
Brain Injury

ISSN: 0269-9052 (Print) 1362-301X (Online) Journal homepage: www.tandfonline.com/journals/ibij20

“Part of the world again”: qualitative enquiry
into community participation during inpatient
rehabilitation and transition years following
severe brain injury

Suzanne Currie, Jacinta Douglas, Kate D’Cruz & Di Winkler

To cite this article: Suzanne Currie, Jacinta Douglas, Kate D’Cruz & Di Winkler (2025) “Part
of the world again”: qualitative enquiry into community participation during inpatient
rehabilitation and transition years following severe brain injury, Brain Injury, 39:6, 464-475,
DOI: 10.1080/02699052.2024.2443772

To link to this article:  https://doi.org/10.1080/02699052.2024.2443772

© 2025 The Author(s). Published with
license by Taylor & Francis Group, LLC.

View supplementary material 

Published online: 14 Jan 2025. Submit your article to this journal 

Article views: 2439 View related articles 

View Crossmark data Citing articles: 1 View citing articles 

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalInformation?journalCode=ibij20

https://www.tandfonline.com/journals/ibij20?src=pdf
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/02699052.2024.2443772
https://doi.org/10.1080/02699052.2024.2443772
https://www.tandfonline.com/doi/suppl/10.1080/02699052.2024.2443772
https://www.tandfonline.com/doi/suppl/10.1080/02699052.2024.2443772
https://www.tandfonline.com/action/authorSubmission?journalCode=ibij20&show=instructions&src=pdf
https://www.tandfonline.com/action/authorSubmission?journalCode=ibij20&show=instructions&src=pdf
https://www.tandfonline.com/doi/mlt/10.1080/02699052.2024.2443772?src=pdf
https://www.tandfonline.com/doi/mlt/10.1080/02699052.2024.2443772?src=pdf
http://crossmark.crossref.org/dialog/?doi=10.1080/02699052.2024.2443772&domain=pdf&date_stamp=14%20Jan%202025
http://crossmark.crossref.org/dialog/?doi=10.1080/02699052.2024.2443772&domain=pdf&date_stamp=14%20Jan%202025
https://www.tandfonline.com/doi/citedby/10.1080/02699052.2024.2443772?src=pdf
https://www.tandfonline.com/doi/citedby/10.1080/02699052.2024.2443772?src=pdf
https://www.tandfonline.com/action/journalInformation?journalCode=ibij20


“Part of the world again”: qualitative enquiry into community participation during 
inpatient rehabilitation and transition years following severe brain injury
Suzanne Curriea,b,c, Jacinta Douglasa,b, Kate D’Cruza,b, and Di Winklera,b

aLiving with Disability Research Centre, La Trobe University, Melbourne, Australia; bResearch Unit, Summer Foundation, Melbourne, Australia; 
cPhysiotherapy Department, Alfred Health, Melbourne, Australia

ABSTRACT
Purpose: To understand the experience of community and social participation for people with severe ABI 
during inpatient rehabilitation and the transition years.
Methods: Constructivist grounded theory methodology informed participant recruitment and data 
analysis. Adults with ABI were recruited using purposive sampling and data collected via in-depth 
interviews.
Results: Thirteen adults with severe ABI participated, with average age of 36.7 yrs at the time of injury, 
9.1 months length of stay of in inpatient rehabilitation, and 4 years post discharge from hospital at time of 
interviews.
The core category developed from thematic analysis was ‘lack of focus on community and social 
participation.’ Additional categories included: restricted participation, a focus on impairment and func
tion, acceptance and connection within the community, influence of family and delayed return to 
community participation.
Conclusion: Community and social participation are recognized as the goal of rehabilitation following 
ABI; however, experiences shared by participants revealed that community and social participation were 
not the focus of their rehabilitation.
Implications for rehabilitation: To support positive holistic outcomes, focus on community and social 
participation is required within the rehabilitation continuum, using participatory frameworks, contextual 
goal setting, transparent endorsement for community access and the provision of opportunities for 
meaningful experiences with family and friends.
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Introduction

Community integration and the maintenance of social con
nections are recognized as a complex and multifaceted chal
lenge for people following severe acquired brain injury (ABI) 
(1–3). A sense of belonging and meaningful connection within 
the community, as well as spending time participating in 
valued activities and having agency over one’s own life, are 
core concepts related to community integration (1). Positive 
community and social outcomes, where a person is actively 
participating in community-based activities with other people, 
are often considered the ultimate goal of rehabilitation after 
ABI (4–8). This is evidenced by the inclusion of community 
integration in international multi-disciplinary clinical practice 
guidelines (9–13). Accordingly, community integration is 
recognized as correlating with life satisfaction, emotional well
being and quality of life following ABI (7,14,15).

ABI is one of the most common causes of physical, com
munication, cognitive and psychosocial acquired disability in 
adults (16,17). People with severe ABI, as defined as a Glasgow 
Coma Scale (GCS) (18) of eight or less at the time of acute 
injury, frequently require assistance with many aspects of their 
daily life, including accessing the community to participate in 
activities of their choosing (19–21). Despite the availability of 

therapy and personal supports, community and social partici
pation remains challenging for many individuals with severe 
ABI once they return home following inpatient rehabilitation 
and are required to adapt to an acquired disability (22–27). 
A recently completed scoping literature review highlights that 
there is no global consensus about how rehabilitation services 
support the transition into the community following brain 
injury (28).

The United Nations Convention on the Rights of Persons 
with Disability (29) recognizes the rights of people with ABI to 
participate as equal members of our community. Furthermore, 
Article 26 of the convention outlines the responsibility of 
multidisciplinary rehabilitation services to deliver programs 
to support participation and inclusion of people with disability 
in the community and that this should begin at the earliest 
possible stage. Specialist multidisciplinary, inpatient rehabili
tation is recommended following an acute brain injury, to 
optimize functional outcomes and reduce support require
ments on discharge to the community (8,30). In addition, the 
International Classification of Functioning, Disability and 
Health (31) guides the delivery of rehabilitation ensuring 
interventions to improve body functions are contextualized 
within participation in meaningful activities. With community 
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and social participation recognized as a human right and a key 
outcome following severe ABI, it is important to understand 
how rehabilitation can optimize functional outcomes and pre
pare for life in the community. People with severe physical, 
communication and cognitive disability following ABI are 
underrepresented in the research, and therefore the evidence 
to support community integration for this cohort of the ABI 
population is sparse. Accordingly, there is limited literature 
(32) specifically exploring the role of inpatient rehabilitation in 
preparing people with severe ABI for life in the community, 
including community and social participation.

This qualitative enquiry starts to address this gap in evi
dence by focusing on the experiences of people following 
severe ABI. The aim of this study is to explore the lived 
experiences of community participation, from the perspective 
of adults with ABI, during inpatient rehabilitation and the 
transition to the community. We wanted to know what mean
ingful activities people engaged in with their family and friends 
whilst in hospital and identify what helped or hindered their 
return to community and social participation following hospi
tal discharge. This is the first of four studies, as part of 
a doctoral program of research, to develop a holistic under
standing of how the rehabilitation environment can prepare 
people for life in the community following ABI. The overall 
aim of this series is to co-design a framework, grounded in 
lived experience, guiding rehabilitation practices to support 
positive community integration outcomes. Our methodology 
enabled the gathering of co-constructed perspectives, first 
from the perspective of people with ABI and subsequently 
their close others. A companion piece to this study, sharing 
the family experience of supporting community and social 
participation, is the next addition in this series, followed by 
health professionals working in this area of clinical practice.

Methods

Qualitative approach

Given the aim of this study was to understand the lived 
experience of community participation for people with ABI, 
Constructivist Grounded Theory (33) research methodology 
was chosen. Constructivist Grounded Theory is a useful meth
odology when exploring a complex area of enquiry and sup
ports the researchers to take a reflexive stance throughout the 
processes (34). Grounded Theory is well suited to social 
inquiry when there is a lack of established information avail
able about a situation, to learn and better understand that 
situation from participant’s experiences, whilst enabling the 
process of moving from data to theory rather than the testing 
of a preexisting theory (35). As there is little known about the 
return to community participation during inpatient rehabilita
tion, this methodology was chosen to understand this from the 
insider perspective. Given the nature of rehabilitation, in 
which the participants interact with many individuals includ
ing medical staff, allied health professionals, co-patients, rela
tives and members of the public, this study is situated within 
the symbolic interactionist methodological framework, consis
tent with a constructivist view of qualitative research (33,36). 
This methodology recognizes the data collection and analysis 

processes are influenced by the co-constructed experiences 
within the rehabilitation system and societal context, as well 
as the research team’s interaction with the data (35).

Researcher characteristics

The research team brings disciplinary perspectives from phy
siotherapy, clinical psychology, neuropsychology, speech ther
apy and occupational therapy. The first author (SC) is a female 
doctoral candidate and senior physiotherapist working clini
cally in a specialist ABI rehabilitation service, with over 10  
years’ experience working with this population. Collectively, 
the supervisory team (JD, DW, KD) have extensive experience 
as qualitative researchers, as well as clinical experience with 
this population. The first author conducted the interviews with 
participants, guided by training and support from the second 
author (JD). Participants were provided written information 
regarding research team affiliations and the research aims 
prior to participation.

Context

Participants were recruited from a specialist, multidisciplinary 
ABI rehabilitation service in a metropolitan city in Australia. 
People were eligible for this study if they were over the age of 
18, had sustained a severe ABI (Stroke, TBI or hypoxia), were 
living in the community and had participated in inpatient 
rehabilitation at the identified service between February 2017 
and February 2020 (prior to the COVID-19 pandemic). Those 
with injuries related to encephalitis and brain tumor resection 
were not included as the outcome trajectory often differs and 
the associated focus of intervention is variable. Severity was 
determined by a Glasgow Coma Scale (GCS) (18) score of eight 
or less at the time of acute injury, and a score of less than or 
equal to three in the cognitive, communication or mobility 
domain on the Functional Independence Measure (FIM) (37) 
at the time of admission to inpatient rehabilitation. This 
information was reported within medical records for each 
participant.

Sampling strategy

Allied health professionals, working in the service, who were 
not connected to the study, identified potential participants 
who met the eligibility criteria, and the first author (SC) 
verified that participants met eligibility related to GCS and 
FIM as reported in the medical records. Potential participants 
received a written invitation to participate in the study from 
research administrators who were not members of the research 
team. Research administrators were clinicians employed at the 
health network, with significant experience working with peo
ple with ABI. To maximize the opportunity to inclusively 
recruit people with complex disability, additional supportive 
strategies were implemented. For example, research adminis
trators were advised to call potential participants up to three 
times, in recognition of potential brain injury-related cognitive 
challenges that may be a barrier to their participation. The 
research administrators were also given additional training 
related to the study procedures and responding to distress. 
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Of the participants identified as eligible, six participants were 
lost during recruitment, with reasons related to declining to 
participate due to grief of recounting experiences, failure to 
respond, incorrect details on the health informatics system and 
incarceration. Purposive sampling (38) ensured representation 
across demographics and disability, to support exploration of 
results related to cognitive, communication and physical 
impairment resulting from ABI. The intention was to continue 
participant recruitment until data sufficiency was evident 
through the analysis process.

Ethical considerations

Institutional (Hospital and University) ethical approval for this 
study was obtained on the 4th November 2021 (Ethics Project 
No: 460/21). Several strategies were employed to support 
informed consent and the inclusion of people with severe 
ABI in the study. Strategies included the development of an 
aphasia friendly, easy language information video which was 
uploaded to YouTube and sent by text or e-mail to potential 
participants. Potential participants were encouraged to discuss 
their participation with a trusted person and were invited to 
have a trusted person and/or communication partner present 
during the interviews. For those with legal guardians (n = 6), 
consent was gained from the guardian to discuss participation 
with the person themselves, prior to completing consent with 
the participant directly. Participants were reminded of the 
voluntary nature of their participation and were asked addi
tional questions about their understanding and expectations of 
the study to ensure they were making an informed decision to 
participate. Participants who were unable to participate in 
qualitative research due to the extreme severity of their dis
ability could be supported or represented by a close other, 
however every effort was made to support their active 
participation.

Data collection methods and instruments

Prior to conducting the interviews, the first author (SC) made 
telephone contact with each participant to finalize consent and 
presented an opportunity to establish a relationship and build 
rapport in preparation for the interviews.

Demographic information such as age, gender, mechanism 
of injury, length of inpatient rehabilitation admission, dis
charge location and FIM scores were collected for each parti
cipant following consent and prior to the interview. This 
information was collected from the medical records, held by 
the health network, and allowed the interviewer to gain an 
early understanding of the participants’ needs prior to meeting 
them.

A semi-structured interview guide was developed to address 
the aim of this study. The first question ‘can you tell me about 
the activities you enjoy doing, out and about, in the commu
nity at the moment?’ aimed to support rapport building and 
context setting, as a foundation to further exploratory ques
tioning regarding experiences of community participation. 
Interview questions were broad and open-ended, with the 
interviewer (SC) taking an active, reflexive stance that enabled 
a flexible and responsive approach to the interviews, with 

further exploratory questions being asked, reflective of the 
overall objectives. Questions were asked to gather information 
about their experiences of community and social participation 
during inpatient rehabilitation and the transition to commu
nity living. Each participant was asked a concluding question 
‘what advice would you give to someone in hospital following 
a brain injury, to be able to get out and about and do the things 
they want to be able to do with their friends and family?.’

Interviews were conducted either face to face, in the parti
cipants home or online, via Zoom. Adjusted to the medium of 
interview, tailored strategies were incorporated to support 
inclusive participation such as giving additional time, reducing 
the speed of questions, writing key words, observing for verbal 
and non-verbal cues, including any signs of cognitive fatigue. 
In addition, building trust and the use of strength-based lan
guage was prioritized during each interaction (39).

Each interview was audio recorded, for transcription and 
analysis purposes. Immediately following the completion of 
each interview, written field notes were completed to capture 
reflections, such as the participants’ level of engagement, dis
plays of emotion and their environmental living context. None 
of the participants required or requested a second interview. 
Verbatim transcription of the audio recording of each inter
view was completed by the first author to support accuracy and 
familiarity with the data.

Data analysis

Consistent with Constructivist Grounded Theory methodol
ogy, analysis followed an iterative process, and was conducted 
concurrently with the interviews. Data collection stopped at 
the point that no new codes emerged through analysis of the 
interviews, therefore indicating data saturation (40).

Analysis followed a process of line-by-line coding, followed 
by focused and theoretical coding (33). Memos were docu
mented throughout, and key quotes from interview partici
pants were captured. Coding was completed by the first author 
(SC) for each of the transcripts, with the second author (JD) 
coding five transcripts to ensure consistency and to support 
analytical discussions. A data matrix and narrative summaries 
of each participant were developed by the first author (SC) to 
support a holistic understanding of each participant.

Trustworthiness

An interest in understanding lived experience informed all 
stages of this research. While the researchers brought their 
own clinical and research experience to the analysis, consistent 
with constructivist methodology (33,34), the use of field notes 
and a reflective journal supported reflexivity and an openness 
to learn from the experiences of the research participants. 
Assumptions or biases from previous clinical experience were 
interrogated through regular analytical discussions within the 
team. Field notes and a reflective journal also served as an 
audit trail. A subset of participants, reflective across impair
ment levels (cognition, communication, and mobility), were 
invited to ‘member check’ (33) the accuracy of the thematic 
summary, ensuring that it represented their experiences. 
Throughout the analytical and writing processes, the research 
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team endeavored to stay close to the lived experience data, 
evidenced by the inclusion of quotations, with the use of 
pseudonyms, throughout the results presented in this paper. 
Additional quotes relating to the thematic results are presented 
within appendix 1.

Results

Participant characteristics

Thirteen people with severe ABI participated in this study 
between December 2021 and December 2022. Nine interviews 
were conducted in person and four via videoconferencing on 
Zoom. The interviews were completed either with the primary 
participant independently (N = 7) or with a close other present 
(N = 5, spouse, or parent) or by proxy (N = 1, parent/legal 
guardian).

The mean age of participants at the time of their injury was 
36.7 years; seven participants were female and six male. Types of 
ABI included TBI (N = 7), stroke (N = 5) and hypoxia (N = 1), 
with an average GCS of 4.1 at the time of injury. Ten of the 13 
participants had a score of 1 on each of the cognitive, commu
nication and mobility domains on the FIM at admission to 
inpatient rehabilitation. Participants were on average five years 
post injury and under four years post discharge from hospital at 
the time of their interview. They had a mean length of stay of 9.1  
months in specialist inpatient rehabilitation. Table 1 reports the 
characteristics for the participant group.

At the time of interview, six participants required 
a wheelchair for all community access and six required 
the support of legal guardians given their cognitive disabil
ity. Six participants have severe communication disability, 
including dysarthria or aphasia, three of whom required 
the support of a communication device and/or communi
cation partner. Across the participants, eight require sup
port related to multiple functional areas due to cognitive, 

communicative and physical disability. At the time of the 
interview, nine participants were living with family in their 
own home, three were in supported living and one in 
residential aged care. All participants reported attending 
allied health therapies, funded through government health 
funding, disability support funding or compensatory 
schemes. Two participants described a smooth transition 
to active community participation following discharge 
from inpatient rehabilitation, with no delay in engaging 
in the activities they enjoy with family and friends, while 
the remaining eleven participants experienced significant 
delays in returning to active participation in their 
community.

One of the participants, Kelly*, did not actively participate 
in the interview, rather she was represented by her parents who 
are her legal guardians. This decision was made by her parents, 
in acknowledgment of the grief and distress Kelly* experienced 
following her brain injury and subsequent transition into 
residential aged care in her 30’s. Kelly* has a very severe 
physical and communication disability and was included in 
this study as the intent was to be inclusive to a range of 
participants with severe ABI.

Analytical findings

Following constructivist grounded theory methodology, ana
lysis resulted in the development of a core category explor
ing the lack of focus on community and social participation 
and five related categories; restricted opportunities; impair
ment and function based rehabilitation; acceptance and con
nection within the community; influence of family; and 
delayed return to participation. Relationships exist between 
each of these categories, with the lack of focus on commu
nity and social participation tying the experiences together 
(see Figure 1).

Table 1. Participant characteristics (n = 13).

Variable Mean, N(%) Rangea

Gender
Male 7 (53.8%)
Female 6 (46.2%)

Age (years) 36.7 18–59
Mechanism of Injury

TBI 7 (53.8%)
Stroke 5 (38.5%)
Hypoxia 1 (7.7%)

Glasgow Coma Scale 4.1b 3–8
FIM at admission was ≤ 3

Mobility 11 (84.6%) 1–5
Cognition 13 (100%) 1–3
Communication 13 (100%) 1–3

Length of stay in inpatient rehabilitation (months) 9.1 4–16
FIM at discharge was ≤ 3

Mobility 6 (46.2%) 1–7
Cognition 8 (61.5%) 1–6
Communication 6 (46.2) 1–7

Discharge Destination
Home (with family) 8 (61.5%)
Shared Supported Accommodation (SSA) 3 (23.1%)
Residential Aged Care Facility (RACF) 2 (15.4%)

Time since discharge at interview (months) 45.6 24–64
aRange of individual participants scores. 
bNote 54% of participants had a GCS of 3 at time of injury.
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Core Category: Lack of Focus on Community and Social 
Participation
The core category developed from analysis of the lived 
experiences was that of the lack of focus on community 
and social participation during inpatient and community 
rehabilitation. Within inpatient rehabilitation, while some 
participants had opportunities for community participation, 
most experienced barriers. A few (3) participants experi
enced regular day leave during their inpatient admission, 
for example having coffee with family at the local shops, 
others (2) had a single opportunity, while the majority (8) 
participants had no opportunities to leave the hospital. 
Despite the range of experiences, the participants consis
tently described that community engagement, and spending 
time with their friends and family was not a focus of inpa
tient rehabilitation. This experience continued following the 
transition to the community, with participants describing 
that rather than community and social participation, other 
aspects of the transition took priority (e.g. instrumental 
arrangements and support provision).

Those who missed out on opportunities for community 
participation reflected on the value these opportunities would 
have presented. This is summarized by Perry* who had a 16- 
month stay in inpatient rehabilitation, ‘Cause I would have 
liked to have done it, I would have liked to have gotten out. Felt 
like I was part of the world again. Felt like I was part of the 
community.’

Category 1: Restricted Opportunities
With the focus of rehabilitation not being community partici
pation, the participants experienced restricted opportunities 
within inpatient rehabilitation to access the community. Most 
of the participants did not leave the hospital grounds for the 
entirety of their inpatient rehabilitation admission, and 
although they had regular visitors, they spent time with their 
loved ones within their rooms. An example of this was shared 
by Charles* with the support of his dad ‘The only time he 
would go out from the ABI unit was for appointments, that 
was the only reason he would leave.’ For some participants this 
resulted in a sense that their disability may limit their ability to 

access the community, and something they should not do. “I 
sort of had the idea that I don’t do that and ‘cause I got the 
brain injury and I really shouldn’t do that [access the commu
nity] and I didn’t because also my peripheral vision was 
damaged from my brain injury” (Michael*).

Consistent with restricted opportunities for accessing the 
community, each of the participants noted that they had to 
seek permission to leave the ward, and many felt that they were 
breaking the hospital rules if they participated in community 
activities with their loved ones. Erica* shared her experience of 
accessing the community during inpatient rehabilitation ‘I 
think the hardest bit was explaining where I was, when I got 
back to hospital, telling people where I was,’ and went on to 
describe herself within rehabilitation ‘I was a naughty patient.’

Similarly, the opportunity for overnight leave varied across 
the participants, with some having the opportunity to spend 
time at home prior to their discharge, and others not. The 
model of care within the inpatient rehabilitation unit from 
which the participants were recruited allowed two overnight 
leave opportunities during an inpatient admission. Those who 
had the opportunity to experience overnight leave reflected 
upon the benefits of this experience, such as the opportunity to 
connect with family and friends. Participants described it as 
a welcome novelty being at home, sleeping in their own bed, 
cuddling pets and spending time with family, ‘I had one over
night stay at my parent’s house when it was my birthday 
because I wanted to spend one night away, because it was my 
birthday and wanted to wake up at home. I think I had pan
cakes’ (Jasmine*). The positives are summarized by Divina*, 
with the support of her Husband, ‘freedom . . . more comfor
table at home . . . as they say, there is no place like home.’

In contrast, Freya’s husband* shared his views on the 
restricted opportunities for overnight leave, ‘they were reluc
tant to have her leave the hospital [for overnight leave], I am 
not sure why. I thought it would have been, especially after 
seeing that Freya* really enjoyed them, and it was very positive 
on her mental wellbeing, it would have been good to do a few 
more and earlier than they were.’

The lack of accessibility of the physical environment within 
the community was also found to restrict opportunities for 

Lack of focus 
on 

community 
and Social 

Participation

The fear of 
acceptance and the 
value of connection 

was not a 
consideration

Family are 
influential within 

rehabilitation

Impairment and 
function were 
prioritised in 
rehabilitation

Restricted 
opportunities for 

meaningful 
participation

Delayed return to 
meaningful 

community and 
social participation

Figure 1. Conceptualisation of the experiences of inpatient and community rehabilitation from the perspectives of people with ABI. Description: The core category is 
represented as a circle and description of the interactional categories are in squares.
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participation in the community. Participants spoke of the 
unexpected need for problem solving to negotiate steps, public 
transport, busy environments, and how challenging this was, 
particularly when they required a wheelchair. As described by 
Malcolm* and his wife ‘he has a huge circle of friends, but he’s 
not actually been able to do that, go for coffee or brekkie, he 
used to do that a lot and we have found that a lot of places say 
they are wheelchair friendly, but they are not really.’ Without 
community rehabilitation occurring in the local context, par
ticipants felt responsible for navigating the challenges faced 
within the community, expressing this as a barrier to reenga
ging in the community with friends.

Category 2: Impairment and Function based rehabilitation
Participants communicated that the focus of rehabilitation, 
across their experiences of inpatient and community rehabili
tation, was to reduce the impairments caused by the ABI. 
Reflecting upon their time in inpatient rehabilitation, the par
ticipants described that they were striving to reduce their ABI 
related impairments and improve function, with little focus 
related to community participation and living well with 
a disability.

Striving to return to walking was a prominent focus of inpa
tient rehabilitation and the years following their transition to the 
community, as expressed in the following quotes ‘so for me the 
walking was always the most important’ (Erica*) and ‘Well, I do 
a lot of Physiotherapy, I am still doing a lot of rehabilitation to try 
and get back on my feet’ (Danny*). This focus on returning to 
walking supported the perception that people could not access the 
community whilst they were non-ambulant ‘as soon as I started 
walking with the stick that was when I started being able to be 
active in the community, because earlier I couldn’t, cause how 
could you participate in the community with the wheelchair’ 
(Erica*) and ‘She wasn’t really able to leave the hospital, because 
early her mobility was very limited. She was taken outdoors in 
a wheelchair you know for some fresh air but just in the hospital 
there. And it wasn’t really until her mobility improved that she was 
able to walk short distances and tolerate those activities better’ 
(Freya’s* husband). For many of the participants who remain 
non-ambulant years following their injury, this sentiment con
tinues ‘No I used to love going out before my accident. But like, 
because I am not mobile at the moment, that’s why I stay home’ 
(Danny*) and ‘I can’t cause of my wheelchair, I can’t do things that 
I did do anymore, cause my arm is paralyzed as well’ (Karen*).

Similarly, participants reflected on a perception of the need 
to delay community and social participation to focus on their 
rehabilitation, ‘he had to do a lot of rehab first before he was 
able to get out into the community, a lot of rehab to try and get 
him as normal as he could’ (Charles’* dad). At more than two 
years post discharge, participants described that often their 
scheduled therapy is prioritized over any of their leisure activ
ities, ‘Like I feel as if it’s not time for friends, it’s time for 
rehabilitation’ (Danny*).

Category 3: Acceptance and connection within the 
community
A consistent theme across the experiences of the participants was 
a desire for acceptance from those they love, their friends and the 
wider community. Participants described a fear of being judged by 

others and lacked confidence being in the community. ‘I was 
anxious about how I was going to be accepted, whether I was 
going to be accepted, those types of fears. How are people going to 
treat me’ (Erica*). This was also linked to how the participants 
viewed themselves within society, shockingly illustrated by one 
participant who in describing himself asked, ‘Would people be 
happy to talk to a spazzy guy?’ (Malcolm*). There were feelings of 
shame related to their disability, for example, Perry* shared, ‘I 
don’t think I like being seen in a wheelchair’ and Erica* said, ‘I 
hated the wheelchair so much . . . . I was ashamed to be in the 
wheelchair.’ Participants also expressed a desire to hide their brain 
injury ‘I do not disclose to anyone that I had a brain injury, it’s not 
something to be proud of, I just say I have had a car accident, and 
that’s it. A car accident is nothing right’ (Erica*) and a desire to be 
treated normally as expressed by Freya: ‘I want my normal life. 
I don’t want people to look at me and say “oh she’s sick” I am not 
sick I had a stroke and boom, my head blow up . . . I am alive, that’s 
all that matters’ (Freya*).

Participants also described a loss of confidence in their 
relationships with family and friends, for example they 
described feeling like a burden. Many participants shared 
that their friends are now too busy and have moved on with 
their own lives. One participant, Karen*, shared ‘I used to have 
so, so many friends, but I don’t have it anymore. Friends 
embarrassed for me’ and another, Perry* reflected on his 
intimate relationship ending ‘they stayed with me for years 
after my accident but then I just realized I was holding them 
back from moving forward with their life.’

In contrast, participants who had positive experiences shared 
examples of the benefits of community participation during their 
inpatient admission. Some felt that spending time in the commu
nity supported connection with family members, for example 
children and siblings, which also supported a sense of normality, 
and adjustment following the ABI, ‘It [going for ice-cream with 
her dad and children] made me feel more normal (Jasmine*),’ and 
Luke* talked about going for a meal with his family ‘Just the 
parmas, cause I love parmas.’ Often, the activities people com
menced with their loved ones in the community during the 
inpatient admission also continued when they transitioned out 
of hospital, such as Luke* who continues to go for a meal every 
week with his friends. Others shared how the opportunity to 
connect with the community created a sense of normality, ‘well 
I think it is probably getting out and about, getting reconnected 
with the outside world. The differences, the noise everywhere and 
different lights, it’s different, that’s for sure’ (Luke*) and 
‘Everything, trees, walkways, everything, all types of people’ 
(Sophie*).

Category 4: The influence of family
The overwhelming perspective of the participants was that 
their family were a key support throughout their inpatient 
admission and the transition to community living. Given the 
lack of focus on community and social participation within 
rehabilitation, some family members compensated for this by 
facilitating opportunities for community access. The partici
pants who had the opportunity to leave the hospital to parti
cipate in activities such as shopping, hanging out with friends, 
or going for an ice-cream, were supported to do so by their 
family members. Many participants shared the positive 
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influence their family had upon their rehabilitation journey, 
including Sophie*, who accessed the community most days 
toward the end of her inpatient rehabilitation admission, with 
the support of her dad. She reflected upon the negative impact 
upon her wellbeing without these opportunities alongside her 
dad ‘I think lying in bed and watching television loses all your 
drive to improve. Not doing it [accessing the community] 
would have made me feel lonely and sad.’

One participant who required very high levels of support 
and specialized equipment reflected on the integral role his 
mother played in supporting even the most basic connection to 
the community ‘I was bed bound when I was [in rehabilita
tion]. I was left on a mattress on the floor and I didn’t really get 
up, out of bed much. I got out of bed when my mum would 
come in and take me out, she would push me outside to get 
some fresh air.’ (Perry*).

Following discharge from hospital, many of the participants 
shared that their engagement in activities they enjoy continued 
to be organized and supported by a key family member. This 
was highlighted by a conversation with Freya* ‘Yeah, yup, yes, 
I do [activities that I enjoy]. My husband makes sure I do. He is 
a very good carer.’

Contrary to these experiences, there were also examples of 
families resisting opportunities to support their loved one to 
access the community, both within inpatient and community 
settings. This included examples of family members demon
strating risk averse behaviors, feeling a need to protect their 
loved one and therefore gatekeeping community participation. 
Jasmine* reflected on her experience ‘I was out of hospital, 
they [parents] were nervous constantly about what I could and 
couldn’t do so they didn’t want to let me venture out and make 
mistakes, they just wanted me to do right and be right 100% of 
the time.’ Jasmine* expanded upon this reflection by stating, ‘It 
made me feel like a small child.’ Erica* described her mother’s 
involvement in supporting day and overnight leave from hos
pital ‘She did her best, I know there is a conflict of interest, 
I know those things are better to be done by support workers, 
than family members. Sometimes she was a bit too engaged 
emotionally.’ Michael* also shared his perspective of the influ
ence of his parents’ advice ‘even my father said when I came 
here, he said well, don’t be in a hurry to do, to do a lot of 
things.’

Category 5: Delayed Return to Participation
Following discharge home many participants described delays 
of several months in recommencing activities in the commu
nity with their family and friends. While some described 
participating in weekly activities in the community, such as 
attending social groups with peers, going to hydrotherapy at 
their local pool or shopping with their support workers, others 
shared that home-based leisure became the norm. For exam
ple, Malcolm* shared the occasional coffee at home with his 
friends rather than their previous weekly catch up at the local 
coffee shop, or Danny* who previously went out for dinner 
every week with his mother and sister, instead spent time 
together at home. Almost all the participants shared their 
experience of community rehabilitation occurring either in 
their own home, or traveling to specially designed therapy 
clinics. There were few examples of community rehabilitation 

occurring within community settings, such as cafes, commu
nity gyms, libraries or local parks.

Participants expressed significant delays in returning to com
munity participation, however eventually for many, the focus did 
shift toward increased community participation and a sense of 
hope for the future. Some of the participants shared their experi
ences of how they adapted and increased their community parti
cipation over time. Many participants spoke of their goal of being 
able to contribute to society, something they consider as a normal 
aspiration, something everyone aspires to, ‘I just want normalcy, 
I want a normal life and working is part of that’ (Perry*). 
Additionally, those who have returned to work, volunteering or 
study expressed the positive value this has made ‘I’m working also, 
which is good for my brain to get back to you know working again 
but also a social environment too and I met friends there and just 
get back to normal bit of life again’ (Michael*).

The participants who expressed this shift in focus also shared 
other aspirations for the future, for example living independently, 
returning to dating and taking care of their health. The messages 
they shared were of continuous self-improvement, a shift from 
wanting to focus on reducing the impairments they have experi
enced following their ABI. For example, Perry* who shared his 
current goal ‘I am moving out of here [supported living] in a few 
months. I am looking for a place to live, a single, two-bedroom 
apartment just so I can have guests stay over too.’ Erica’s* response 
when asked about what else she would like to achieve was ‘you 
know, just normal things I was doing before, doing prior. 
Basically, everything I was doing before I am doing now, and 
I am doing my Master of Business studies which was always my 
dream.’ Another participant (Danny*), when asked about his 
goals for the future stated ‘I want to be a youth support worker,’ 
and following a positive response from the researcher, he went on 
to ask, ‘And you think I could do that even though I am in 
a wheelchair?.’

Discussion

The purpose of this study was to gain a better understanding of 
the lived experiences of community and social participation, 
during inpatient rehabilitation and the transition to commu
nity living. This study is the first in a series to develop a holistic 
understanding of how the rehabilitation environment can pre
pare people for life in the community following ABI.

The stories generously shared by the participants of this 
study show that the experiences people have within inpatient 
and community rehabilitation influence the journey to com
munity participation. As evidenced across the participants’ 
experiences, opportunities to focus on the goal of community 
and social participation are missed. Within both inpatient and 
community rehabilitation, the participants shared barriers that 
they encountered in returning to the activities they hold as the 
most meaningful in their lives. Our findings highlight that 
people held a sense that they could not do the activities they 
enjoy because of their disability and were awaiting the achieve
ment of functional gains before attempting these activities. 
Many of the participants placed immense value on getting 
back to walking and limited their engagement in other activ
ities to focus on achieving this often elusive goal. With parti
cipants sharing their experience of impairment-focussed 
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rehabilitation, there is sadness in reflecting on how this has 
negatively impacted their return to community and social 
participation and the achievement of personally meaningful, 
contextually relevant goals. This is summarized within 
Danny’s* question during his interview when discussing his 
future career hopes ‘And you think I could do that even though 
I am in a wheelchair?,’ where he clearly remains unsure of what 
is possible for his future.

Achieving positive community participation outcomes and 
building a fulfilling life after ABI is the goal of rehabilitation 
(1,4–8). A goal which serves as a shared aspiration between 
people with ABI, their families, health professionals and 
researchers alike. Given the significance of community parti
cipation, rehabilitation programs are well placed to provide an 
opportunity for people, with newly acquired disability, to build 
the skills they require to engage in the activities they enjoy, 
with the people they love (3). As Shaikh and colleagues (1) 
highlight within their conceptualization of community inte
gration from the literature, the process is multidimensional 
and complex, given the changes in function and the necessary 
adaption to the change in life circumstances. Within the lit
erature (28), there is a lack of descriptive information available 
on how to conduct rehabilitation that targets community and 
social participation. This is confirmed and built upon within 
the experiences shared by the participants within this study, 
where community participation is not an explicit focus within 
inpatient and community rehabilitation. From the partici
pants, we gain a better understanding of the factors influencing 
positive and negative experiences within the community. The 
findings suggest the need to target opportunities for mean
ingful engagement to support community inclusion following 
severe brain injury, which is delayed without this focus within 
rehabilitation.

The results of this study are consistent with previous 
research recognizing the importance of collaborative goal set
ting in ABI rehabilitation, which is contextualized to the per
son’s life, within their own homes and community, as well as 
within their family and social networks (30,41). Participatory 
frameworks of rehabilitation, such as the ICF, have been devel
oped to guide goal setting and rehabilitation delivery, ensuring 
the transferability of skills into the community context (31,42). 
Within the experiences shared by the participants, the goals 
communicated clearly reflected that the experience of rehabi
litation continues to be driven largely by the reduction of 
impairments and achievement of functional progress rather 
than participatory outcomes, as reported in previous studies 
(43,44). It is important to reflect on the influence contempor
ary methods may have in driving this focus, whereby the 
success of services is determined using outcomes on the FIM. 
Improving the connection between inpatient and community 
rehabilitation may well support a shift from this impairment 
focus to a more holistic focus on community living. In addi
tion, incorporating lived experience within evaluation of 
health service delivery is crucial to the ongoing development 
of rehabilitation practice and to incentivize services to focus 
effectively on individually meaningful goals during 
rehabilitation.

Participants’ reflections on their experiences revealed how 
institutional policies within rehabilitation programs could 

influence community and social participation. They talked 
about the rules and restrictions communicated to them within 
the hospital setting (for example permission requirements 
for day leave) which resulted in subsequent limitations on 
experiences of accessing the community. Previous research 
(7,8,15,23,30,45–48) affirms the wide ranging benefits of reha
bilitation programs facilitating opportunities to learn through 
experiencing real-life community participation in meaningful 
and valued activities. In contrast, experiences of rehabilitation 
that are not contextualized within the engagement in person
ally meaningful activities are unlikely to achieve sustained 
learning or transferability of skills (49). By providing contex
tually focused rehabilitation people can be encouraged not to 
put their life on hold to improve their impairments and func
tion, rather supporting them to participate in life activities, 
whilst concurrently supporting the optimization of functional 
outcomes. Practical examples, shared from the participants, 
include practicing and problem solving going for breakfast 
with a group of friends at a wheelchair accessible café 
(Malcolm*), planning a trip in a maxi taxi to go out for 
a meal or to the cinema with siblings (Luke*) and connecting 
with children, as a parent, by going for an ice-cream 
(Jasmine*). In addition to these being personally meaningful 
rehabilitation achievements, in supporting the participation in 
fun and future focused activities there is space created for the 
development of positive memories, as well as building people’s 
confidence to try new things, which they may have considered 
impossible (50).

To be able to set goals like those mentioned, the interdisci
plinary teams are required to explore who the person was 
before their injury, develop an appreciation of the journey so 
far, whilst also supporting the ability to be future focused, 
asking themselves ‘what will life in the community look like 
for this person?.’ To set personally meaningful goals, there are 
fundamental concepts to be followed, such as recognizing the 
person beyond their brain injury, observing their strengths, 
having an awareness of the whole trajectory and the skills to 
consider the person within their community context (51). 
Within the literature, and attested by the experiences shared 
within this study, a culture of humanizing approaches to 
rehabilitation is required, where services have the structures 
and environment in place to enable health professionals to 
develop a genuine interest and connection to the person they 
are working with (52–55). A humanistic approach, combined 
with a participation and strengths focus, enables rehabilitation 
services to facilitate positive opportunities to target individua
lized routines and relationships, empowering people with ABI, 
as well as their families, to connect what they are practising in 
rehabilitation to what they do in the community. Ultimately 
building hope, optimism and a belief in a positive future.

Those with the most severe brain injuries can also be the 
most disconnected from their social world (7,22,56). 
Perceptions of being accepted and valued by society were 
identified by the participants of this study as an important 
factor impacting their willingness to engage in the community, 
which is mirrored within other qualitative literature (3,15,57). 
The complexity of inequality and ableism in our wider society 
is outside of the scope of this study. It is however pertinent to 
acknowledge the potential influence of health professionals 
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working in rehabilitation upon people’s experiences of feeling 
accepted and valued as an individual (3,58,59). Adding to the 
existing literature (7,60,61), the participants of this study 
shared that participation in meaningful activities contributed 
to an increased sense of self within society and a sense of 
normality, which is particularly pertinent following 
a traumatic life event, such as sustaining an ABI. 
Participating in valued activities with others is an opportunity 
to develop a reconstruction of self, feel socially connected and 
supports the maintenance of interpersonal relationships 
including valued friendships (7,46,62,63). Within both the 
inpatient and community contexts of this study, there are 
many examples of missed opportunities to support people to 
experience a sense of belonging in the community. Lengthy 
hospital admissions, with restrictions placed on community 
access, followed by the cycle of home-based leisure perpetuates 
the disconnect of society people with ABI experience.

Ultimately, the message from the lived experience, is that 
rehabilitation services can provide a pathway which facilitates 
meaningful and positive opportunities for community and 
social participation. These opportunities can serve as a bridge 
to community living, which supports people to build a positive 
life course following ABI. While some people require 
a wheelchair to get across the bridge, others 
a communication device, and others may require someone to 
walk alongside them, participation is the goal.

Limitations and future research

Although the results of this study clearly indicate the lack of 
focus on community and social participation across the reha
bilitation continuum, it is appropriate to recognize the poten
tial limitations of this study. A limitation is that it reflects 
thirteen participants who engaged in rehabilitation at one 
specialist site in Australia, therefore care must be taken before 
generalizing the experiences analyzed within this data. It is 
important to acknowledge that this study was conducted 
within the Australian context, where people have access to 
funded ongoing rehabilitation and supports through health, 
accident and disability systems. Furthermore, this study 
included participants with severe injury, therefore does not 
reflect all levels of severity. However, despite these limitations, 
given the data is rich and supports the existing evidence base 
surrounding the complexities and experiences of community 
participation, it is likely that many of these experiences are 
shared more broadly, albeit with nuances across health care 
contexts and service delivery models globally.

This study shares the thematic findings from the lived 
experience of thirteen participants, and it is important to 
recognize that each journey following ABI is unique. Further, 
while it is vital to understand the lived experience, it is only 
one part of the larger story. Given the unexpected journey 
thrust upon family members when a loved one sustains an 
ABI, it is important to gather their perspectives of supporting 
the return to community and social participation. The compa
nion piece, outlining the reflections of family members, will 
follow and complement these findings.

Additionally, rehabilitation is an interactional and complex 
space, therefore it is important to understand the landscape 

across the relational aspects that exist. An exploration of the 
perspective of the health professional regarding their experi
ences of rehabilitation delivery, including goal setting, rehabi
litation program priorities and policies related to community 
access, for example risk assessment and safety procedures, will 
be explored as part of the ongoing research plan in this series.

The participant characteristics, related to severity of injury 
and level of disability, is both unique, and a strength of this 
study. As the research team have extensive experience working 
clinically, and in the research field, with people with ABI, the 
inclusive practices implemented within this study supported 
the development of rich qualitative data from an underrepre
sented population group. Future research aimed at further 
refining inclusive and ethical practices to increase representa
tion of people with very severe cognitive and communication 
disability following ABI would be of immense value.

Clinical implications

Despite the limitations, analysis of personal accounts of the 
rehabilitation journey offers invaluable insights about the 
pathway through inpatient and community rehabilitation 
from the lived experience. This group of people sustained 
extremely severe injuries and have severe residual disability; 
however, they generously shared their time and their stories 
with a desire to help improve clinical services for others. The 
results suggest several practice relevant implications to support 
preparedness for community and social participation, these 
include:

● The use of participatory frameworks to guide rehabilita
tion across inpatient rehabilitation and the transition 
years to support continuity toward the goal of commu
nity and social participation;

● Setting individualized and strength-based goals, which 
are future focused and contextualized to the person’s life;

● Transparent endorsement and encouragement by inpati
ent rehabilitation services of community access and 
spending time as a family in the person’s own home, at 
the earliest possible stage;

● Seeking supportive opportunities within inpatient and 
community rehabilitation for the person with ABI to 
have meaningful and contextualized experiences, within 
community environments, to promote community inclu
sion and connection;

● Empowering the person with ABI, and collaborating with 
their family and friends, to explore and practice commu
nity participation together and build practical skills 
within the community context.

Conclusion

In summary, community and social participation is a human 
right and is recognized as the ultimate goal of rehabilitation 
following ABI. However, the participants of this study have 
told us that from their experiences of participating in rehabi
litation, community and social participation was not priori
tized. Resulting from this lack of focus, there are missed 
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opportunities to prepare people for life in the community, 
impacting their return to community and social participation.

Therefore, rehabilitation services, across the continuum, must 
create meaningful opportunities for contextual experiences of 
community participation, led by individualized goal setting, 
with a future focused lens and humanizing connections. These 
experiences are important to support people to feel part of the 
world again, developing a sense of living well with a disability and 
broadening the lens of recovery beyond impairment and function 
level outcomes.
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