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Abstract

Background: Globally, there has been an increase in neurological disorders such as stroke and spinal cord impairments, which often result in permanent disability and require long-term care. However, there is limited evidence on factors influencing the continued care journey for people with neurological disabilities.

Aim: This study aimed to explore the barriers and facilitators experienced by people with neurological disabilities throughout their care journey.

Setting: This study was conducted in a specialised rehabilitation hospital.

Methods: An explorative qualitative design was used. Semi-structured interviews were conducted with 26 patients with neurological disabilities and 15 health professionals. MAXQDA (2024) software was utilised for thematic data analysis.

Results: Key environmental barriers influencing the care journey included limited or delayed access to care, inaccessible infrastructure and transport, a lack of health resources, financial and employment challenges, and poor support and attitudes. Personal factors were identified as the impact of limitations or restrictions on physical function, the patient’s own beliefs, and self-motivation.

Conclusion: People with neurological disabilities experience numerous barriers that suggest gaps in the health system. Throughout the care journey, there is a need to improve health system responsiveness, service accessibility, treatment quality, and health system governance.

Contribution: Specialised health services and system improvements are recommended for people with neurological disabilities, particularly in rehabilitation care and community integration.
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Introduction

The burden of disability caused by neurological disorders is increasing, and globally, approximately 3.4 billion people are affected by neurological disorders such as stroke and spinal cord impairments (SCI).1 In South Africa, the disability-adjusted life years (DALY) for neurological disorders showed a 31% increase from 1990 to 2015.2 The prevalence and burden of stroke and SCI have increased over the past 30 years.3,4 A national registry for spinal cord data or stroke is not available in South Africa. However, available data show that the Gauteng province in South Africa has a 38.7% prevalence of spinal cord injury among patients admitted for rehabilitation.5 It is also reported that stroke is one of the leading causes of disability in South Africa, and approximately 25 000 people die annually from stroke.6 This increase is concerning, given that neurological disorders such as stroke and SCI often result in permanent disability and require long-term care. Evidence on factors influencing the entire care pathway for these neurological-related disabilities is limited and requires region-specific research.

The care pathway for people with neurological disabilities (PWNDs), such as stroke and SCI, interfaces and extends across many stages of care. This can also be referred to as the ‘care journey’, which encompasses patients’ experiences in the health system and the support from relevant people and/or organisations over a continuum of care.7,8 For people with stroke and SCI, this care journey starts with preventative care, then progresses to the onset of the neurological condition in acute care, rehabilitation care, including inpatient and outpatient rehabilitation, and community reintegration. Care pathways and patient experiences can be influenced by a myriad of diverse factors. For example, enablers of the stroke care pathway may include personal motivation, family support, environmental support, rehabilitation programmes, and assistive devices.9 The literature identifies other key enablers for people with SCI to return to work, such as disability adaptation, access to assistive devices, and a supportive work environment post disability.10

Conversely, prior studies identified significant barriers in care pathways, including excessive costs of assistive technology devices, limited awareness of available options, and difficulties meeting the criteria for receiving these devices.11 Tallqvist et al.12 found that the rehabilitation process was primarily limited by delayed access, a lack of health skills, and a lack of health resources. Mohan et al.13 reported barriers to community reintegration, such as inaccessible infrastructure, cultural and psychological barriers, and secondary complications. Therefore, a rigid medical model of care is not adequate for an integrated care pathway for patients with long-term conditions such as SCI and stroke.14 A preventive biopsychosocial approach aimed at achieving optimal functional outcomes and integration should extend from acute care to community care.15,16 Hence, it is important to explore the barriers and facilitators experienced by PWNDs throughout their care journey, to improve health services and optimise their health outcomes.

In South Africa, there is growing evidence of the care pathway for people requiring rehabilitation in general. Barriers identified in isolated parts of the care pathway include limited accessibility to rehabilitation services, a lack of government and social support, negative attitudes, a lack of information, and limited accessibility to transport and the work environment.17,18 However, the evidence is not specific to PWNDs over a continuum of care, despite a global increase in neurological disorders such as stroke and SCI. This gap highlights the need for comprehensive studies examining how to improve health system responsiveness, service accessibility, treatment quality, and governance to support long-term care and inclusion of PWNDs. Thus, this study aimed to explore contextual factors (personal and environmental) experienced by PWNDs throughout the care journey. The South African government is gaining momentum in the implementation of the national health insurance.19,20 Therefore, region- and condition-specific evidence is required to elevate health services, improve health outcomes, and implement an integrated care journey for PWND.

Research methods and design

Research design

An exploratory qualitative study design was used to describe the barriers and facilitators experienced in the care journey of PWND. In addition, recommendations to strengthen the health services for PWNDs were explored. This study was one part of a larger PhD study by the corresponding author.

Study setting

People requiring comprehensive rehabilitation care, such as SCI and stroke, are admitted to a specialised public rehabilitation Hospital in Gauteng province, which is a densely populated urban region in South Africa.21 Statistics in South Africa22 have reported that approximately 84% of the population is accessing public healthcare. The 24-h public rehabilitation hospital serves the entire Gauteng province and receives referrals from all levels of care. Therefore, it provided the most suitable setting. The rehabilitation hospital ward registers indicated that 98% of the patients admitted had disabilities related to neurological disorders.

Study participants

Purposeful sampling was appropriate to ensure coverage of the continued care journey for PWNDs. Therefore, the patient sample consisted of adult inpatients and outpatients with no time limitations since the onset of their neurological disorders. Stroke and SCI are the most common neurological disorders in the adult population at the rehabilitation hospital. All participants were aged 18 years or older and children were excluded. All applicable patients were invited to participate in the study. Expert opinions were sought from the heads of departments (HODs) among the current health professionals at the rehabilitation hospital, including doctors, nurses, physiotherapists, occupational therapists, speech and language therapists, audiologists, pharmacists, dietitians, social workers, and psychologists. These HODs managed professional health departments or, in the case of the operational nursing managers, outpatient departments or hospital wards.

Procedure

Initially, all participants were provided with standardised information and consent forms for participation in the study, as well as for permission to be audio recorded. Semi-structured interviews were conducted to obtain a comprehensive understanding of the patients and HODs by using similar interview guides with open-ended questions. These participants were asked to describe barriers and facilitators they experienced. In addition, they were asked to recommend service improvements in the care pathway. Demographic and other socio-economic data were also collected. Patient data were further categorised according to assistive devices, conditions, waiting times, length of stay, and duration of disability.

The purpose of the study was explained to the participants in a language that they could understand, and informed consent was obtained. A research assistant was available to assist with the patients and language translation as required. All interviews were face-to-face and audio recorded. Interviews were conducted in a private hospital room. Two pilot interviews were conducted, and these results were deliberated with the co-author, Sonti Pilusa. A strategy was implemented to proceed with the subsequent interviews without material changes to the interview guide. Interviews were conducted until data saturation was reached in consultation with the study supervisors. A field journal was implemented, and all research processes and schedules were documented to meet the requirements of research audits.

Data analysis

Qualitative data were analysed using a framework analysis.23 Interviews were audio recorded and then transcribed verbatim by an independent service provider. The primary researcher and research assistant verified the transcripts. The MAXQDA 24 (Analytics Pro) software was used to code the transcripts and develop themes. Continuous familiarisation and re-reading of the data, along with draft coding, were performed during and after the interviews. Two researchers analysed three transcripts inductively and explored the possible codes. Thereafter, the results were discussed, and an inductive coding framework was developed and used to code the remaining transcripts. Similar codes were then categorised into broader categories. This was verified by using a secondary coder at each stage. The final code book was shared with the supervisors for verification. There was an interpretation of the coding and triangulation of data prior to the write-up of the findings.

Theoretical frameworks used in data analysis

Figure 1 refers to the theoretical frameworks used in data analysis as adopted by the World Health Organization (WHO): International Classification of Functioning, Disability, and Health (ICF),24 the Building Blocks of the health systems25 and the Health System Performance Assessment for universal health coverage.26



[image: JPHIA-17-1768-F1.jpg]

The emerging categories were classified using the ICF. The ICF conceptualises a biopsychosocial approach to care by optimising health outcomes to improve activities of daily living and maximal participation in life events.24 The ICF organises and categorises functioning and disability in key health-related domains of body structure and function, activities, participation, and contextual factors.27 The contextual factors comprise of environmental factors (physical, social, and attitudinal environment) as well as personal factors (lifestyle, habits, life events, etc).28 The contextual factors identified in this study were further categorised as services, systems and policies, products, technology and man-made environments, support and relationships, attitudes, and other factors.29

Participants’ suggestions for health service and systems improvements were categorised and adapted primarily from the Building Blocks of the health systems25 and the Health System Performance Assessment for universal health coverage.26 While both frameworks describe similar components to categorise and assess the health system, the building blocks provide simple evidence-based components and indicators for health system strengthening. The Health System Performance Assessment for universal health coverage is a modern framework designed to strengthen the health system and advance universal healthcare.

Methodological rigour

The methodological rigour criteria adhered to the principles of credibility, dependability, confirmability, and transferability.30,31 The primary researcher and research assistant were trained and oriented to the study and data-collection materials in advance. An audit trail was maintained, and all the original data are available via the University of the Witwatersrand repository. During data analysis, a code-recode procedure was employed, in which segments of data were coded in separate sessions, and the results were compared. A codebook and field diary were maintained.

The researcher’s position at the hospital is in administrative hospital management. Therefore, rigid reflexivity was practiced, in which the researchers’ personal, professional, and job-related positional views were set aside to prevent bias and maintain neutrality. A research assistant was also allocated to assist with interviews. The patients were not known to the researcher prior to the interview, and the researcher was introduced to them as a physiotherapist. The researcher was known to the HODs; however, they were reassured about the study’s confidentiality and independence. Their participation was voluntary with witnessed informed consent. In addition, participants had the option of being interviewed by a research assistant who was unknown to all patients and HODs.

Ethical considerations

Ethical clearance to conduct this study was obtained from the University of the Witwatersrand Human Research Ethics Committee (Medical) (No. M220828). The study was registered in the National Health Research Database (GP_202211_037).

Results

The principal overarching theme that emerged was that various barriers were experienced in the care journey because of inefficiencies in the health system for PWND. Various categories and sub-categories emerged. The results of this study have been outlined in the following subsections:


	Heads of departments and patient demographic information.

	An overview of key categories, themes, and quotations describing the key barriers and facilitators in the care journey. An illustrative summary is presented at the end.

	A summary of suggestions to improve health systems with supporting quotations.



Demographic information

A total of 41 participants, 26 patients, and 15 HODs were interviewed. Figure 2 outlines the HOD demographics, with an emphasis on years of experience and representation of HODs from all health professions at the hospital. The HODs represented 100% of the departments existing at the rehabilitation hospital under each profession, as well as the Outpatients Department and the operational nursing managers from the various ward categories. The data revealed an in-depth profile of HODs: the mean total years of work experience was 22 years, and the mean years of rehabilitation experience was 12 years.
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A summary of the patients’ demographic information is outlined in Figure 3. There was a lack of access to rehabilitation care, with patient waiting times for admission to rehabilitation recorded at 17.87 days, while the average length of stay in the rehabilitation hospital was 54.32 days. Patients were interviewed between 10 years and 23 years, 22 years post-onset, allowing data to be collected throughout the care journey, from inpatients to outpatients who were integrated into society.
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A Summary of contextual factors experienced in the care pathway

Various barriers and facilitators are outlined in Table 1. These categories and sub-categories of themes identified are based on the findings of the study that were categorised using ICF contextual factors, that is, environmental and personal factors.24,27,32
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Environmental factors: Services, systems and policies

The majority of barriers identified by the participants were categorised as services, systems, and policies.

The participants reported a lack of access to care, as there were delays in acute care and referral to rehabilitation care, resulting in complications and delays in treatment, such as surgical intervention:


‘The hospital told me I have a TB spine, and I had to wait for the operation.’ (P2, SCI, male, 41 years old)

‘… the delay in referral whereby a patient is being kept at a certain hospital … that other hospital will not manage a patient while they are still awaiting the referral [to rehabilitation] … already the patient has developed complications …’ (HOD 10, Ola, female, 33 years old)



A shortage of health staff was primarily reported by HODs, which contributed to increased waiting times and shorter treatment times:


‘… we don’t have enough staff from the queue marshals … the doctors and you know do many procedures … but it’s only one person who is doing that so they have to wait and that will be increasing the waiting period also.’ (HOD 3, Ivy, female, 55 years old)



Patients indicated a lack of therapeutic services over the weekend at the rehabilitation hospital:


‘… Weekends there is nothing happening. I think at least they should leave some training facilities just open for us … Just to keep our minds busy … now you just eat and watch TV.’ (P17, Stroke, male, 45 years old)



Participants described poor administration of medication that resulted in taking incorrect medication and there was poor management of the medication inventory:


‘… they did not help me with anything. Instead, I drank the medication, the wrong medication for the long time …’ (P26, SCI, female, 44 years old)



Participants reported challenges in meeting financial obligations. The evidence suggests that social grants were inadequate to cover their medical and living expenses in the care pathway for PWND:


‘… the social worker also helped me by organising things … applying for the social grants … I was also stressed with finances, since I am no longer working, and I will be needing money for many things since I am in a wheelchair …’ (P13, SCI, male, 24 years old)



Various patients face challenges and uncertainty of employment post disability because of limited vocational rehabilitation services, limited accessible transport, and the lack of adaptability in the workplace:


‘… He was operating a carwash … but after his injury, he couldn’t operate it anymore.’ (P4, SCI, male, 26 years old)

‘… to get other jobs we are struggling … you can get a job somewhere … to reach you must use two or three taxis a day … so you just give up.’ (P21, SCI, male, 46 years old)



Although the lack of patient and caregiver information services was reported as a barrier by some patients, HODs also indicated that it can be a facilitator:


‘… the difference between rinsing my bladder … I was just not informed … it made a significant difference … I got a lot less infections … I do not think there is a worked-out programme, a standard presentation … I could have known this three years ago …’(P22, SCI, male, 49 years old)



Heads of departments reported a lack of community services for PWND, especially in primary healthcare:


‘… Our primary healthcare facilities are not equipped to deal with disabilities. They do not have the medication, they do not have … Coloplast … dressings for bed sores … the Primary Health Care facilities are not equipped with consumables, and then with actual experience working with the patient’s condition.’ (HOD 9, Aya, female, 31 years old)



The multidisciplinary team (MDT) care received at the rehabilitation hospital was described by the majority of participants as facilitators:


‘… coming here helped me a lot to be able to be independent … transferring … from wheelchair to the bed and to the bathroom or to the toilet … to take care of myself …’ (P13, SCI, male, 24 years old)

‘… They treat us well … They properly communicate … I feel as if I am at home … the hospital assisted me on walking … I started speaking … my hand it is becoming much better …’ (P1, Stroke, female, 50 years old)



Environmental factors: Products, technology, and the man-made environment

Participants, especially the HODs, repeatedly reported a shortage of medical and rehabilitation resources, such as challenges with assistive devices, availability of medication, and a shortage of equipment:


‘… there is a lack of supplies … we do not get the wheelchairs in times or the dressings in times … now the wound that was supposed to heal in a weeks’ time, it takes three months.’ (HOD 4, Ella, female, 62 years old)

‘… the machine which pulls you up … it supports you, like standing … we will have to wait for another … person to finish. Then that is when another person comes in, then I will have to wait for another day to, to be on the machine …’ (P6, SCI, male, 25 years old)



The participants mentioned how inaccessible man-made infrastructure and transport limited access to healthcare, activities, and participation:


‘It changed because now I am using a wheelchair. There are some places that are not accessible for wheelchairs …’ (P21, SCI, male, 46 years old)

‘… First time you move from here to go home, someone picks you up, not public transport, then you are supposed to come here on your own. Then that is when you will see the challenges.’ (P20, SCI, male, 49 years old)



Environmental factors: Support and relationships

Many patients verbalised challenges with homestay pre- and post-rehabilitation care:


‘… I have my own caregiver, there are challenges … I have to beg … repeat the same things, so that itself is mostly challenging …’ (P7, SCI, male, 32 years old)



Caregiver and/or family support was reported as a barrier, but if patients had strong family or caregiver support, it was largely a facilitator:


‘… some families would be a barrier because we find that family are not even prepared to take the patient home, so they really feel isolated …’ (HOD 6, Tumi, female, 47 years old)

‘… If you have people who love and support you, you feel like you own the world … But if you do not get support, it is where you have those stress kind of things. Lucky enough I was having a good family.’ (P21, SCI, male, 46 years old)



The patients and HODs described peer support as a facilitator. Peer support was reported as physical or emotional assistance from other patients with similar disabilities:


‘… They put the food there and they go. And you must beg somebody just to feed you … Many times, the patients helped to feed me.’ (P3, SCI, male, 61 years old)



Environmental factors: Attitudes

Patients highlighted how the health professional’s negative attitudes affected them in their care pathway:


‘… the Sisters … they don’t have patience like even when she gives you food, … with an attitude … you want to change the TV channel, so we were afraid to ask the nurses …’ (P25, SCI, female, 49 years old)

‘… they [nurses] do not really take patients seriously … you have pain, you need medication, and no one is assisting … you go to the bathroom, you mess up yourself, you can remain for like that for four hours …’ (P5, SCI, male, 35 years old)



Family, friends, and community attitudes negatively affect patients’ care pathways:


‘I lost family in terms of now they don’t discriminate me but it’s kind of like they distance themselves …’ (P7, SCI, male, 32 years old)



Personal factors: Limitations in function

Patients described challenges related to limitations in their physical functioning required in activities of daily living, as well as restrictions on participation in various areas:


‘… I am struggling with balance … I cannot do the Coloplast. So, it is the Coloplast is something that helps with saving on nappies… I have pressure sores …’ (P2, SCI, male, 41 years old)

‘… the challenges I had here, is to take myself to a toilet … only physical challenges … Like bathing, changing clothes on your own.’ (P18, Stroke, male, 52 years old)



Personal factors: Personal beliefs

Personal beliefs and traditions can adversely affect patients’ health in the care pathway:


‘… after injury we tried this … west medication and African medication. So, people they say if you can take a sand and put on the fire and then you put your feet … I burnt my feet …’ (P21, SCI, male, 46 years old)

‘… they do not adhere to HIV to the ARV’s … when they come here, they do not disclose to their families they hide medication … relapse …’ (HOD 3, Ivy, female, 55 years old)



Personal factors: Self-motivation

HODs reported that a lack of patient self-motivation limited progress in the rehabilitation programme. Self-motivated patients were more compliant with treatment:


‘… you find that the person is not accepting their condition, so it’s a very big barrier … you can push how far if the patient has not accepted her condition, it’s very difficult to reach out to this person …’ (HOD 4, Ella, female, 62 years old)



Figure 4 is a summary of barriers and facilitators experienced in the care journey of PWND. This illustrates challenges in the health system where the barriers identified far outweigh the facilitators.
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Recommendations to improve health services and systems

The majority of participants recommended key improvements in the health system. These suggestions are categorised according to the WHO health systems building blocks and the health systems performance assessment for universal health coverage in Figure 5.25,26
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Discussion

The care pathway for PWND, such as stroke and SCI, was explored based on the lived experiences of patients and the work experience of various health professional HODs. As outlined in the study’s aims, several barriers and enablers were successfully identified throughout the care journey. Evidence suggests that there are health system challenges for PWND, as numerous environmental and personal-related barriers far outweigh the enablers reported. Participants also made suggestions on how to strengthen health services for PWND.

The study is unique in that it specifically targeted PWND at different stages over a care continuum to provide a more comprehensive exploration of the care journey. While the majority of previous studies were based at a single point in the care journey, they were not specific to PWND. The data suggest that while some patients were recently admitted to rehabilitation care, others were well into their rehabilitation programme or preparing for discharge, and various patients seen in the rehabilitation outpatient clinic had been attending for many years. Expert opinion was explored from every targeted health professional HOD in the hospital. These HODs had substantial experience in work and rehabilitation care, suggesting a deeper understanding. In summary, the diversity of demographic data, encompassing both patients and health professionals, enhances the comprehensiveness of the findings and supports broader applicability across PWND in rehabilitation settings.

Environmental factors

The authors found that primary environmental barriers were reported in areas with poor health service delivery, health system inefficiencies, and limitations related to government directives. There was insufficient access to healthcare services, and in some instances, a complete lack of access, with rehabilitation care especially affected. Furthermore, participants reported various cases of inaccessible infrastructure and transport systems for PWND. Additional challenges identified included a shortage of health resources, significant barriers to securing employment following the onset of disability, and negative attitudes towards PWND exhibited by both family members or caregivers and healthcare professionals. These environmental factor barriers shared commonalities with previous South African studies.33,34,35 For example, Van Biljon et al.35 highlighted poor access to rehabilitation services for people with disabilities in public healthcare facilities, while Magaqa et al.33 identified a lack of rehabilitation services and resources at the primary health level. In this study, patients and HODS also reported delays in wheelchair access and repairs, a lack of medical supplies such as wound dressings and medicines, and a shortage of equipment. Heads of departments reported significant delays because of complex procurement processes and recommended procurement contracts that allow shorter turnaround times for the delivery of goods and services. Modisakeng et al.34 also identified some of these challenges in the South African public hospital procurement system.

Patients admitted to the rehabilitation hospital indicated that weekends were characterised by a lack of engagement in therapeutic interventions, resulting in periods of inactivity and associated feelings of boredom. The patients proposed that they could be more involved in physiotherapy or occupational therapy on weekends to facilitate a quicker recovery. This suggestion represents a novel perspective not documented in previous literature explored by the authors. The average length of stay of these patients at the rehabilitation hospital was 54 days; thus, implementing a patient therapy programme is recommended on weekends and public holidays with relevant in-hospital activities to optimise care and prevent risks in their physical and psychological health.36,37 Considering the reported limitations in the availability of healthcare resources and staff, the feasibility of the suggested weekend therapeutic rehabilitation may be limited.

Community care and integration for PWND were identified as severe environmental barriers because of the lack of specialised primary healthcare services, limited community awareness, inaccessibility to buildings or transport, a lack of care placement facilities, and a shortage of rehabilitation health facilities in the community. Although a few other South African studies support these findings,17,33,38,39,40 many were based on studies at one point in the care journey or included any patient requiring rehabilitation services. The evidence suggests that the South African Health Department needs to develop and implement a comprehensive community care package for PWND, in collaboration with relevant disability stakeholders and other government departments. Some components of this approach are also supported by the literature.41,42

Participants experienced various financial difficulties, and PWND were commonly dependent on social disability grants. The evidence suggests that the disability grant was not adequate to cover living expenses for PWND, and the approval of social grants was reported to be a drawn-out process.10,43 Difficulties in securing gainful employment post disability were yet another environmental barrier identified.18 In this study, wherein 73% of patients were unemployed, and many were unsure if they could return to work. It was found that the majority of these patients would also have to be reskilled for employment, as their jobs required manual labour, prior to their disability.10,44 Therefore, key participant recommendations to facilitate gainful employment for PWND are access to vocational rehabilitation services with emphasis on reskilling, accessibility to transport, adaptability at the workplace, and implementation of supporting government policies to accommodate PWND.45,46

Overall, within the health system, environmental barriers were also reported in the aspects of governance, care coordination, and health system responsiveness, where key health interventions can facilitate better outcomes.47,48,49 The evidence supports the participants’ suggestions for health system strengthening, which include improving clinical management, increasing budget allocations, improving the efficiency of procurement procedures, implementing skills training for health professionals, and implementing greater collaboration between governmental departments and disability stakeholders.

Personal factors

The personal factors reported in this study highlighted the negative impact of limitations in a patient’s individual physical function that was dependent on the severity of their neurological-related disability. For example, patients with SCI experienced challenges in self-care and activities of daily living that are specific to their health impairment.50 Another personal factor was the impact of the patient’s own personal beliefs, where, for example, attempting traditional remedies or recreational activities resulted in burns to the lower limbs. Self-motivation has been described as a personal factor that reportedly influences how well a patient progresses through their rehabilitation programme. Heads of departments reported that patients who are not motivated take longer to reach the outcomes set in the rehabilitation programme. Participants recommended early and continuous patient and caregiver education and training related to personal factors, and the use of peer support.51

Facilitators

The key enablers in the care pathway for PWND were rehabilitation care, an MDT approach, peer support programmes, and positive family or caregiver support.12,52,53 However, the evidence also suggests that these enablers were not consistent throughout the care pathway, and this influenced the quality of care. Therefore, the authors recommend, as also suggested by the participants, an MDT approach, education and training of patient, caregiver and health staff, the development of specialised services such as wound care, incontinence care, pain management, peer support, reintegration programmes, and vocational rehabilitation, with the provision of relevant health resources and budget support.8,47,54

Conclusion

The care journey of PWND was explored to identify barriers, facilitators, and recommendations for strengthening the health system. The WHO, ICF, and Building Blocks of the Health System were used to categorise themes. The evidence shows that PWND experience numerous environmental and personal barriers, suggesting gaps within the health system. Key environmental barriers influencing the care pathway included limited or delayed access to care, inaccessible infrastructure and transport, a lack of health resources, financial and employment challenges, poor support, and attitudes. Personal factors were identified as the impact of limitations or restrictions on physical function, the patient’s own beliefs, and self-motivation. The key enablers identified in the care pathway for PWND were rehabilitation care, especially care at the rehabilitation hospital, an MDT approach, peer support programmes, and positive family or caregiver support. However, these enablers were not consistent throughout the different levels of care. Therefore, throughout the care journey, there is a need to improve accessibility, responsiveness, the quality of health treatment, and clinical governance. Community services and support for PWND are limited, and a more comprehensive care package is recommended. In addition, more intergovernmental collaboration and support from organisations supporting PWND are required to strengthen the care pathway, especially in rehabilitation care and community care.

Limitations

The participants were recruited from individuals accessing services or working at the same Gauteng rehabilitation hospital, as part of a larger sequential multimethod PhD (Author Prisha Alakram-Khelawon). The rehabilitation hospital provides services for patients throughout the Gauteng province and across provinces, as there is a shortage of rehabilitation health facilities in the country (South African National Health Act, Categories of Hospitals). A more comprehensive study of PWND in community care is recommended, as is an exploration of the experiences of patients discharged from rehabilitation care who are living in other provinces.

Implication for practice

Specialised health services for PWND are required for wound care, incontinence care, pain management, peer support, the implementation of MDTs, and rehabilitation care. There is a need to improve accessibility for PWND across infrastructure, transport, and community care. The role of clinical governance and the efficiency of hospital procurement procedures should be reviewed for PWND.

Acknowledgements

This article is based on original research conducted as one part of a larger PhD study with multiple objectives, some of which share similar methodologies. The PhD study is titled: ‘Developing a health systems risk framework for neurological conditions in a Gauteng rehabilitation hospital: A sequential multi-method approach’. This part of the study was submitted to the Faculty of Health Science, Physiotherapy at the University of the Witwatersrand in 2025. The study is currently unpublished and not publicly available. Natalie Benjamin-Damons and Sonti Pilusa supervised the study. The authors confirm that this submitted article is not currently disseminated and has not been published.

This article is based on data from a larger study. A related article focusing on mapping the care pathway for people with neurological conditions has been published in the African Journal of Disability, 14(0), 1726.55 The present article addresses a distinct research question, focusing on identifying barriers and facilitators experienced by people with neurological disabilities. In addition, it also provides recommendations on how to improve these health services.

The patients and Heads of Department are acknowledged for their willingness to participate in the interviews and provide valuable data. Funding for the field work was obtained from the University of the Witwatersrand FRC Individual grant and the South African Society of Physiotherapy.

Competing interests

The authors reported that they received funding from the University of the Witwatersrand (Wits University) and the South African Society of Physiotherapy, which may be affected by the research reported in the enclosed publication. The author has disclosed those interests fully and has implemented an approved plan for managing any potential conflicts arising from their involvement. The terms of these funding arrangements have been reviewed and approved by the affiliated university and society in accordance with its policy on objectivity in research.

CRediT authorship contribution

Prisha Alakram-Khelawon: Conceptualisation, Data curation, Formal analysis, Funding acquisition, Investigation, Methodology, Project administration, Resources, Software, Validation, Visualisation, Writing – original draft, Writing – review & editing. Sonti Pilusa: Supervision, Validation, Writing – review & editing. Natalie Benjamin-Damons: Supervision, Validation, Writing – review & editing. All authors reviewed the article, contributed to the discussion of results, approved the final version for submission and publication, and take responsibility for the integrity of its findings.

Funding information

Funding was received for fieldwork from the University of the Witwatersrand FRC grant in 2023 and 2024 and the South African Society of Physiotherapy in 2023.

Data availability

The datasets generated and analysed during the current study are available in the University of the Witwatersrand repository. Due to ethical and privacy considerations, the data may be obtained from the corresponding author, Prisha Alakram-Khelawon, upon reasonable request. Raw data, unique code identifiers, consent forms, audio recordings, transcriptions, original copies of figures and tables, MAXQDA software projects with coding and code books are available in the research audit trail. The University of the Witwatersrand data sharing policies and prescripts will be applied.

Disclaimer

The views and opinions expressed in this article are those of the authors and are the product of professional research. It does not necessarily reflect the official policy or position of any affiliated institution, funder, agency, or that of the publisher. The authors are responsible for this article’s results, findings, and content.

References


	1. 	Steinmetz J, Seeher K, Schiess N, et al., Global, regional, and national burden of disorders affecting the nervous system, 1990–2021: A systematic analysis for the Global Burden of Disease Study 2021. Lancet Neurol. 2024;23(4):344–381. https://doi.org/10.1016/S1474-4422(24)00038-3

	2. 	Feigin VL, Nichols E, Alam T, et al. Global, regional, and national burden of neurological disorders, 1990–2016: A systematic analysis for the Global Burden of Disease Study 2016. Lancet Neurol. 2019;18(5):459–480. https://doi.org/10.1016/S1474-4422(19)30411-9

	3. 	Ding W, Hu S, Wang P, et al. Spinal cord injury: The global incidence, prevalence, and disability from the global burden of disease study 2019. Spine. 2022;47(21): 1532–1540. https://doi.org/10.1097/BRS.0000000000004417

	4. 	Safdarian M, Trinka E, Rahimi-Movaghar V, et al. Global, regional, and national burden of spinal cord injury, 1990–2019: A systematic analysis for the Global Burden of Disease Study 2019. Lancet Neurol. 2023;22(11):1026–1047. https://doi.org/10.1016/S1474-4422(23)00287-9

	5. 	Alves MA, Pilusa S, Mashola MK. The prevalence and profile of spinal cord injury in public healthcare rehabilitation units in Gauteng, South Africa. Spinal Cord Ser Cases. 2023;9(1):15. https://doi.org/10.1038/s41394-023-00571-9

	6. 	RanganaiI E, Matizirofal L. An analysis of recent stroke cases in South Africa: Trend, seasonality and predictors. S Afr Med J. 2020;110(2):92–99. https://doi.org/10.7196/samj.2020.v110i2.13891

	7. 	Ciria-Suarez L, Jiménez-Fonseca P, Palacín-Lois M, et al. Breast cancer patient experiences through a journey map: A qualitative study. PLoS One. 2021;16(9):e0257680. https://doi.org/10.1371/journal.pone.0257680

	8. 	Gartner JB, Abasse KS, Bergeron F, Landa P, Lemaire C, Côté A. Definition and conceptualization of the patient-centered care pathway, a proposed integrative framework for consensus: A concept analysis and systematic review. BMC Health Serv Res. 2022;22(1):558. https://doi.org/10.1186/s12913-022-07960-0

	9. 	De Rooij IJM, Van de Port IGL, Van der Heijden LLM, Meijer JWG, Visser-Meily JMA. Perceived barriers and facilitators for gait-related participation in people after stroke: From a patients’ perspective. Physiother Theory Pract. 2021;37(12): 1337–1345. https://doi.org/10.1080/09593985.2019.1698085

	10. 	Karcz K, Schiffmann B, Schwegler U, Staubli S, Finger ME. Facilitators and barriers to sustainable employment after spinal cord injury or acquired brain injury: The person’s perspective. Front Rehabil Sci. 2022;3:872782. https://doi.org/10.3389/fresc.2022.872782

	11. 	Monden KR, Charlifue S, Philippus A, et al. Exploring perspectives on assistive technology use: barriers, facilitators, and access. Disabil Rehabil Assist Technol. 2024;19(4):1676–86. https://doi.org/10.1080/17483107.2023.2227235

	12. 	Tallqvist S, Eskola K, Täckman A, et al. Facilitators and barriers in the rehabilitation process described by persons with spinal cord injury: A deductive-inductive analysis from the Finnish spinal cord injury study. Ann Med. 2023;55(2):2303398. https://doi.org/10.1080/07853890.2024.2303398

	13. 	Mohan M, Deb R. Barriers and facilitators during community reintegration of people with spinal cord injury: A qualitative study. J Caring Sci. 2023;13(1):44–53. https://doi.org/10.34172/jcs.2024.31955

	14. 	Bulto LN, Davies E, Kelly J, Hendriks JM. Patient journey mapping: Emerging methods for understanding and improving patient experiences of health systems and services. Eur J Cardiovasc Nurs. 2024;23(4):429–433. https://doi.org/10.1093/eurjcn/zvae012

	15. 	Smedema SM. Evaluation of a concentric biopsychosocial model of well-being in persons with spinal cord injuries. Rehabil Psychol. 2017;62(2):186–197. https://doi.org/10.1037/rep0000150

	16. 	Kobylańska M, Kowalska J, Neustein J, et al. The role of biopsychosocial factors in the rehabilitation process of individuals with a stroke. Work. 2019;61(4):523–535. https://doi.org/10.3233/WOR-162823

	17. 	Vermaak C, Ferreira S, Terblanche E, Derman W. Physical activity promotion in persons with spinal cord injuries: Barriers and facilitators in low-resource communities. Afr J Disabil. 2022;11:988. https://doi.org/10.4102/ajod.v11i0.988

	18. 	Morwane RE, Dada S, Bornman J. Barriers to and facilitators of employment of persons with disabilities in low- and middle-income countries: A scoping review. Afr J Disabil. 2021;10:833. https://doi.org/10.4102/ajod.v10i0.833

	19. 	Department of Health, South Africa. National Health Insurance (NHI) policy [homepage on the Internet]. Government Gazette No. 40955. 2017 [cited 2026 Jul 4]. Available from: https://www.gov.za/sites/default/files/gcis_document/201707/40955gon627.pdf

	20. 	South African Government. National Health Insurance Act no: 20 of 2023 [homepage on the Internet]. Government Gazette. 2024 [cited 2026 July 04]. Available from: https://www.gov.za/sites/default/files/gcis_document/202406/nationalhealthinsuranceact20of2023.pdf

	21. 	Stats SA. Census 2022 [homepage on the Internet]. Pretoria; 2023 [cited 2025 Nov 12]. Available from: https://census.statssa.gov.za/assets/documents/2022/P03014_Census_2022_Statistical_Release.pdf

	22. 	Stats SA. General household survey 2023 [homepage on the Internet]. Pretoria; 2023 [cited 2025 Nov 12]. Available from: https://www.statssa.gov.za/publications/P0318/P03182023.pdf

	23. 	Kiger ME, Varpio L. Thematic analysis of qualitative data: AMEE Guide No. 131. Med Teach. 2020;42(8):846–854. https://doi.org/10.1080/0142159X.2020.1755030

	24. 	Leonardi M, Lee H, Kostanjsek N, et al. 20 years of ICF – International classification of functioning, disability and health: Uses and applications around the world. Int J Environ Res Public Health. 2022;19(18):11321. https://doi.org/10.3390/ijerph191811321

	25. 	World Health Organization. Monitoring the building blocks of health systems: A handbook of indicators and their measurement strategies [homepage on the Internet]. World Health Organization; 2010 [cited 2025 Oct 24]. Available from: https://iris.who.int/server/api/core/bitstreams/a4b7c7f8-9084-4d76-b512-fa5a7597ec06/content

	26. 	World Health Organization. The WHO Health System Performance Assessment (HSPA) framework for universal health coverage [homepage on the Internet]. 2022 [cited 2025 Oct 27]. Available from: https://www.who.int/publications/i/item/9789240042476

	27. 	World Health Organization. ICF checklist, version 2.1a, clinician form [homepage on the Internet]. Geneva; 2003 [cited 2025 Oct 28]. Available from: https://www.who.int/publications/m/item/icf-checklist

	28. 	Kinoshita S, Abo M, Okamoto T. Effectiveness of ICF-based multidisciplinary rehabilitation approach with serial assessment and discussion using the ICF rehabilitation set in a convalescent rehabilitation ward. Int J Rehabil Res. 2020;43(3):255–260. https://doi.org/10.1097/MRR.0000000000000421

	29. 	Pan H, Ding S, Liu X, Zou Z, Xu Q, Ye Z. Analysis of nursing assessment terminology for neurological conditions and its cross-mapping with the International Classification of Functioning, Disability and Health (ICF): A multi-centre cross-sectional study. Nurs Open. 2021;8(5):2686–2695. https://doi.org/10.1002/nop2.825

	30. 	Forero R, Nahidi S, De Costa J, et al. Application of four-dimension criteria to assess rigour of qualitative research in emergency medicine. BMC Health Serv Res. 2018;18(1):120. https://doi.org/10.1186/s12913-018-2915-2

	31. 	Zelčāne E, Pipere A. Finding a path in a methodological jungle: A qualitative research of resilience. Int J Qual Stud Health Well-being. 2023;18(1):2164948. https://doi.org/10.1080/17482631.2023.2164948

	32. 	Correa CL, Liou TH, Barrios M. Editorial: ICF-based rehabilitation for neurological disease. Front Rehabil Sci. 2022;3:995070. https://doi.org/10.3389/fresc.2022.995070

	33. 	Magaqa Q, Ariana P, Polack S. Examining the availability and accessibility of rehabilitation services in a rural district of South Africa: A mixed-methods study. Int J Environ Res Public Health. 2021;18(9):4692. https://doi.org/10.3390/ijerph18094692

	34. 	Modisakeng C, Matlala M, Godman B, Meyer JC. Medicine shortages and challenges with the procurement process among public sector hospitals in South Africa; findings and implications. BMC Health Serv Res. 2020;20(1):234. https://doi.org/10.1186/s12913-020-05080-1

	35. 	Van Biljon HM, Salie B, Van Wyk JC, et al. Access to public healthcare rehabilitation services by persons with disabilities in South Africa: A scoping review. Disabil CBR Inclus Dev. 2022;33(3):41. https://doi.org/10.47985/dcidj.620

	36. 	Brazeau H, Davis CG. Hope and psychological health and well-being following spinal cord injury. Rehabil Psychol. 2018;63(2):258–266. https://doi.org/10.1037/rep0000209

	37. 	Rahayu UB, Wibowo S, Setyopranoto I, Hibatullah Romli M. Effectiveness of physiotherapy interventions in brain plasticity, balance and functional ability in stroke survivors: A randomized controlled trial. NeuroRehabilitation. 2020;47(4):463–470. https://doi.org/10.3233/NRE-203210

	38. 	Nizeyimana E, Joseph C, Phillips J. The role of self-efficacy in community reintegration among persons with traumatic spinal cord injury in South Africa. J Spinal Cord Med. 2022;45(5):739–747. https://doi.org/10.1080/10790268.2020.1855867

	39. 	Govender P, Naidoo D, Bricknell K, Ayob Z, Message H, Njoko S. ‘No one prepared me to go home’: Cerebrovascular accident survivors’ experiences of community reintegration in a peri-urban context. Afr J Prim Health Care Fam Med. 2019;11(1):e1–e8. https://doi.org/10.4102/phcfm.v11i1.1806

	40. 	Owolabi EO, Ferreira K, Nyamathe S, et al. Social determinants of seeking and reaching injury care in South Africa: A community-based qualitative study. Ann Glob Health. 2023;89(1):5. https://doi.org/10.5334/aogh.4003

	41. 	Ned L, Cloete L, Mji G. The experiences and challenges faced by rehabilitation community service therapists within the South African Primary Healthcare health system. Afr J Disabil. 2017;6:311. https://doi.org/10.4102/ajod.v6i0.311

	42. 	Chong N, Akobirshoev I, Caldwell J, Kaye HS, Mitra M. The relationship between unmet need for home and community-based services and health and community living outcomes. Disabil Health J. 2022;15(2):101222. https://doi.org/10.1016/j.dhjo.2021.101222

	43. 	Govender V, Fried J, Birch S, Chimbindi N, Cleary S. Disability grant: A precarious lifeline for HIV/AIDS patients in South Africa. BMC Health Serv Res. 2015;15(1):227. https://doi.org/10.1186/s12913-015-0870-8

	44. 	Dorstyn DS, Chur-Hansen A, Mansell E, et al. Facilitators and barriers to employment for persons with chronic spinal cord injury or disorder: A qualitative study framed by the person-environment-occupation model. J Spinal Cord Med. 2023;46(2):246–255. https://doi.org/10.1080/10790268.2021.1922231

	45. 	Piłat A, Woźniak B, Tobiasz–Adamczyk B, et al. Difficult entry and return to the labor market: On the professional (re)integration of people with disabilities and chronic health conditions in Poland (The PATHWAYS research project). Int J Occup Med Environ Health. 2019;32(4):475–488. https://doi.org/10.13075/ijomeh.1896.01352

	46. 	Lee M, Choi Y, Lee EY, Kim DA, Ho SH. Life experiences with using community care among people with severe physical disabilities: A comparative analysis between South Korea and Japan. Int J Environ Res Public Health. 2020;17(24):9195. https://doi.org/10.3390/ijerph17249195

	47. 	Hachem LD, Ahuja CS, Fehlings MG. Assessment and management of acute spinal cord injury: From point of injury to rehabilitation. J Spinal Cord Med. 2017;40(6):665–675. https://doi.org/10.1080/10790268.2017.1329076

	48. 	Morris LD, Grimmer KA, Twizeyemariya A, Coetzee M, Leibbrandt DC, Louw QA. Health system challenges affecting rehabilitation services in South Africa. Disabil Rehabil. 2021;43(6):877–883. https://doi.org/10.1080/09638288.2019.1641851

	49. 	Cieza A, Kwamie A, Magaqa Q, et al. Framing rehabilitation through health policy and systems research: Priorities for strengthening rehabilitation. Health Res Policy Syst. 2022;20(1):101. https://doi.org/10.1186/s12961-022-00903-5

	50. 	Schwab SM, Spencer C, Carver NS, et al. Personal factors understood through the ecological-enactive model of disability and implications for rehabilitation research. Front Rehabil Sci. 2022;3:954061. https://doi.org/10.3389/fresc.2022.954061

	51. 	Fernandes JB, Fernandes S, Domingos J, et al. Motivational strategies used by health care professionals in stroke survivors in rehabilitation: A scoping review of experimental studies. Front Med. 2024;11:1384414. https://doi.org/10.3389/fmed.2024.1384414

	52. 	Lucci VEM, McKay RC, McBride CB, et al. Barriers and facilitators to changing bowel care practices after spinal cord injury: A theoretical domains framework approach. Spinal Cord. 2022;60(7):664–673. https://doi.org/10.1038/s41393-021-00743-0

	53. 	Harrison J, Thetford C, Reeves MJ, Brown C, Joshi M, Watkins C. Returning to leisure activity post-stroke: Barriers and facilitators to engagement. Int J Environ Res Public Health. 2022;19(21):14587. https://doi.org/10.3390/ijerph192114587

	54. 	Gallacher KI, May CR, Langhorne P, Mair FS. A conceptual model of treatment burden and patient capacity in stroke. BMC Fam Pract. 2018;19(1):9. https://doi.org/10.1186/s12875-017-0691-4

	55. 	Alakram-Khelawon P, Pilusa S, Benjamin-Damons N. Exploring the care pathway for neurological conditions in a Gauteng rehabilitation hospital, South Africa. Afr J Disabil. 2025;14:a1726. https://doi.org/10.4102/ajod.v14i0.1726



OPS/JPHIA-17-1768-F2.jpg
M 1. Doctor2 (13.3 %) 6. Pharmacist 1 (6.6 %)
2. Physiotherapist 2 (13.3 %) 7. Clinical psychologist 1 (6.6 %)
M 3. Occupational therapist 1 (6.6 %) 8. Dietician 1 (6.6 %)
1 4.Speech and language therapist 1(6.6 %) [l 9. Nurse 5 (33 %)
I 5. Social worker 1 (6.6 %)

Standard

Mean  geviation  Range
Age (years) 46 9 31-62
Total work experience (years) 2 £10 8-37
Rehabilitaion experience (years) 12 +5 1-17

Note: Fifteen health professionals were interviewed.

FIGURE 2: Demographic information of heads of departments.
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FIGURE 1: Theoretical frameworks used for data analysis.
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FIGURE 4: Barriers and facilitators.





OPS/JPHIA-17-1768-F3.jpg
with neurological
conditions = 26 (100%)

Stroke = 6 (23%)

Total number of patients . SC1 =20 (77%) . Inpatients = 15 (58%) Male = 17 (65%)

Outpatients = 11 (42%) Female =9 (35%)

W 1.21-30(n=5,19%) || @ [l 1. Incontinence (35%) b [ 1. Employed (n =6, 23%) c [l 1. Wheelchairs (n = 24, 58%) d
[ 2.31-40 (=6, 23%) [ 2. Pain (16%) [2. Unemployed (= 19, 73%) [ 2. Walking aids (n = 13, 32%)
[ 3.41-50 (n =11, 42%) W 3. HIV (12%) 3. Pensioner (n =1, 4%) [ 3. Other (n =4, 10%)
4.51-60 (n =2, 8%) 4. Hypertension (12%)
[ 5.61-70 (=2, 8%) I 5. Spasms (9%)

6. Tuberculosis (5%)

7. Pressure ulcer (3%)

[] 8. Pulmonary condition (3%)
[ 9. Lower limb burns (3%)
[7] 10. Diabetes mellitus (2%)

g 910

7

Mean Standard deviation Range
Waiting time for admission at the rehabilitation hospital (days) 17.87 +20.25 0-90
Length of stay in the rehabilitation hospital (days) 54.32 +40.47 3-162
Duration of disability from onset until interview (years) 3.12 +5.63 10 days-23.22

SCl, spinal cord impairments.
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Contextual factors

: A summary of barriers and facilitators experienced in the care journey.

Barriers and facilitators

Enviromental factors

Services, systems and
policies

Products, technology, and
the man-made environment
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Alack of patient and caregiver information
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Limited community services for PWND
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Facilitatol
« Positive MDT care received at the rehabilitation
hospital
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« Negative effects of personal beliefs and
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Barrier:
« Alack of self-motivation negatively affected
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Facilitator:
« Well‘motivated patients positively impacted
their progress in rehabilitation care

Source: Leonardi M, Lee H, Kostanjsek N, et al. 20 years of ICF — International classification of
functioning, disability and health: Uses and applications around the world. Int J Environ Res
Public Health. 2022;19(18):11321. https://doi.org/10.3390/ijerph191811321; World Health
Organization. ICF checklist, version 2.1a, clinician form [homepage on the Internet]. Geneva;
2003 [cited 2025 Oct 28]. Available from: https://www.who.int/publications/m/item/icf-
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disease. Front Rehabil Sci. 2022;3:995070. https://doi.org/10.3389/fresc.2022.995070.
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FIGURE

articipants’ recommendations categories and sub-categories.
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