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Introduction
People with complex needs following a brain injury often benefit from ongoing specialist neurorehabilitation once they are well enough to leave acute care (1).
In the United Kingdom (UK), patients can be referred by acute services to subacute services (Table 1). Level 2 and 3 units are locally commissioned services for people with low to moderate neurorehabilitation needs. Level 1 units, by contrast, are highly specialist services. They are regional units commis​sioned by National Health Service (NHS) England and serve a population of one to five million (1). Eligible patients may have goals addressing a range of severe physical, cognitive, communication, psychological and social difficulties following a brain injury. The unit may specialize in physical neuroreh​abilitation (level la), neurobehavioral rehabilitation (level lb) or a mixed approach (level 1c). Treatment in this setting is according to one of three pathways: restoration of function, disability management or neuropalliation (3,4). These path​ways frequently overlap and change during treatment due to the complex and unpredictable nature of neurorehabilitation.
Following a typical stay of three to six months, a patient might be referred for Level 2 neurorehabilitation if they have ongoing inpatient goals or be discharged to a community setting. Level 1 units, which are commissioned to reduce the person’s length of stay in hospital and lessen their care needs upon discharge, are critical to the maintenance of patient flow through healthcare systems and the reduction of long-term care costs (1).
Families of patients who are admitted to Level 1 units can have expectations of recovery that differ to those of the treating healthcare professionals (HCPs) (5). These differences in opi​nion can make it difficult for families and HCPs to work together and may cause conflict (3,5). Family expectations of recovery are usually more optimistic than those of HCPs. A study, conducted in China, of families of people with severe brain injuries reported that this is due to a lack of under​standing and information about the patient’s diagnosis (6). However, a second study of people in disorders of conscious​ness following a brain injury found that families who were closer emotionally to the patient had higher expectations of recovery regardless of the prognosis they had been given (7). These differing expectations can have implications for neuror​ehabilitation processes, patient flow, and the wellbeing of all involved (8-11). Addressing these expectations with sensitivity can come at a physical and emotional cost to HCPs (5).
Family involvement in brain injury and stroke rehabilita​tion is widely encouraged within the literature to improve patient outcomes and equip families with important skills to support discharge planning and ongoing care (4,12). However, their current level of involvement is reported as transactional

in nature and may be limited due to HCP concerns about challenges to professional autonomy (13,14). There is a paucity of evidence that explores how this tension between HCP and family expectations might be addressed to optimize outcomes, improve service user and family experience, and support HCP wellbeing.
This study builds on the work of a recent scoping review, which aimed to understand how family expectations are cur​rently managed in this setting and to identify exploratory hypotheses for improvement. The review suggested that expec​tations of recovery could be better aligned by redefining neu​rorehabilitation as a ‘shared process’ between patients, families and HCPs (5). This approach would facilitate mutual under​standing and respect, as families could contribute to neuror​ehabilitation and goal setting in partnership with HCPs and the affected patient. To do this, HCPs need to provide families with timely and appropriate information, communicate openly, and prioritize family needs. Systemic changes to increase resource and address power imbalances between HCP and family members were recommended to improve collaboration (5). Following this, the aim of this study was to deepen the understanding of HCP perspectives by addressing the following research questions:
(1) What are HCP experiences of family expectations of recovery?
(2) How do HCPs work with families to address differing expectations of recovery?
(3) How could HCPs improve the way they work with families with differing expectations?
Method
Eighteen semi-structured interviews were conducted at a Level 1 neurorehabilitation inpatient unit in the East of England. The service comprises 20 inpatient beds and is commissioned to provide rehabilitation for a period of three to six months.
Interviews were conducted by JB who is experienced in qualitative research and interviewing and an occupational therapist at the study site. JB was therefore known to the participants in a professional capacity prior to the research being conducted. To ameliorate any impact of this, JB had contact with Patient and Public Involvement and Engagement (PPIE) groups and non-clinical members of the research team to identify assumptions and consider alternative perspectives during the research process, alongside maintain​ing and reviewing a reflective diary.
Interviews were conducted between 1st and 25th October 2024. Participants were eligible if they were a permanent member of staff in a patient (and family) facing role with one year’s experience or more. No restriction was placed on seniority or qualification. Eligible participants were invited by e-mail and were reminded about the study in a face- to-face multidisciplinary meeting a week after the e-mail was sent. A convenience sampling approach was used to maximize the range of the data set. Eighteen interviews were conducted. Three participants representing housekeeping, occupational therapy and speech and language therapy agreed to be inter​viewed but were ultimately unable to participate due to time constraints (n = 2) or sickness (n = 1).
Interviews were conducted in a private office space on the hospital site. A pilot-tested topic guide supported the interview process. The data were audio recorded using an encrypted Dictaphone and transcribed by hand. Field notes were made during and after the interviews. Interviews lasted an average of 46 min (27 min-66 min).
The data were subject to reflexive thematic analysis (RTA). RTA is an iterative approach to qualitative data analysis that emphasizes the researcher’s role in actively interpreting and developing themes, rather than discovering them (15-17). Analysis was inductive, experiential, and phenomenologically informed, but also underpinned by a constructionist episte​mology. Phenomenology aims to understand and capture the meaning of a phenomenon as it is experienced by individuals rather than testing a specific hypothesis. As well as interpret​ing what is verbalized, implicit meanings such as what is left unsaid or tone of voice is also included in the analysis. A constructivist epistemology acknowledges that there is no one reality, and that knowledge is constructed rather than an objective truth. This meant that meaning was prioritized over

more objective measures such as recurrence when developing themes. This analytical approach adopts a flexible, reflexive stance that values meaning-making and lived experience without assuming direct access to an objective inner reality (18). JB and GP completed the data analysis. Analysis was completed using Microsoft Word and NVivo (QSR International, 2024). Four of the 18 transcripts were coded independently and then compared to broaden perspectives on interpretation.
Ethics
The study received Health Research Authority governance approval on 3rd July 2024 (IRAS ID: 343847). Ethical approval was obtained from Medicine and Health Sciences Research Ethics Subcommittee at University of East Anglia on 19th August 2024 (ETH2324-2377).
Results
The 18 participants were predominantly female (η = 13) and aged over 35 (n = 17). Interviewees were from a range of disciplines (Table 2), with highest representation from phy​siotherapy (n = 5). Although they were invited, there was no representation from unqualified nursing staff, administration/ reception staff, or housekeeping. Most participants had over five years’ experience in neurorehabilitation (n = 15). Given the small sample size, the exact job role of participants has been withheld to protect participant anonymity and prevent deductive disclosure.
Data analysis resulted in the development of three central themes: ‘the promise of rehabilitation,’ ‘confidence with com​plexity,’ and ‘developing mutual understanding.’ Please refer to the appendix for a more detailed results section comprising subthemes and exemplar quotes.
The promise of rehabilitation
There is this promise ... you know, this is the place of magical healing. You’ll have this really intensive rehab, and they’ll see you every single day and you’ll be doing this, that and the other which is just not something that we do offer, can offer, have ever offered particularly. (HCP-6)
All interviewed HCPs reported that families often arrived at the unit with high expectations of what the service could achieve, both in terms of therapy intensity and the patient’s recovery. These expectations were formulated pre-admission and were thought to be because of misinformation from HCPs in acute care.
Sometimes our colleagues in a bid to try and soothe or help, say once you get [here], you know, XY and Z, you’ll get intensive therapy, which is the phrase which we all hate. (HCP-16)
Acute services’ understanding of Level 1 neurorehabilitation was thought to be variable due to the large catchment area of regional units, changes to the Level 1 service over time, staff turnover, and some services being unfamiliar with neuroreh​abilitation pathways. The use of term ‘rehabilitation’ to describe the unit was seen as unhelpful by two HCPs members due to its implications of recovery and a lack of emphasis on disability management. The large catchment area meant patients and families often lived some distance from the unit and were put on a waiting list for admission, which seemed to add to the unit’s mystique and promise. Being a regional unit also limited opportunities for face-to-face contact. This meant there were fewer opportunities to meet with acute staff, patients and families prior to admission and negatively impacted the service’s ability to communicate with families once the patient had arrived. Upon admission, families of patients on the ‘disability management pathway were thought to be misled by seeing patients with different impairments and severities. Families were more likely to see other patients who were more active and able on the unit than those with more severe impairments and therefore might expect that their family member would progress to their level of function before discharge.
Why are we sold, like sometimes it’s really clear why the patient’s coming to us, and I get frustrated like ... why is there a massive sign outside the door - rehab? Every poster says rehab. There’s nothing about disability management anywhere. (HCP-9)
All participants stated that engaging with families early, pos​sibly pre-admission, would help set appropriate expectations of the service, such as the number of therapy sessions and length of stay. Admissions to the service were currently felt to be ‘last minute,’ limiting opportunities to liaise with families and acute staff. HCPs reported that meeting families to discuss expectations in the first days of admission would be helpful. However, this was not always possible due to HCP availability during their visits, particularly evenings and weekends. A family welcome pack on arrival and a pre-admission family meeting were suggested as ways to support earlier engagement. However, expectations of recovery, as opposed to service pro​vision, were more difficult to address at this early stage due to a lack of familiarity with the patient, uncertainty around their prognosis, and the complexity of brain injury.
Confidence with complexity
HCPs reported that addressing family expectations was com​plex and required a tailored approach to be effective. Patients and families were from a range of backgrounds and had different communication styles, health literacy levels, and per​sonal experiences of the healthcare system. Additional chal​lenges to communication, such as patients and families speaking limited or no English, or conflict within the family unit were not uncommon. Families were also likely to be experiencing a range of difficult emotions as they came to terms with the brain injury and its impact which needed to be managed sensitively. When asked about traits that made working with families easier, multiple participants alluded to the potential benefits of working with families who worked in healthcare themselves but also acknowledged that this had its own unique challenges. These family members could be more understanding of the service’s limited resources but sometimes expressed a sense of entitlement to better healthcare provision.
Τ don’t think we necessarily, there’s a right way or a wrong way of doing it. I think it depends on the family. I think it depends how receptive they are. I think it depends on their background, how much has been explained to them early on of the impact of an injury.’ (HCP-4)
In addition to the heterogenous needs of families, the com​plexity of brain injury itself was challenging for HCPs to manage. Some families reportedly found it difficult to under​stand the patient’s presentation, why they were not improving, and the reasoning for treatment interventions. Education provided regularly and in a range of formats was thought to help address this issue. However, inconsistent messaging about a patient’s status and prognosis between team members some​times caused families more confusion. These inconsistencies were attributed to misinterpretation of the patient’s presenta​tion, differences in clinical opinion, and wanting to avoid family distress. Senior HCPs stated that inexperienced or less confident HCPs contributed to inconsistency by avoiding con​versations or giving incorrect information. However, a range of disciplines also reported that medical consultants frequently presented overly optimistic information to families. This was frustrating as their view was reported to hold greater authority than other HCPs.
‘You need to make sure you’re all saying the same thing. As long as you all agree on the same thing because if you’ve got different staff members saying wildly different things that’s going to be confus​ing, isn’t it? For the families.’ (HCP-15)
Sixteen of the 18 participants discussed the uncertain nature of neurorehabilitation, which added further complexity when communicating expectations to families. Whilst many HCPs said they had a good idea of how a patient might recover, they also expressed that they could never know for sure and were open-minded about the possibility of further recovery. Most of those interviewed were able to recount cases where a patient had exceeded all expectations. In some instances, this uncer​tainty led to HCPs taking a guarded approach to expectation management for fear of giving false hope too early in the process. In one interview, a participant reflected on the chronic uncertainty families often faced post-injury and how this might impact their perspectives on future prognostication:
‘Also, they’re coming from a place where they’ve usually also been told that the person’s probably going to die, and then if they’ve had intervention, they’re like, well, they said they were going to die, and they haven’t died. So actually, you’re saying that they’re going to remain in this disorder of consciousness, but you know. What? How? Like they were proven wrong. So you can be proved wrong.’ (HCP-11)
It was unclear who was taking responsibility for addressing family expectations. Due to its complex nature, several HCPs stated that this was the role of senior HCPs. However, four senior HCPs of different disciplines felt that exploring expec​tations was not really part of their role as they were removed from day-to-day care. When HCPs did manage expectations, it was often framed as doing the work someone else should have done earlier, either in acute care or earlier in the patient’s admission:
‘All those conversations that might have not happened by maybe someone like the key worker or the doctor. You know, they’ve had loads of people going in and out of their, out of that room and nobody has said the things that are really important to them. So then I end up normally having a conversation because those little conversations haven’t happened.’ (HCP-7)
Developing a mutual understanding
It was apparent that improving family and HCPs’ understand​ing of each other helped align expectations and avoid conflict. Whilst families needed support to understand the nature of brain injury and the rationale for interventions, HCPs also needed to understand the family’s perspective and emotional needs.
HCPs supported families to understand brain injury via a range of means. One strategy was to invite them to join therapy sessions so they could see the patient and their pro​gress firsthand. Three HCPs reported that involving families was not always appropriate, was limited by time constraints, and could impact the quality of the session.
Understanding and trust was also gained by building rap​port and developing open channels of communication. This comprised active listening, validation of family experiences, honesty and giving regular updates. However, some HCPs were cautious about disclosing staffing or other resource chal​lenges as this was seen to impact professionalism and families’ trust in the service:
I have to be quite diplomatic and quite professional in how I come across... even if I know sometimes oh my god, I wish I would have done more. (HCP-14)
Some HCPs characterized efforts to help families understand as feeling like a battle and most HCPs were able to recount moments of conflict with families because of their differing expectations. HCPs reported that it was not uncommon for families to direct anger or verbal abuse toward them when expectations were not met. This placed a significant emotional burden on HCPs and evoked feelings of guilt, anger, and shame. Despite these reported conflicts, HCPs were empa​thetic that these tensions were likely to be rooted in family distress and grief. They acknowledged that unrealistic expecta​tions frequently served as a coping strategy for families and did not always need to be directly challenged.
‘It is really horrible. It’s because you do, even though you can reason it all and it’s not anyone’s fault that he’s not made the progress, when it’s aimed at you, it’s really hard to not feel guilty, to not feel like you haven’t achieved something for these people.’ (HCP-4)
It’s about changing our own mindset, to say it’s OK to let them feel that way and that’s the way that they’re coping. Because you’re not going to influence that change immediately. (HCP-3)
Discussion
Working with families of individuals with a brain injury is perceived as complex, resource intensive and can present sig​nificant emotional and interpersonal challenges for HCPs. However, there appear to be some modifiable areas for improvement.
Defining ‘intensive' rehabilitation
The interviews frequently alluded to the unhelpful promise of ‘intensive rehabilitation’ that may be communicated to families by HCPs in the acute setting. The need for therapy ‘intensity’ is one of the domains in the Rehabilitation Complexity Scale; a tool used by referring services and com​missioners to justify and pay for a patient’s admission (19,20). It therefore makes sense that referring HCPs might expect intense rehabilitation and to communicate this to families. However, this overlooks the feasibility of such intensity, which relies on adequate resource and the patient’s ability to tolerate and benefit from this level of intervention.
In terms of patient capacity, this group typically experiences high levels of fatigue, cognitive impairment, periods of agita​tion, and episodes of poor physical health that may limit the intensity of their therapy interventions (21-23). Those on the disability management pathway may also not be appropriate for intensive rehabilitation, due to the emphasis on assessment and maintenance of health rather than restoration of function.
In terms of resource, the NHS, like many healthcare sys​tems, is under increasing financial pressure, carries a high vacancy and sickness rate, and is working with increasingly complex patients (24-27). Level 1 neurorehabilitation may therefore find it challenging to achieve the intensity recom​mended by the evidence base, though it may be intensive compared to other local or community NHS services.
Regular outreach to acute services to provide education and updates about the service may enable more accurate informa​tion to be given to families prior to admission. Online meet​ings, perhaps with multiple acute services at a time, may enable more efficient communication across the region although this is not without its own challenges (28).
Several participants expressed concerns about disclosing resource limitations to families as it could compromise rapport and trust. This is supported by evidence that service users’ safety concerns increase when HCPs apologize for staffing shortages (29). However, honesty and open communication are described elsewhere as critical to the development of trust in healthcare services (30). Further research exploring family members’ communication preferences and perceptions of ser​vices with resource challenges may therefore be of benefit.
Recognition of disability management
Disability management is a fundamental but poorly understood element of Level 1 neurorehabilitation. Encouragingly, new National Institute for Health and Care Excellence (NICE) guide​lines for chronic neurological conditions signals a growing recognition of its importance, offering a potential framework to shape future care and intervention strategies (31). Additional support for patients and families who have disability manage​ment rather than restoration of function goals may support greater understanding of the purpose of neurorehabilitation. This might include meeting with the family pre-admission to review goals and expected outcomes, providing information about disability management and its benefits, and offering addi​tional opportunities for collaboration and joint working.
Giving a consistent message
Inconsistent messaging from HCPs working within the Level 1 multidisciplinary team suggests a need for greater support to foster a more cohesive and coordinated approach within the service itself. There appeared to be a lack of clarity around who was responsible for leading conversations about expectations of recovery and service provision. Possibly as a result, oppor​tunities to explore families’ expectations were often limited to a single formal meeting and brief, informal conversations. HCPs may therefore benefit from training and additional strategies to improve communication across the multidisci​plinary team.
Prognostic uncertainty further complicated communica​tion, acting as a barrier to open and transparent dialogue. This challenge is well documented in palliative care literature, and a range of person-centered, evidence-based tools are avail​able to help healthcare professionals manage uncertainty alongside patients and families (32). Whether these tools could be adapted to support communication and decision​making in neurorehabilitation merits further exploration.
Supporting HCPs
Like previous research, HCPs acknowledged that hope follow​ing a brain injury was an important coping strategy for some families (33-35). However, managing the conflict that arose when these expectations were not met placed a significant emotional burden on HCPs. An intervention that supports both HCPs and families is therefore essential. In end-of-life care, evidence-based tools have increased clarity and reduced anxiety when initiating difficult conversations about serious illness (36,37). A similar tool to help neurorehabilitation HCPs navigate and communication differences in expectations may therefore be of benefit.
Family-centered care
A family-centered model of care, which aims to improve patient care through greater understanding and partnership with family members, has shown a positive impact on family satisfaction and shared decision making in neuro-intensive care and on wellbeing and discharge planning in stroke reha​bilitation (38,39). Family-centered care requires a deep under​standing of a family’s unique context and cultural needs to inform a tailored approach to neurorehabilitation and future planning based on the needs of the whole family (40-42). This might be achieved through use of a support needs tool such as the Family Needs Questionnaire, which has been validated against families of brain injury survivors (43).
Emphasis is also placed on the family’s active participation and collaboration in care and decision-making throughout neurorehabilitation. The extent to which this is currently hap​pening in neurorehabilitation is unexplored. Further research to establish how aligned family-centered care is to neuroreh​abilitation and whether further work is needed to integrate its principles may therefore be of benefit.
Limitations
The research was conducted at a single Level 1 neurorehabil​itation unit in the UK. Discussion with HCPs working at similar units in the region has indicated that this issue is prevalent across services, but the generalizability of the find​ings to similar units warrants further study. In particular, it may be helpful to explore the impact of geography and proxi​mity to acute services on expectation management.
The researcher’s relationship with the participants was acknowledged to be a potential limitation, as it may have influenced participant responses. However, conducting inter​views with a familiar HCP also had potential advantages such as increased trust, rapport, and visibility. Those interviewed showed willingness, honesty and an open-ness in their responses that might have been difficult to achieve if the research was conducted externally.
No unqualified nursing staff agreed to be interviewed. The reasons for this are uncertain, but may include limited availability, a lack - or perceived lack - of permission to participate, low confidence in their potential contribution, or the potential influ​ence of the interviewer’s role as a fellow HCP. Nursing staff are key providers of day-to-day patient care and have regular contact with families during their evenings and weekend shifts. Their perspectives, alongside those of patients and families, are essential to understand before developing any future interventions.
Conclusion
Multiple interacting factors contribute to HCPs and families having differing expectations in neurorehabilitation. Improving mutual understanding is likely to require a multi-component intervention that improves pre-admission communication, increases support for patients on the disability management path​way, supports HCPs, deepens understanding of family needs, and helps manage uncertainty. The intervention has the potential to improve HCP, patient and family experience, thereby enabling better patient care, improved outcomes, and optimized resources (44). To develop this intervention, a deeper understanding of how different inpatient neurorehabilitation units manage differing expectations and whether any elements could be incorporated into a future complex intervention would be beneficiai. It is also critical to understand family and patient perspectives to support the development of a program with reciprocal benefits.
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ABSTRACT


Introduction: Families of individuals who require inpatient neurorehabilitation following brain injury often have expectations of recovery that differ from treating healthcare professionals. This can hinder collaboration and create tension. This study aimed to explore healthcare professionals' experiences of family expectations and identify ways to improve practice.


Methods: Semi-structured interviews were conducted with healthcare professionals at a Level 1 neuror�ehabilitation unit in England. This National Health Service unit is commissioned to see patients with highly complex needs following a brain injury. Data were analyzed using reflexive thematic analysis.


Results: Eighteen healthcare professionals from a range of disciplines participated, with physiotherapists most highly represented (n = 5). Analysis generated three key themes: 'the promise of rehabilitation,' 'confidence with complexity,' and 'developing mutual understanding.' Participants described differing expectations as a common and emotionally demanding aspect of their work, often complicated by prognostic uncertainty. Healthcare professionals recognized hope as a valid and often protective response to a life-altering brain injury.


Discussion: Improved mutual understanding may require a multi-component intervention to aid com�munication pre-admission, identify family support needs, support patients requiring disability manage�ment, provide emotional support to HCPs, and to address uncertainty. It is critical to first deepen understanding of family and patient perspectives on this topic.
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Phase�
Setting�
Description�
�
Hyperacute�
Major Trauma Centre/lntensive care�
Immediate, life-saving care. Focus on stabilization and neurosurgical/medical management.�
�
Acute�
Acute Hospital�
Continued medical management and early rehabilitation. Patients are assessed for ongoing rehabilitation needs and referred if needed.�
�
Subacute�
Inpatient Neurorehabilitation Units�
Ongoing inpatient neurorehabilitation after acute care. Placement depends on complexity of needs. Split into Level 1, 2, and 3:�
�
- Level 1�
Highly Specialist


Neurorehabilitation (Regional)�
For patients with complex neurorehabilitation needs. Multidisciplinary intensive input. Focus on disability management, reintegration, and long-term planning.�
�
-> -> Level 1a�
Complex Physical Disability�
Severe physical needs (e.g., tracheostomy, prolonged disorders of consciousness). Focus on complex medical and physical rehabilitation.�
�
- - Level�
Complex Cognitive/Behavioral�
Severe cognitive impairment, behavioral risk or aggression. Focus on neurobehavioral rehabilitation and risk�
�
1b�
Needs�
management. Secure units.�
�
—> -> Level 1c�
Mixed/Flexible Unit�
Accepts both physical and cognitive/behavioral complexity. Flexible service configuration depending on caseload.�
�
-> Level 2�
Local Specialist


Neurorehabilitation�
For patients with moderate complexity. Multidisciplinary, but lower intensity/specialization than Level 1.�
�
-> Level 3�
Non-Specialist/General


Rehabilitation�
For patients with low complexity, requiring limited therapy input. Often single-discipline or less frequent rehabilitation.�
�
Community�
Home/Care Home�
Post-discharge rehabilitation in the community. Focus on independence, re-ablement, and participation.�
�



Table 1. UK brain injury pathway (1,2)





Participant characteristics�
η	%�
�
Sex�
Female	13	72%


Male	5	28%�
�
Age�
25-34	1	6%


35-44	10	56%


45-54	4	22%


55-64	3	17%�
�
Years experience in neurorehabilitation�
1-5	3	17%


6-10	3	17%


11-15	5	28%


16-20	5	28%


21+	2	11%�
�
Job role (department)�
Admission/Discharge	3	17%


Medical	3	17%


Nursing	3	17%


Occupational Therapy	1	6%


Physiotherapy	5	28%


Psychology	1	6%


Speech and Language Therapy	2	11%�
�
Seniority�
Team Lead/Consultant	6	33%


Qualified	10	56%


Unqualified	2	11%�
�
Total�
18�
�



Table 2. Participant characteristics.








