdny wouy pepeojumoq ‘z 'Sz0z '8yTE8oyT


https://doi.org/10.1111/jar.12600
https://doi.org/10.1111/jar.12600
https://doi.org/10.1186/s12913-020-05976-y
https://doi.org/10.3109/13668250.2023.2254942

	The Transition From Family Home to Alternative Living Arrangements: Experiences of Adults With Intellectual Disabilities and Their Family Members
	ABSTRACT
	1   |   Introduction
	2   |   Methods
	2.1   |   Study Design
	2.2   |   Recruitment
	2.3   |   Participants
	2.4   |   Data Collection and Analysis

	3   |   Results
	3.1   |   Gaining Independence and Letting Go
	3.2   |   Negotiating Unfamiliar Relationships
	3.3   |   Social Inclusion and Making New Connections

	4   |   Discussion
	5   |   Strengths and Limitations
	Author Contributions
	Acknowledgements
	Ethics Statement
	Consent
	Conflicts of Interest
	Data Availability Statement
	References


