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Abstract
Objectives: The study identified the issues for families affected by catastrophic injury in the early days post injury with a view to highlighting the need for some key 
changes to the system in Western Australia. 

Methods: The research used a community participatory research framework to conduct the study. Overall, twenty-three carers of those with a catastrophic injury were 
interviewed using semi-structured interviewing technique. Transcripts were analysed using an iterative thematic analysis framework. 

Results: The lack of preparedness for families in adapting to a family member with a permanent injury was highlighted. Experiences during the early days following 
the event had a major impact upon the family’s ability to adjust post injury. 

Conclusion: A structured pathway is needed to allow families, especially those with children, to adjust to life after the event. Families who are not financially 
compensable are particularly vulnerable with inadequate support in adjusting to life with a family member following a traumatic catastrophic injury. 

Practice implications: Changes to the system are recommended across a number of core areas to ensure equity of access for all of those with long term catastrophic 
injury.
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Introduction
There has been a rapid rise in Australia between 2004-2009 of the 

number of persons with a disability utilising rehabilitation services 
across the five domains of community, accommodation, community 
access, respite, and employment in the disability sector [1]. In addition, 
40% of those requesting community services also reported having an 
informal or family carer [1] to assist them with the activities of daily 
living. In terms of a catastrophically injured person, it is now generally 
accepted by health professionals, the legal system and the community 
that the most appropriate model of care required, particularly those of 
a young age, to achieve their optimum recovery (functional, emotional 
and social) is that of structured supported care in a community 
environment [2,3]. The demand for community based rehabilitation 
services reflects the current trend that institutional care is no longer 
considered the most appropriate form for the normalization of a 
person post injury regardless of whether the individual is eligible for 
financial compensation following the event or not. Although, there are 
a number of resources across the whole of Australia to provide greater 
access to community rehabilitation and recovery programs for persons 
with an acquired brain injury and/or spinal chord injury [1] there is a 
large proportion of care that still is dependent on a family member as 
primary carer. 

A report from this study [4] focused on the status of families 
affected by catastrophic injury in Western Australia and showed that 

support and education for carers of those who return to the community 
is lacking in structure and consistency with no clearly defined pathways 
to ensure longer term recovery strategies are in place. Although the 
implementation of recovery strategies is commendable, the negative 
impact on families who face assisting the long-term support and care 
of injured persons as their primary carers in the community setting 
cannot be understated [5]. Consequences include altered relationships 
and physical and emotional challenges for care recipients and their 
carers alike [6,7]. There is a significant body of research around the 
overall negative impacts for primary (unpaid) carers in terms of both 
the psychological and physiological stressors when caring for someone 
over a longer time period [8-10]. Negative impacts include a loss of 
income, social isolation, physical and emotional exhaustion and 
grief around losing the original relationship with a former partner, 
companion and/or family member [9,11,12]. In the case of catastrophic 
injury, the impact is sudden and due to the understandable focus 
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around the survival of the person who has sustained the injury in the 
short term, the effect on the family is often poorly dealt with in both 
the acute care setting and during the early rehabilitation period [13,14]. 

The overall aim of the study was to explore the experiences of 
families for whom a member has sustained a catastrophic injury during 
their post injury journey in Western Australia. As a major factor in 
long term adjustment, this paper focuses specifically on the sudden 
initial impact on the family unit during the early critical care days post 
injury. 

Methods
Methodology 

The study used a community participatory research framework 
[15,16] given that the issues were to be explored from a consumer 
perspective. Since consumer and community participation from the 
outset was essential to the success of this project, a steering panel was 
convened with responsibility for all aspects of the project including 
the design, appropriate data collection techniques, analysis and 
interpretation of results along with the dissemination of results to 
relevant stakeholders within the community. The panel member areas 
of expertise were diverse and included organizational representatives 
from government and non-governmental organizations providing 
services to both clients and also family carers in the areas of acquired 
brain injury, paraplegia and quadriplegia. A number of panel members 
were also those who had sustained an injury along with two panel 
members who are family (informal) carers. 

Definition

Catastrophic injury is defined as any traumatic injury resulting 
in the need for long-term attended care for activities of daily living, 
including brain injury, spinal chord injury causing paralysis and lower 
or upper limb amputation [17]. A primary caregiver is defined as a 
person who gives ongoing care on a day to day basis for the person with 
the disability without being paid a salary for the activities and support 
that they provide [18]. 

Sample 

Caregiver participants for the study were recruited from rural and 
metropolitan areas of WA. Participants were recruited through the 
steering panel and community organizations who provide support 
specifically for those affected by catastrophic injury. The study was 
also advertised to potential participants via advertising in bulletins, 
newsletters and organizational websites commonly available to the 
target groups in this study. Potential participants were asked to 
self-identify by contacting the researcher and expressing interest 
in becoming involved in the study. Subsequently, a letter including 
consent forms and information sheets was mailed out to the potential 
participants. A suitable time for the interview to take place was then 
finalized. 

Data collection methods 

Key areas and issues for discussion for in-depth interviews were 
identified through two facilitated workshops held at the university 
with the steering panel. Using a standard Delphi panel process [19], 
drafts were distributed and re-distributed to the panel until a final set 
of areas for exploration during the interviews was finalized and agreed 
upon. Due to the sensitive nature of the study, and given the nature 
of the injuries sustained by potential participants, the principles of 
community consultation, flexibility and sensitivity always informed the 

development of the data collection process, ensuring that any potential 
risk of psychological harm or discomfort to participants was kept to a 
minimum.

Data were collected through a series of semi-structured interviews 
conducted at the participants’ convenience. A total of 23 interviews 
were completed with persons who had taken on a role as a primary 
carer and were self-identified as being either a spouse or other family 
member. Interviews were conducted face-to-face or by telephone as 
preferred by the participant. Demographics of carer participants are 
shown in Table 1. 

The data collection methods used a phenomenological approach by 
conducting in-depth semi structured interviews with primary carers. 
Phenomenology is defined by Morse & Field [20] as seeking to gain 
what is the essence and core meaning of participants’ experiences. A 
phenomenological approach was considered by the steering panel to 
best identify the complexity of issues amongst informants in exploring 
the impact of caring for someone with catastrophic injury (typically 
family members and/or friends) and in accessing services and support. 

Analysis of data

Interviews were analyzed using an iterative thematic analysis 
process. Initially, transcripts were read through and analyzed manually 
with codes and categories being established. Both manual and 
computer assisted (QSR NVivo 8.0) (Bazeley P) [21] methods of data 
management and analysis were performed to prevent the researchers 
from becoming distanced from the data during the analysis process. 
Saturation point was achieved in terms of establishing common themes 
from the interviews. Numerous themes were identified as common to 
all twenty-three informants in regard to the issues for the family unit 
around caring for someone with a catastrophic injury.

Ethics

Approval for the study was provided by the University of Australia 
Human Ethics Committee. 

Results
Overall, the largest impacts for carers included a number of key 

areas specifically around communication and lack of guidance during 
the early post injury days as shown in Table 2. 

Communication 

Lack of information post injury: Carers in this study highlighted 
that the loss of control and sense of helplessness in the early days post 
injury. A number of carers felt largely excluded from the process of 
treatment and care for the injured family member. One immense 
difficulty for families lay in learning to navigate their way around 
the health system and simultaneously coming to terms with such 
a catastrophic event. One carer described this phase as ‘almost 
drowning’ in trying to cope with clinicians, organizations, accessing 
services and knowing what services one is entitled to through the 

Gender Mean Age (yrs) Rural Metro
Male 5 66 yrs 1 4
Female 18 62 yrs 4 14
Total 23 (overall) 63 yrs 5 18

Relationship 
(to person with disability)

Parent Spouse Sibling
15 6 2

Table 1. Carer demographics.
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post injury system. The prognosis was sometimes given to the family 
without full explanation. Many spoke of a sense of disempowerment 
in the face of hospital medical professionals. The worst-case scenario 
was usually presented to the family by the clinician who then had to 
process the news and learn how to cope with the prognosis. Other 
participants highlighted the difficulties experienced from not 
knowing whether the person would live or die and that doctors in 
particular were unable to provide a clear prognosis for patients. 

Carers said,

“While he was at hospital they were quite helpful, but they were very 
blunt to the point. I remember this neurosurgeon called us for a meeting 
and he just said, ‘Look, your son has had massive, massive bleeds. His 
brain is peppered with bleeds. Your son will never ever be anything.’ And, 
you know, there is not lot of compassion.” [Female carer 60 yrs-son with 
ABI]

“A young intern at the hospital said to me, and I was in total shock 
because I was with her when she got knocked down, he said, ‘She’d 
either die tonight or otherwise she will be a vegetable.’ It was just awful.” 
[Female carer 55 yrs-sister with ABI]

Others felt too overwhelmed to ask questions in the early days and 
highlighted their inability to ‘think straight’ regarding future plans. Yet 
others worked on piecing together information and observation from 
hospital staff to draw their own conclusions.

“Well that was all the information I got, and I pretty well guessed 
a lot of it. I knew he was paralysed, but I didn’t know the extent of the 
internal injuries.” [Female 57 yrs-caring for son with ABI and spinal 
chord injuries]

Lack of reassurance: The events that occur in the early days 
frequently had a longer term impact on the carers participating in this 
study. Decision around medical care such as switching off life support 
machines became longer term unresolved issues amongst family 
members. This carer felt that the lack of information from medical staff 
had led to her being made a scapegoat within the family for insisting 
that her husband (their father) would ‘never be the same again’. 

She said,

“As far as I am concerned I should never have been the bearer of bad 
news and had to facilitate that. 

“Recently his [the injured person] brother has been really funny with 
me. But when I talked to him, he thought that I had actually stopped 
them from turning off the life support.” [Female 46 yrs-caring for 
husband with ABI]

Problems were highlighted particularly for families of those 
sustaining a brain injury. This was attributed to the uncertainty of 
prognosis for those having sustained such an injury and that health 
professionals were reluctant to give families ‘false hope’ in the early 

months following the injury. Nonetheless, the necessity for all those 
involved in the person’s care to explain carefully each stage of the 
patient’s journey to family members was a foremost priority for 
participants in this study. 

Unfamiliarity with medical terminology: Use of medical 
terminology by the healthcare team meant that sometimes families 
did not initially understand the full extent of injuries. One family carer 
asked her brother (a doctor) to explain her son’s diagnosis because 
she was not given the option of a longer consultation with the hospital 
team following the stabilization of her son post injury. Another carer 
described her recollection of her relationship with the doctors at the 
hospital as ‘very cold’. Language in describing prognosis appeared 
very clinical and callous to some carers with expressions such as ‘in a 
vegetative state’ and ‘he will always be a vegetable’ being noted as highly 
inappropriate and de-humanizing. One carer commented, ‘…there has 
got to be a better way of describing it than that.’ 

Perceived influence regarding institutionalization from the 
health care team: Some carers highlighted the perceived pressure 
during early days to agree to have the person placed in institutional 
care (nursing home). One carer participant was told that she might 
as well ‘go home and forget about him’. Another felt because of the 
different areas of specialization involved during the hospitalization 
phase, doctors sometimes treated their ‘area’ but ‘did not see the whole 
person’ and future potential. Reflecting back on the early days, some 
carers recounted the negative advice and information they were given. 
In fact, ‘proving medical professionals wrong’ was a common theme 
amongst carers who participated in this study when reflecting back to 
the early days post injury. For example, 

“They told me that he will never work, he will never do this or that. 
But no, with a frame, he was able to help himself.” [Female carer - 
husband with ABI]

Another was told to ‘go find a nursing home’. This situation was 
made even more stressful for those residing in Australian rural and 
remote locations having to decide whether to farewell the person and 
hand them over to institutional care in metropolitan Perth. Carers 
who decided against health professional advice and brought the 
person home spoke of the lack of support from the medical teams at 
the hospital (“You couldn’t possibly look after him. He is such a big 
man”). One said that the nurse wished her ‘good luck’ when she said 
she was going to take her husband home and another said that the 
only option the family were offered was permanent care in a frail aged 
facility. The pressure of uncertainty amongst carers who decided to 
‘take the person home’ was felt for many years after the initial days 
during hospitalization. 

Lack of clear pathway or guidance for recovery

Disempowerment during decision making processes: Participants 
noted that in many cases families were presented with few options 

Communication Lack of a clear pathway to recovery/guidance Communication and guidance 
•	 Initial lack of information 
•	 Lack of reassurance due to the fragile status of 

the patient following the event.
•	 Unfamiliarity with medical terminology 
•	 Perceived formality of information provision. 
•	 The often perceived ‘influence’ from the health 

care team to have the person institutionalised.

•	 Family sense of helplessness and relinquishing 
of family roles to health care team

•	 Diminishing role as advocate for family 
member. 

•	 Lack of awareness of the impact for children 
and younger family members of the persons 
who sustained the injury. 

•	 Lack of planned discharge strategies for person 
back into the community - particularly for those 
who are unlikely to receive compensation or 
those living rurally. 

•	 No perceived intermediary for family prior to 
discharge. 

•	 Social worker knowledge variable in specific 
area post injury. 

Table 2. Key aspects post injury leading to disintegration of support networks.
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regarding the person’s recovery. The trauma of the event followed by 
decisions largely made by hospital personnel without fully consulting 
the family were spoken of frequently by study participants. Carers and 
other family members already going through trauma of post injury 
adjustment were often not aware of the reasons behind a number of 
decisions made by the health team. Another explained that she had 
been very specifically told that her son would be institutionalized or 
another quite categorically told that the person ‘could not go home’. 
Another said that the doctor only ever discussed putting her husband 
in an aged care facility. She said,

“And after he was interviewed, the doctor said to me, ‘No, it is not 
worth to send him [to rehabilitation].’ I said, ‘What am I going to do?’ 
They said to me, ‘Put him in home.’ I said, ‘He has already got a home, 
he is coming home with me.’[Female-caring for husband with ABI and 
spinal chord injuries]

Diminishing role as advocate for person with injury: Language 
used by medical staff included words like, ‘have to’ and ‘no choice’. One 
carer said, ‘They always say, ‘You have to’.” In addition, carers noted 
that they would sense or perceive that an aspect of the person’s care 
was not satisfactory but felt powerless to act. Even persisting in asking 
questions became problematic, 

“I was taken aside and told that we cannot guarantee your husband’s 
care if you continue to harass our staff. I was told not to look at charts, 
what medications he was taking and so on”. [Female 46 yrs-caring for 
husband with ABI]

Lack of awareness amongst family of long term impact: 
Confronting the reality of a person’s injuries was extremely difficult 
for families in the early days and some of the carers who participated 
reflected back on decisions to keep the person alive at the time. 

“Maybe then we would have said, ‘Look, just don’t do it. I know 
that their job is to preserve life, but I mean, what are you preserving? 
[Son], all he does is open his eyes and breathe. I mean, he has got no life.” 
[Female 60 yrs-caring for son with ABI]

“I didn’t really know what the outcome would be. They said that he 
was critical; he could have gone at any time. They didn’t really say that 
he would be like this for the rest of his life.”[Female 52 yrs caring for son 
with ABI and spinal injuries]

Communication and guidance 

Lack of planned discharge and family intermediary strategies: 
The foremost issue resulting from this study was the significant and 
ongoing impact on carers’ lives which is brought about by the perceived 
lack of involvement of families in the early days of hospitalization. In 
terms of family support following a catastrophic injury, one carer said 
that this should be initiated right back in hospital following the initial 
event. Families are in shock and creating a supportive atmosphere is 
crucial to ensuring that the family members are able to support each 
other over coming months and years. She explained,

“The hospital is where I actually feel that they should start with 
families advocating for empowering people to be involved. That is where 
the education and support should start. I think that is where a lot of the 
trauma came in. No one sat and said, look we need to sit with you and 
bring the family in. And that’s the problem. My [husband’s name] been 
isolated from his family. You lost control.” [Female carer-Husband with 
ABI and spinal chord injuries]

One suggestion was to provide a short handbook following the 

injury to explain exactly what the injury is, medical terminology and 
what the family can expect. This was perceived as perhaps being less 
confronting in the early days for some families. This carer further 
suggested a role for a trained facilitator or mediator at the hospital to 
help families work through issues, early on in the process. She further 
highlighted the issue with family members who are unable to realize 
the severity of the situation and she felt that that this would be better 
explained by a person external to the family instead of a parent or 
spouse/partner. 

The intermediary role of the social worker in the hospitals: 
Although some participants received relevant and useful advice from 
a social worker whilst still in the hospital, the timing and relevance of 
the information was variable. Some participants said that they did not 
see a social worker ‘for weeks’ after the injured person was admitted. 
One said, she didn’t see a social worker, ‘for days and days’ and another 
carer whose son would not be eligible for financial compensation said 
that it was only after five weeks that they were referred to a social 
worker to examine their finances regarding discharging the patient into 
their care. One carer said that they had frequent disagreements with the 
social worker regarding their son’s care. However, for others, seeing a 
social worker in the early days provided clear benefit in planning for 
the longer term. 

“She was really good and helped us struggle with things that were 
happening in there, because a lot of horrible things happened in the 
hospital.” [Female 58 yrs-caring for son with ABI]

Some social workers were greatly valued by carers in the vulnerable 
early days of post injury. One said that the social worker had provided a 
much needed positivity in the face of an overwhelming outcome. 

“And the social worker actually was with me, and she just kept 
saying to me on the way back, ‘Look, just try and listen, try and take it in, 
but if you can’t, it doesn’t matter. But always remember the doctors are 
not God. And she said, believe me, he is a young healthy boy, he’s never 
had traces of alcohol or drugs. If he is young and healthy, I have seen 
miracles, just remember that.’” [Female 61 yrs-caring for son with ABI]

However, overall social workers were valued for helping families 
to access services or know what their entitlements were. One carer 
felt that although the social worker was available, that he/she should 
be more focused on children and families needing support during a 
vulnerable time following the accident. 

Discussion and implications
Discussion

The findings demonstrate the limitations in assisting families to 
come to terms with resultant life changing circumstances and show the 
ways in which this can potentially have detrimental effects in the longer 
term for both the person who sustained the injury and their immediate 
family. 

Families of the person who has sustained the catastrophic injury 
face some difficult and emotionally charged situations during the initial 
weeks post injury. During the early days in a hospital acute setting 
families are often overwhelmed by shock and uncertainty, initially as 
to whether the person would survive and then in assessing the effects 
on the family of either partial or complete recovery [22]. Given that the 
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focus is understandably on the person who has sustained the injury, 
it is frequently the case that the rest of the family are left to fend for 
themselves in terms of coming to terms with the event and dealing 
with the post-traumatic stress thereof. Particularly when children are 
involved, this study showed that the spouse is focused on processing 
the event to the detriment of helping their children cope with the 
adjustment. This is in accord with the literature that shows that children 
of parents who have sustained a catastrophic injury and in particular 
a brain injury struggle to come to terms with the after effects of the 
event [23-25]. Social workers often are called upon to assist families 
in dealing with their grief and adjustment. However, the relevance of 
the information depends upon the expertise of the social worker in 
the area and the amount and relevance of information that the social 
worker may have received from the health professionals and clinicians 
within the hospital setting. Decisions that are made hurriedly, can often 
impact on the family for many years after the event and it is crucial 
that the health care team involve the family in all decisions regarding 
the wellbeing of the person who has sustained the injury. This is also 
seldom an instant recovery process and will require months of assisted 
counseling and or family meetings to process and adjust to. However, 
once outside of the hospital setting, families are often not monitored 
and the coping mechanisms of children impacted on are seldom 
assessed. In addition to this, the study results revealed the potential 
for family conflict in the wake of a spouse having the make decisions 
without family consultation in a facilitated setting about future care for 
the person with the injury [26]. 

Implications

The involvement in families from the early rehabilitation days 
ensures better coping skills for caregivers and other family members 
(particularly children) once the persons returns to the community 
once more [27]. It is vital for medical staff to realize the impact of 
such decisions on families and to provide clear and straightforward 
information to the family members in a consistent way. This 
study focused on the impact for families during the early days of 
hospitalization following a catastrophic injury. Although the short 
term impact of providing more intensive psychological assistance and 
guidance for families may be costly for the tertiary sector, in the longer 
term it enables families to adjust and cope longer term in living with a 
person with a catastrophic injury and subsequent disability. 
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