
7JARNA     Volume 23  Number 1  August 2020

Discussion

Role-based goal setting in 
catastrophically brain injured 
individuals: A new paradigm

Kelly Dungey* BSocSc(Psyc), MBA, MIB, MBBS, CIME, FARFM

Gold Coast Hospital and Health Service, Gold Coast QLD

University of Queensland, Brisbane QLD

Rehabilitation Department, Gold Coast Health Service, 1 Hospital Boulevard, Southport QLD 4215 

Email Kelly.Dungey@health.qld.gov.au

David Douglas MBBS (Melb), MAdmin (Monash), FRACGP, FAFRM(RACP)

Brain Injury Rehabilitation Service, Metro South Health, Brisbane QLD

School of Medicine, University of Queensland, Brisbane QLD

Valerie Pick RN/DipHE (Adult), GradCertHlthServMgt

Brain Injury Rehabilitation Service, Metro South Health, Brisbane QLD

Alison New BHScN, MClin Rehab, MClin Ed

Brain Injury Rehabilitation Service, Metro South Health, Brisbane QLD

*Corresponding author

Key words acquired brain injury, goal setting, role-based goal setting, rehabilitation, traumatic brain injury

For referencing Dungey K et al. Role-based goal setting in catastrophically brain injured individuals: A new paradigm. Journal of the 
Australasian Rehabilitation Nurses’ Association 2020; 23(1):7-12.

DOI https://doi.org/10.33235/jarna.23.1.7-12

Introduction

The purpose of this paper is to discuss the need, and present 

a new paradigm, for the rehabilitation of patients with acquired 

brain injury of catastrophic severity (cABI). These people will not 

be returning to their previous lives and will suffer a loss of their 

valued self-defining roles as a result of their injury (Hallet, Zasler, 

Maurer, & Cash, 1994). The current rehabilitation process 

available to these patients is too short and does not focus on what 

has been identified by Martin, Levack and Sinnot (2015) as the 

most important aspect – social reintegration. The rehabilitation 

program for these people needs to address the issue of self-

identity and participation rather than focus on function and 
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body structure alone. This paper introduces the role-based goal 

setting (RBGS) rehabilitation paradigm. This paradigm provides 

a personalised rehabilitation program for patients with cTBI 

focusing on social integration and self-actualisation in the setting 

of extended inpatient rehabilitation.

While unconventional, the term ‘catastrophic’ was chosen for 

use within this paper. This is partly to allow the discussion of 

traumatic and non-traumatic brain injuries together, and partly to 

distinguish this population as having injuries that are detrimental, 

spiritually, physically, functionally and cognitively. A catastrophic 

traumatic brain injury (cTBI) is defined in the Australian Federal 

Register of Legislation as a brain injury that results in a permanent 

impairment as evidenced by a FIM score of 5 or less in addition 

to a period of post-traumatic amnesia (PTA) greater than 7 days 

(Laundy, 2018). Traumatic brain injury severity is often defined 

by the period of PTA, with a range from mild (less than 24 

hours of PTA) to extremely severe (4 weeks or greater of PTA) 

(Brasure et al., 2012). Non-traumatic brain injuries (e.g. stroke, 

hypoxic or metabolic injuries) do not have a similar severity index 

and, without a period such as PTA, there is no simple way to 

extrapolate the severity metric of TBI to other ABI. As such, the 

terms ‘severe ABI’ and ‘extremely severe ABI’ do not fit with 

the current severity nomenclature in use for traumatic injuries. 

However, applying the concept of catastrophic injury to life-

changing brain injury, both traumatic and non-traumatic, allows 

a common framework for this group of patients. A brain injury of 

any cause that results in a permanent level of dependence is a 

catastrophe for that person; they have a catastrophic injury.

The utility of the severity index in TBI is for prognostication in 

addition to acute management (Teasdale, 1995) but does not on 

its own describe the patient’s permanent impairments, with non-

injury factors such as age at time of injury and previous level of 

education also contributing to the long-term cognitive disability 

following a severe TBI (Rodrigeus de Oliveira Thais et al., 2014). 

The severity is ascribed either on admission using the Glasgow 

Coma Scale or once a patient has emerged from PTA (and 

usually before or during rehabilitation), whereas the catastrophic 

label would be given once a permanent state of function has 

been achieved or can be predicted with confidence. Not all 

individuals with severe TBI will be left with a permanent functional 

impairment (Forslund et al., 2013). This paper is referring to the 

subset of patients for whom life will not be returning to normal 

– those patients who can no longer live in their own homes, or

who require around the clock carers, or who have permanent

communication deficits.

Goal setting and rehabilitation in 
catastrophically brain injured populations

It has been identified that therapist-led goals alone are not 

adequate for the ABI population (Dalton et al., 2011). Dalton 

et al. (2011) reported that increasing patient participation in 

goal setting resulted in more goals and new goals in areas such 

as sleep, continence and leisure activities. This is a particularly 

important consideration point given it has been identified that, 

following a severe TBI, people have difficulty filling unstructured 

time and describe a sense of boredom (Hallet et al., 1994). The 

cause of this unstructured time is often a change in the person’s 

life roles. Hallet et al.’s (1994) study showed 85% of their severe 

TBI cohort lost their worker role, 60% lost their hobbyist role and 

46% lost their friend role. Most members of this study cohort 

identified these roles as very valuable to them (Hallet et al., 

1994).

When a person experiences a change in function as a result of 

a medical condition or trauma, rehabilitation aims to assist the 

patient in reducing activity loss from the impairments resulting 

from injury. Rehabilitation aims to reduce the functional deficits 

and participation restrictions (Hurn, Kneebone, & Crowley, 

2006). Sufficient program time must be allowed to achieve 

the desired rehabilitation outcome, with more severe injuries 

likely to require a longer rehabilitation period. Acquired brain 

injury patients treated in a specialist rehabilitation centre in 

Australia have an average stay of around 40 days (Australasian 

Rehabilitation Outcomes Centre [AROC], 2018, p. 36). Non-

specialist centres have an even shorter typical stay of 22 days for 

patients with ABI (AROC, 2018, p. 37). Ambulatory programs 

in Australia provide to patients with ABI, on average, 28 days of 

therapy spread over 108 days (AROC, 2017, p. 26, 28). These 

programs are unlikely to be sufficient for cABI patients who are 

likely to need rehabilitation programs of continuing intensity for 

anything up to 1 year.

While goal setting for patients with an ABI is understood to be 

essential (Turner, Ownsworth, Turpin, Fleming, & Griffin, 2008), 

the ideal goal setting processes have not yet been established 

(Levack et al., 2006) despite numerous theories and practice 

existing in the goal setting research space (Levack & Siegert, 

2014). Goal setting methods and rehabilitation programs that 

are effective for patients with injuries that cause minimal or 

limited long-term functional impairment typically assume a short 

length of stay with near full functional recovery. It does not 

follow that the same goal setting processes, program planning 

and therapy delivery should be assumed to be appropriate or 
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effective for rehabilitation settings supporting the severely injured 

(Levack et al., 2006). Similarly, it is not appropriate to assume 

that a framework that has had success in general rehabilitation 

populations will be similarly effective for patients with an ABI 

(Prescott, Fleming, & Doig, 2015). In their paper, they identify 

that additional time is required to achieve an understanding 

of the patient’s needs and impairments for those with an ABI 

(Figure 1). It is therefore likely that further refinement of the goal 

setting process will be required for the cABI group of patients.

Previous studies have demonstrated that goal setting in the brain 

injured population remains both formal and informal (Prescott 

et al., 2015). Recent research has identified that barriers to 

meaningful engagement in goal setting by ABI patients include 

misunderstandings about rehabilitation and poor insight (Plant, 

Tyson, Kirk, & Parsons, 2016). Prescott, Fleming and Doig 

(2018) felt ABI patients with impairments in cognition, self-

awareness or communication would benefit from metacognitive 

strategies when goal setting. It is important not to dismiss these 

complex goal setting principles in the ABI population. However, 

often, there is not time to instigate these goal setting principles 

as they would not be thoroughly employed in the limited time of 

the average rehabilitation admission. Hunt, Le Dorze, Trentham, 

Polatajko, & Dawson (2015) explored goal setting with ABI 

patients and reported that the occupational therapists working 

with the patients did not find the degree of a patient’s brain injury 

affected their ability to participate in goal setting. Brain injured 

patients, regardless of injury severity, were able to participate 

in goal setting when organisational priorities enabled this (Hunt 

et al., 2015). This is further justification for the argument that 

rehabilitation programs for cABI patients must be extended.

Martin et al. (2014) echoed a previous sentiment that ABI should 

be equated to a chronic disease, rather than a one-off event and 

that, to reflect this, rehabilitation needs to plan the long-term 

needs of ABI individuals. To consider the patient in the long-term 

requires understanding of the patient’s roles in life. Specifically, 

Martin et al. (2014) identified that physical integration is not the 

same as social integration, and that social integration is key to 

realising one’s own identity. Sansonetti, Nicks and Unsworth 

(2018, p. 519) found that roles such as “worker, friend, caregiver, 

religious participation, volunteer and student” comprised 34% of 

the patients’ roles yet comprised only 3.5% of the rehabilitation 

goals. One small study found the most important areas to return 

to after TBI were intimacy, altruism and achievement (Conrad, 

Doering, Rief, & Exner, 2010). Plant and Tyson (2018) examined 

the goals of 49 patients but did not identify intimacy within the 

documented goals. The goal of intimacy was more important to 

patients with an ABI than controls, and was considered the most 

attainable goal by patients (Conrad et al., 2010). Conrad et al. 

(2010) further found that intimacy achievement is most strongly 

related to subjective wellbeing.

To date, there has not been a study looking specifically at goal 

setting in patients with extremely severe ABI. Intuitively, this 

subset of patients requires a specialised approach because 

of the severity of their injury and because of the length of 

their rehabilitation. Both the goal setting framework and the 

rehabilitation model must be re-examined for this subset of 

patients. The timeframe of the inpatient goals is generally short-

term, with a focus on safety and minimal function at discharge 

– personal activities of daily living, toileting, eating and drinking

as well as mobility (Plant and Tyson, 2018). For a cognitively

intact person discharging from hospital and able to care for

themselves, it is not unreasonable to assume they can pursue the 

medium- and long-term goals on their own. For the cABI patient,

their ability to self-initiate goal setting is limited by the degree of

insight as well as cognitive changes such as attention deficits,

motivation changes, fatigue and memory impairments.

Plant and Tyson (2018) found goal setting in the stroke patients 

studied occurred within the first week of the rehabilitation 

program. Goals focussed on disability with a particular emphasis 

on mobility, with only 11% of those goals being shared with the 

patient. In conclusion, the authors found that, in the short term, 

patients with an ABI (stroke) are comfortable with a therapist-led 

goal setting. However, the goal setting processes widely used 

may not be fit for purpose and that a flexible, tailored approach 

may be more successful in the ABI population. Plant and Tyson 

(2018) also noted that one approach may not fit in each stage of 

rehabilitation, acknowledging that patients experience different 

stages of rehabilitation. The initial stage of rehabilitation is the 

transition from the medical model to the biopsychosocial model 

(Plant et al., 2016) and progress made early in rehabilitation is 

supplemented by natural recovery. Once the natural recovery 

has slowed, patients enter another stage of rehabilitation where 

they must become more self-reliant and self-motivating in order 

to continue their improvement.

Cullen, Chundamala, Bayley, Jutai and Erabi Group (2007) 

conducted a review of brain injury rehabilitation and identified 

that rehabilitation in a transitional living setting following inpatient 

rehabilitation and prior to formal discharge resulted in greater 

independence. Sansonetti et al. (2018, p. 520) identified that 

clinicians felt the “transitional living service setting” enabled 

consideration of additional roles that was not able to be facilitated 
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in the acute inpatient setting. Cullen et al.’s (2007) review found 

that rehabilitation of 6 months or more resulted in improved 

outcomes around independence and social activity and also 

resulted in less need for carers. The acute rehabilitation setting 

in Australia has not traditionally allowed for lengthy admissions or 

consideration of community-based goals.

For the catastrophically brain injured patients, the timeframe for 

rehabilitation is much longer, and the goals are no longer short-

term, but long-term. This phase of rehabilitation is the extended 

rehabilitation model. It does not need to be on a hospital campus 

and, indeed, being away from the bustle of a busy hospital and 

the associated ideas of unwellness is likely advantageous. For 

patients with high care needs, an inpatient setting may be the 

most appropriate, and will certainly provide the most intensive 

rehabilitation; however, a community-based model will be 

suitable for some patients.

Role-based goal setting

Roles are defined as a position in society associated with an 

expected set of behaviours (Hallet et al., 1994). For a person 

with a cABI, participation in their previous roles is threatened. 

These roles include a variety of behaviours that reflect a person’s 

identity (Hallet et al., 1994). The loss of these roles is associated 

with emotional distress (Turner, Ownsworth, Cornwell, & 

Fleming, 2009). Martin et al. (2014) identified that self-identity 

most influences goal choices and does so in the context of social 

identity. Additionally, they state that attention of rehabilitation to 

life goals is essential to being appropriately responsive to the 

ABI population with regards to support and services (Martin et 

al., 2014).

The advantage of using roles is to shift the focus away from 

deficits and impairments and to redirect attention to a person’s 

self. It is important not to define a role with the premorbid 

activities attached, and instead to look at the broad concept; 

for example, the role of ‘employee’ allows options, whereas the 

role of ‘mechanical engineer’ provides little room for change. A 

patient can be provided with a list of life roles, and asked to 

select important roles from the list, or could be supported to 

self-generate life roles. Once the role has been identified, the 

individual can focus on the actualisation of this role, and the set 

of behaviours associated with this role. These behaviours will 

inform the goals for rehabilitation. The number of significant life 

roles chosen is up to the individual. With the direction of the 

goals set by the individual, the therapy team identifies specific 

intervention and short-term goals to work towards.

Goal setting in this manner is not a quick single-session process. 

An individual must spend time with a team member and explore 

important life roles. Having identified desired life roles, functional 

goal setting determines the abilities and activities (skills) needed 

to achieve the desired roles. In turn, the therapy program 

emerges where the needed skills and abilities are developed. 

This sequence of discussion, role aspiration clarification, role-

related impairment identification and therapeutic plan all form 

part of the rehabilitation process by encouraging insight, future 

planning, communication and cognitive skills. It is proposed that 

this sequence flows from the desired life roles of the injured 

person and will lead to the setting of functional goals of therapy. 

Once functional goals are set, a structured rehabilitation program 

will take shape. This therapy-oriented description of the goals 

should be presented in hard copy to the individual and their 

family for reference throughout the rehabilitation admission, and 

to encourage reiterative goal setting as progress is made or not.

An assumption of goal setting in rehabilitation is that patients 

want to be involved, but research has suggested that, in the 

early stages, a therapist-led approach is often welcomed (Plant 

et al., 2016). It is in the later stages, perhaps as patients and 

supporting family have had time to adjust to their situation and 

have developed an understanding of rehabilitation and goal 

setting, that patients want to be more involved and create 

meaningful and tailored goals (Plant et al., 2016; Prescott et 

al., 2018). When the timeframe of the rehabilitation admission is 

extended, it becomes possible for the therapists and the patient 

to consider appropriate functional goals based on the social 

roles the patient wishes to achieve. Such an approach cannot be 

rushed, but instead must be patiently and deliberately pursued, 

following insight-building by both the patient and the supporting 

family.

This paradigm is to be employed after the initial brain injury 

rehabilitation, when it is evident that the severity of the patient’s 

injury means rehabilitation goals that are relevant to the 

patient will not be met in the average 40-day admission. The 

rehabilitation plan is no longer a quick inpatient admission, but 

rather an acknowledgement of time needed to realign life role 

aspirations and the extensive discussion, planning and therapy 

needed to achieve the shift in focus required for a successful 

discharge. Time is essential to allow the patient and family to 

come to know and understand the limitations imposed by the 

ABI, and consequently identify life roles they still aspire to.

Once the timeframes become months, the type of functional 

goals that can be considered and achieved evolve. Partial 
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achievement of desired life roles must be allowed and catered 

for in the functional goal setting process. The life role of 

independent living might be only partially achieved through the 

use of personal assistants, but may still allow a high level of 

autonomy and independence. The inability to fully care for oneself 

does not limit consideration of other goals relevant to the patient 

nor necessarily dictate that a community discharge destination 

is not feasible. However, the inability to care for oneself does 

mean giving more time to this goal, and possibly introducing 

consideration of other options. For individuals for whom fatigue 

is a significant problem, accepting help for personal care may 

mean the ability to access the community with a friend instead 

and, given the importance of intimacy to the ABI population, this 

goal may be more meaningful to the person.

Conclusion

Rehabilitation programs of limited duration and which are 

oriented to function-based goal setting are unlikely to be 

appropriate for catastrophically brain injured patients. The paper 

proposes that, where the level of injury is so severe that life 

role options are profoundly reduced, there should be an altered 

approach to rehabilitation. Goal setting in this context should first 

clarify with the patient and family possible and desired life role 

options. Goal setting would then address the functional skills 

and capabilities needed to achieve those life roles. Implicit in 

this proposed approach is the need for extended rehabilitation. 

This paper proposes role-based goal setting in an extended 

rehabilitation model which allows a personalised experience 

for each patient and the supporting family, and encourages the 

individual to explore their new roles and create goals based on 

a long-term view of themselves. It should not be assumed that 

the presence of a brain injury limits one’s ability to participate in 

goal setting. At the same time, it is the role of the interdisciplinary 

rehabilitation team to provide support through the goal setting 

process by assisting with insight, role identification and then with 

activities required to achieve goals.
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