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Thesis Abstract 

Background 

Vestibular disorders can have debilitating impacts on a person’s life, such as increased risk of 

falling, depression, and anxiety, among others. This may have impact on the lives of family 

members. Understanding the experiences of Significant Others (SOs) can assist health 

professionals in providing effective, family-centred management; however, little is currently 

known about the experiences of SOs in vestibular disorders. It is anticipated that SOs 

experience limitations to their daily functioning; a phenomenon known as Third-Party Disability. 

Third-Party Disability can be better understood by mapping impact to the World Health 

Organisation’s International Classification of Functioning, Disability and Health (WHO-ICF) 

framework. Understanding Third-Party Disability is crucial to tailoring management in this 

population and maximising functioning.  

Study 1: An exploration of significant others’ experience with ongoing vestibular 

disorders 

Aim: To understand the experiences of living with ongoing vestibular symptoms from the 

perspective of SOs.  

Method: Ten in-depth, semi-structured interviews were conducted with SOs of people with 

vestibular symptoms. A phenomenological thematic analysis was conducted to capture the 

essence of being a SO to somebody with ongoing vestibular symptoms. 

Key findings: Four themes were identified in the data. 
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• Journey The progression of learning to understand, cope and adapt with a family 

member’s vestibular condition is a unique journey;  

• Ownership Participants reported varying levels of ownership of their family member’s 

vestibular condition;  

• Intangibility Participants reported inconsistent advice from healthcare professionals, 

struggles with understanding, and challenges obtaining a shared understanding with 

their own support networks;  

• Disempowerment SOs were left feeling powerless due to not knowing what to do for a 

family member when they experienced vestibular symptoms. 

Study 2: Third-Party Disability in ongoing vestibular disorders through the lens of the ICF 

framework 

Aim: To describe Third-Party Disability in SOs of people with vestibular disorders using the ICF 

framework. 

Method: Ten in-depth, semi-structured interviews were conducted with SOs of people with 

vestibular symptoms. Data were linked to the ICF framework. 

Key findings: SOs reported fewer social outings, psychological impact such as negative 

emotions, increased domestic responsibilities, and impeded leisure time, among other things. 

Modifiable contextual factors included healthcare professionals providing clearer information, 

increased support from social networks and better accessibility to medical care.  
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Study 3: Involvement and Disability: a pilot validation of two surveys for significant others 

in cases of vestibular disorders 

Aim: To develop and perform pilot validation on two surveys to measure SO involvement and 

disability.  

Method: Two surveys (involvement and disability) were developed. Twenty-eight SOs 

responded to the surveys. Cronbach’s alpha analysis was conducted to determine internal 

consistency.  

Key findings (Involvement survey): Initial evaluation of internal consistency was non-ideal 

(Cronbach’s alpha=0.69) but with systematic omission of questions, adequate consistency was 

achieved (Cronach’s alpha=0.83). 

Key findings (Disability survey): Initial internal consistency (based on Cronbach’s alpha) was 

excellent (Cronbach’s alpha=0.96). No questions were omitted. 

Conclusions 

SOs experience marked changes in their everyday lives in the form of third-party disability. 

Healthcare professionals can address this problem by practicing family-centred care in 

vestibular consultations and measuring outcomes of family-centred management options using 

the tools developed in this study.  
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Chapter 1: Introduction 
This chapter introduces the background knowledge underpinning this thesis and outlines the 

thesis purpose and structure. A thorough examination of the literature and formation of thesis 

research questions will be covered in Chapter 2: Literature Review. 
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1.1 Background 

As the thesis is examining third-party disability in vestibular disorders, I will cover the necessary 

background knowledge needed to understand the relevant literature and thesis aims. Firstly, I 

will cover the vestibular system, symptoms and disorders. This will be followed by introduction 

of the World Health Organisation International Classification of Functioning, Disability and 

Health (WHO-ICF) framework, and how it can be applied to facilitate understanding of third-

party disability. 

1.1.1 Vestibular Symptoms and Disorders 

The vestibular system is part of the inner ear responsible for balance; it contains five end-

organs that detect linear (otoliths) and rotational (semi-circular canals) acceleration. Disorders 

of this system frequently result in symptoms such as vertigo, dizziness and unsteadiness. The 

International Classification of Vestibular Disorders (ICVD) (Bisdorff, Staab, & Newman-Toker, 

2015) aims to provide a multi-layer structure for classification of these symptoms and 

disorders: 

• Layer 1: Symptoms and signs. This includes vestibular symptoms such as vertigo, 

vestibulo-visual symptoms and dizziness. 

• Layer 2: Syndromes. Clusters of symptoms can be considered as acute, episodic, or 

chronic vestibular syndromes. 

• Layer 3: Disorders and diseases. Specific symptom sets and syndromes are classified into 

a disorder or disease with implications for diagnosis, pathophysiology and management. 

The ICVD is still being developed, and more articles characterising disorders and diagnostic 

criteria are still being published. The use of a multi-layered classification structure reflects the 
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overlap between many disorders and diseases in terms of their presenting symptoms and 

alludes to the complexity of diagnosing vestibular disorders. 

1.1.1.1 Vestibular Symptoms 

Vestibular symptoms have been classified by Bisdorff, Von Brevern, Lempert and Newman-Toker (2009) 

and are classified into four categories: 

• Vertigo. False perception of motion commonly described as ‘spinning’ or ‘rocking’ and 

applies to perceived self-motion (internal vertigo) rather than environmental motion 

(external vertigo). 

• Dizziness. A feeling of impaired spatial orientation where perceived motion is absent.  

• Vestibulo-visual symptoms. Either a false sensation of environmental motion, such as 

spinning or tilting (external vertigo), or visual blur originating from the vestibular 

system.  

• Postural Symptoms. Poor maintenance of postural stability when upright, including 

unsteadiness and balance-related falls.  

Clusters of these symptoms may make up acute, episodic or chronic vestibular syndromes 

(Bisdorff et al., 2015): 

• Acute vestibular syndrome. Sudden onset of vestibular symptoms, often with no prior 

history of vestibular problems. Examples: Vestibular Neuritis and Labyrinthitis.  

• Episodic vestibular syndrome. Disorders that flare up in symptomatic episodes by their 

nature and pathophysiology. Examples: Meniere’s Disease, Vestibular Migraine and 

Benign Paroxysmal Positional Vertigo. 



4 

 

• Chronic vestibular syndrome. Vestibular symptoms present most of the time over an 

extended period. Examples: Bilateral Vestibulopathy, Persistent Postural-Perceptual 

Dizziness.  

1.1.1.2 Vestibular Disorders 

There is a diverse and extensive range of vestibular disorders; as such, not all will be covered 

here. Several common vestibular disorders are listed below: 

• Meniere’s Disease (MD). An episodic vestibular disorder characterised by vertigo attacks 

of greater than 20 minutes, fluctuating low-frequency hearing loss, and tinnitus or aural 

fullness in the symptomatic ear (Lopez-Escamez et al., 2015). 

• Vestibular Migraine (VM). An episodic vestibular disorder characterised by recurrent 

vestibular symptoms accompanied by migraine features such as headache, aura, 

photophobia or phonophobia (Lempert et al., 2012). 

• Benign Paroxysmal Positional Vertigo (BPPV). An episodic vestibular disorder 

characterised by vertigo triggered by positional head movements. Considered to be 

caused by movement of calcium carbonate crystals (otoconia) through the semi-circular 

canals, BPPV can often be resolved with repositioning manoeuvres (von Brevern et al., 

2015). 

• Vestibular Neuritis (VN). An acute vestibular disorder thought to be caused by sudden 

loss of function in the superior, inferior or total vestibular nerve. Symptoms include 

severe vertigo, nausea and emesis, with gradual improvement in symptoms over time 

(Strupp & Brandt, 2013). 
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• Persistent Postural-Perceptual Dizziness (PPPD). A chronic vestibular disorder 

characterised by persistent non-spinning vertigo that is worse in an upright position and 

exacerbated by busy visual environments (Staab et al., 2017). 

1.1.2 International Classification of Functioning, Disability and Health (WHO-ICF) Framework 

Having covered the fundamental aspects of vestibular symptoms and disorders, we will now 

move on to an explanation of the World Health Organisation’s International Classification of 

Functioning, Disability and Health (WHO-ICF) framework (Model of functioning and disability 

shown in Figure 1), which is crucial for understanding third-party disability. The ICF is a 

biopsychosocial model that can be used to describe the impact that any health condition has on 

the functioning and disability of the individual with the condition, given their life context (World 

Health Organisation, 2001). The crux of a biopsychosocial model is the recognition that health 

conditions are complex and require recognition of the interaction between biological, 

psychological and social factors when considering a health condition (Borell-Carrió et al., 2004). 

The ICF framework recognises that impact on a person’s life stretches beyond the impaired 

body part; impacts can manifest in reduced ability to complete activities or participate in those 

activities during their everyday lives. Impacts also extend beyond physical limitations; social and 

psychological impacts are also recognised. Contextual factors are also crucial for consideration 

in healthcare settings, as there are certain factors that may aid functioning (facilitators) or 

worsen disability (barriers); understanding these barriers and facilitators creates potential to 

maximise functioning by altering a person’s individual context (such as their environment). Use 

of the ICF (through various avenues, such as clinic and research) involves providing 

classifications of health conditions and impacts of those conditions. Classifications can be used 
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to match treatments to health problems in a clinical setting, or to measure outcomes in a 

research setting. The classifications in the ICF provide an international standard language for 

discussing and measuring health conditions. Analysing impacts of health conditions with the ICF 

produces a description of those impacts and contextual factors in a standardised, 

internationally-recognised format with direct applicability to measurement of disability and 

influence of contextual factors.  

 

Figure 1 World Health Organisation International Classification of Functioning, Disability and Health (WHO, 2001) 

In Figure 1, the components of the ICF are displayed in the model of functioning and disability, 

which is useful in a clinical setting. However, for the purposes of in-depth classification, a 

comprehensive list of codes was published (WHO, 2001). This list contains over 1400 codes 

organised hierarchically. A depiction of this hierarchy with example codes can be seen in Table 

1. As mentioned, the ICF considers changes to a person’s ability to perform activities and 
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participate in life events, but also the contextual factors that may be influential in their 

experience of disability. To this end, the hierarchy of the ICF is split into two parts: ‘Functioning 

and Disability’ and ‘Contextual Factors’. Each part contains different components, and each 

component contains different domains. An overview of these sections will now be provided. 

Table 1 Example of the ICF classification hierarchy. Italicised items would be the codes used for these examples, but items can be 
coded at a higher, more general level of classification if appropriate. 

 ICF 

Part Functioning and Disability Contextual Factors 

Component Body Structures and 
Functions 

Activities and 
Participation 

Environmental 
Factors Personal Factors 

Domain/Chapter 

(1st category) 
b2 Body Functions d4 Mobility e4 Attitudes Not coded. 

Examples include 
gender, age, 

culture, personal 
beliefs. 

2nd Category 
b235 Vestibular 

functions 
d410 Changing 

basic body position 

e450 Individual 
attitudes of 
healthcare 

professionals 

3rd Category b2351 Vestibular 
function of balance d4105 Bending   

     

Qualifier  Performance Barrier  

 

1.1.2.1 Part 1: Functioning and Disability 

This part is split into two components: ‘Body Structures and Functions’ and ‘Activities and 

Participation’. It provides classification for physical and mental impairments, and the impact 

those impairments have on an individual participating in their everyday lives. In the ICF, 

‘functioning’ is the ability to function normally; for Body Structures and Functions, it implies 

normal structural and physiological function, and for Activities and Participation, it implies 

continuing to do tasks in everyday life. ‘Disability’ is the deviation from normal functioning; for 
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Body Structures and Functions, it implies impaired structural or physiological function, and for 

Activities and Participation, it implies not being able to perform tasks in your everyday life.  

1.1.2.1.1 Body Structures and Functions 

Any change to normal functioning of anatomical structures and physiological functions is 

classified as an ‘impairment’ in this component. For example, if we consider an insult to the 

vestibular system that impedes normal function of the semi-circular canals, the resulting 

structural impairment would be classified under ‘s2602 Semicircular canals’ (Body structures -> 

The eye, ear and related structures -> Structure of the inner ear -> Semicircular canals). If the 

resulting functional impairment is impaired balance, it would be classified under ‘b2351 

Vestibular function of balance’ (Body functions -> Sensory functions and pain -> Vestibular 

functions -> Vestibular function of balance) (Table 1).  

1.1.2.1.2 Activities and Participation 

This component classifies changes to ability (‘activity limitations’) and interaction in life events 

(‘participation restrictions’). The component is further classified into nine domains that cover all 

life areas: Learning and applying knowledge, General tasks and demands, Communication, 

Mobility, Self-Care, Domestic life, Interpersonal interactions and relationships, Major life areas, 

and Community, social and civic life. An individual may have difficulty doing a task either 

because they are unable to do it, or because their current environment prevents them from 

doing it. As such, Activities and Participations share the same codes in the ICF, but the codes 

require further classification. Once classified in this component, impacts can be further 

qualified as either ‘performance’, meaning they are unable to do the task in their current life 

context, or ‘capacity’, meaning they are unable to perform the task in any environment. For 



9 

 

example, if a person suffers from BPPV and avoids bending over for fear of triggering their 

symptoms, that would be classified under ‘d4105 Bending’ and qualified as ‘performance’ 

(Activities and participation -> Mobility -> Changing basic body position -> Bending) (Table 1). 

1.1.2.2 Part 2: Contextual Factors 

There are two Contextual Factor components in the ICF: ‘Environmental Factors’ and ‘Personal 

Factors’. Classification of contextual factors are important for considering how context may be 

exacerbating disability but also to consider how context can be utilised to maximise 

functioning. Contextual factors can be further qualified as a ‘barrier’, meaning it makes 

disability worse or impedes functioning, or a ‘facilitator’, meaning it reduces disability or 

improves functioning.  

1.1.2.2.1 Environmental Factors 

Environmental factors are all contextual factors extrinsic to the person in question, including 

physical and social environments. This component is divided into five domains: Products and 

technology, Natural environment and human-made changes to the environment, Support and 

relationships, Attitudes, and Services, systems and policies. For example, if the attitude of a 

person’s doctor is supportive and helpful, it would be classified under ‘e450 Individual attitudes 

of health professionals’ and qualified as a facilitator (Environmental factors -> Attitudes -> 

Individual attitudes of health professionals) (Table 1). If the person’s doctor was unhelpful and 

not willing to work towards a better solution, it would be classified with the same code but 

qualified as a ‘barrier’. 
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1.1.2.2.2 Personal Factors 

Personal factors are all contextual factors intrinsic to the person in question, such as gender, 

age, personal attitudes and culture. While these factors are important for a complete picture of 

experience of functioning and disability, they are not classified within the ICF due to the 

immense diversity of personal factors internationally and across cultures. If codes were to be 

assigned to personal factors, the resulting document would be extremely large and 

impracticable.  

1.1.3 Third-Party Disability 

When one person’s health condition impacts on somebody else’s life, ‘third-party disability’ 

occurs. Hickson and Scarinci (2007) demonstrated how the entire ICF (health condition, 

functioning, disability and contextual factors) of the person with a health condition can become 

an Environmental Factor for their Significant Other (SO), with lead-on implications for their own 

functioning, creating third-party disability (Figure 2). For example, a person with hearing loss 

may not realise their spouse is trying to converse with them, but the spouse experiences 

communication difficulties because the hearing-impaired partner cannot hear them. These 

difficulties are considered reduced functioning and may also have follow-on effects such as 

strained relationship, stress or other problems. In this way, the benefits of ICF analysis can be 

adapted and applied to the SO of a person with a health condition, uncovering a need for more 

support or recognising problematic contextual factors that may be able to be modified.  
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Figure 2 Third-Party Disability in hearing impairment using the WHO-ICF (Hickson and Scarinci, 2007) 

1.2 Thesis aims 

We have now covered the fundamental background of vestibular symptoms, the ICF framework 

and third-party disability. With these in mind, the aims of this thesis are: 

• To examine the current literature relating to SOs of people with vestibular disorders to 

identify need of further research and current understanding of the situation; 

• To explore the lived experiences of SOs of people with vestibular symptoms, whether or 

not there is a diagnosed vestibular disorder; 

• To explore the presence and nature of third-party disability in this population using the 

WHO-ICF framework;  
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• To construct and perform pilot validation of a tool to measure SO involvement in 

vestibular disorders based on the reported experiences of this population; and 

• To construct and perform pilot validation of a tool to measure third-party disability 

based on the results from the WHO-ICF analysis. 

1.3 Thesis structure overview 

To identify a research gap and summarise current literature in relation to SOs and vestibular 

disorders, a literature review was conducted (Chapter 2). This review summarises the current 

literature on SO involvement in vestibular disorders, impact on the SO, use of the ICF to detail 

third-party disability and how best to measure disability. The review concludes with the 

research questions for the thesis. 

The first study (Chapter 3) is a qualitative interview study designed to explore the experiences 

of SOs of people with ongoing vestibular symptoms. ‘Ongoing’ vestibular symptoms were 

chosen for this study to rule out any short-lived or easily resolved disorders, as it was suspected 

the impact would be greater on SOs when ongoing symptoms were present. Ten interviews 

were transcribed and analysed via thematic analysis to produce four themes that described the 

essence of being a SO to a person with ongoing vestibular symptoms. This study has been 

published by the International Journal of Audiology. 

The second study (Chapter 4) used the same qualitative interview data collected in Chapter 3; 

data were analysed by being linked to the ICF. Results of this study detail what third-party 

disability looks like in this population, by classifying impacts on their lives into components and 

domains of the ICF. Data were linked to the Body Functions, Activities and Participation, and 
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Environmental Factors components, giving a comprehensive report of impairments, 

participation restrictions and contextual factors relevant to this population. 

The third study (Chapter 5) involved construction and pilot validation of two surveys: firstly, to 

measure SO involvement in vestibular disorders; secondly, to measure SO disability in vestibular 

disorders. For formation of the involvement survey, data from interviews in Chapter 3 were 

extracted empirically if they were related to SO involvement (such as assisting with driving or 

housework) and translated into a 21-item survey. For the disability survey, codes from the ICF 

analysis in Chapter 4 were translated into a 34-item survey. Twenty-eight participants took the 

surveys; a principal component analysis and Cronbach’s alpha analysis were conducted and 

used to consolidate the questions.  

Chapter 6 provides a summary of findings, discussion of clinical implications, limitations of the 

research and future research directions.  

A complete list of references is included at the end of the thesis.  
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Chapter 2: Literature Review 
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2.1 Introduction 

The following chapter provides an overview of current literature relating to vestibular 

disorders, involvement of significant others (SOs), and third-party disability. It highlights the 

debilitating nature of vestibular disorders on sufferers and the potential impact on families, and 

why this population requires further investigation. The World Health Organisation International 

Classification of Functioning and Disability (WHO-ICF) framework will also be covered and its 

applicability to understanding disability will be discussed. A figure that summarises key articles 

discussed in this literature review is included at the end of the chapter (Figure 3). This chapter 

will conclude with the research questions for this thesis.  

2.2 Vestibular Symptoms 

Vestibular disorders are a common ailment, with diagnosed population prevalence estimates of 

up to 6.5% (Hülse et al., 2019). These disorders are often characterised by symptoms such as 

dizziness, vertigo, unsteadiness or imbalance (Bisdorff et al., 2009). These symptoms may arise 

from an acute event (e.g. Vestibular Neuritis), ongoing and episodic disorders (e.g. Meniere’s 

Disease; Vestibular Migraine) or chronic conditions (e.g. Bilateral Vestibulopathy) (Bisdorff, 

Staab, & Newman-Toker, 2015).  

Experiencing vestibular symptoms can have substantial and far-reaching impacts on an 

individual’s life. Vestibular disorders have been shown to impact on psychological health; for 

example, research has found a higher rate of depression and anxiety among those with high 

illness severity and self-reported dizziness handicap (Arroll, Dancey, Attree, Smith, & James, 

2012;  Piker, Jacobson, McCaslin, & Grantham, 2008; Sakagami et al., 2016), especially in cases 

of vestibular migraine and Meniere’s Disease (Eckhardt-Henn et al., 2008). Comorbid 
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depression and anxiety has also shown to be associated with decreased balance confidence in 

older adults with vestibular dysfunction (Marchetti et al., 2011). Vestibular symptoms also 

often impact the quality of life for sufferers (Neuhauser et al., 2008), which may be due to a 

number of reasons, including impaired ability for social functioning and activities of daily living, 

symptom severity, fatigue, and maladaptive coping mechanisms (Guinand et al., 2012; Levo et 

al., 2013; Porter & Boothroyd, 2015).  

While it is crucial to understand the experiences and struggles of people experiencing vestibular 

disorders, it is also important to understand the experiences and struggles of their family and 

support network. Research studies have shown that involving the family in management of 

health conditions (such as stroke, osteoarthritis, neuromuscular disorders and coronary heart 

disease) can lead to improved quality of life and psychological wellbeing in the person suffering 

the condition (Bertilsson, von Koch, Tham, & Johansson, 2015; Martire, Schulz, Helgeson, Small, 

& Saghafi, 2010; Porter & Boothroyd, 2015; Seesing et al., 2014; Yates, 1989). These findings 

have also been observed with vestibular conditions; for example, it has been shown that good 

social support can be associated with improved quality of life in Meniere’s sufferers (Porter & 

Boothroyd, 2015). In a meta-analysis of couple-oriented interventions conducted by Martire et 

al. (2010), it was found that involving a SO in chronic disease management could lead to 

reduced depressive symptoms, improvement in pain and better marital functioning. Despite 

these suggestions that SO involvement may be beneficial, little is known about the specific 

impacts of SO involvement in vestibular conditions.  

The impacts on the life of sufferers of vestibular symptoms have been well documented, but 

there has been little research to investigate the impact on the lives of their family or SOs. The 
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available literature on impact of vestibular symptoms on an individual’s family will now be 

reviewed. 

2.3 Vestibular symptoms and the SO 

Although impacts on family and SOs are not yet well understood, it is expected that vestibular 

disorders may have far-reaching effects in SOs’ lives, given the debilitating and restricting 

nature of vestibular symptoms. In a study conducted by Miffon and Guyot (2015), it was found 

that people experiencing bilateral vestibular dysfunction suffered a wide range of adverse 

effects related to their balance problems. These included altered everyday activities, such as 

ceasing driving and reducing participation in outdoor sports. Many who reported inability to 

complete daily activities relied on close family members or spouses for assistance. While this 

implies involvement of the family member in daily coping of the person’s vestibular 

dysfunction, opinions and experiences of the spouses were not directly investigated or 

analysed, and the impact and disability on their own life remains unexplored.  

Vestibular symptoms impact on balance, and it has been shown that people with vestibular 

disorders often experience a Fear of Falling (FoF) (Schlick et al., 2016). Honaker and Kretschmer 

(2014) investigated the effects FoF has on the patient and on their caregiver. When examining 

the impact on the caregiver, it was found that they largely experienced stress in their role to 

care for the patient and had little confidence in the patient’s ability to perform daily activities 

safely on their own. For younger caregiver/patient pairs, the caregivers also exhibited 

frustration towards the patient’s FoF. It was also noted that the caregivers for older patients 

were more likely to be their children, and the caregivers for younger patients were more likely 

to be a spouse, which may have influenced caregiver experience of the patient’s FoF. It is 
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reasonable to assume that family members of people with vestibular disorders may experience 

similar attitudes if the vestibular disorder also leads to a FoF. 

Congruence between a person with a health condition and their SO is an important factor to be 

considered in health management, as it has been associated with better patient outcomes and 

adherence to treatment (JoÃo Figueiras & Weinman, 2003; Fox, 2000). In vestibular disorders, it 

has been shown that there is congruence between a patient and their spouse in understanding 

of the severity and impact of dizziness on the patient (Piker, Jacobson, Tran, McCaslin, & Hale, 

2012). The researchers in this study administered questionnaires to patients and their spouses 

and found that both parties rated symptom severity and dizziness handicap (for the patient) 

similarly. While this shows a potential understanding of dizziness experience between a 

vestibular disorder sufferer and their spouse, the impact of that dizziness on the spouse’s life 

was not investigated.  

2.3.1 Meniere’s Disease 

More research has been conducted specifically on the effect of Meniere’s Disease (MD) on a 

sufferer’s SO. MD is an ongoing, episodic condition with a clinical presentation of attacks of 

hearing loss, aural fullness, tinnitus and vertigo lasting upwards of 20 minutes at a time (Lopez-

Escamez et al., 2015). In a study by Stephens, Pyykkö, Kentala, Levo and Rasku (2012), open-

ended questionnaires were filled out by SOs of Meniere’s sufferers. These questionnaires asked 

them to detail the impact of the MD on their own (the SO’s) life. They found a broad range of 

impacts that were coded into components of the World Health Organisation’s International 

Classification of Functioning and Disability (WHO-ICF) framework. Impacts were broad-reaching 

across the ICF components: Activity Limitations (e.g. difficulties with communication and 
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mobility), Participation Restrictions (e.g. increase in household responsibilities), Environmental 

Factors (e.g. change in diet to accommodate low-salt food) and Personal Contextual Factors 

(e.g. uncertainty of life). Interestingly, when comparing results to another study on patients’ 

perceptions of disease effects on their own lives, the views of the patient and SO differed, 

particularly when it came to emotional and personal impact. In a later analysis of the same 

data, (Pyykkő et al., 2015) found that SOs’ attitudes varied during adaptation to the patients’ 

condition. The SOs’ attitudes described were diverse, although they mostly described having to 

alter their activities and participations, either by avoidance of activities or changes in lifestyle to 

accommodate their partner. The attitude of neglecting the SO’s own mental and psychosocial 

needs and still caring for the patient sometimes led to feelings of victimisation and depression. 

In contrast, some SOs exhibited an attitude that empowered the patient, by focusing on their 

relationship. While these studies successfully detailed some far-reaching effects on SOs of 

patients with MD, it is unclear if this is similar across all vestibular conditions, given disorders 

vary in severity (and perceived handicap) and nature (acute vs. episodic vs. chronic). A key 

symptom of MD is hearing loss which inherently lends towards communication problems; 

indeed, Stephens et al. (2012) reported 63% of activity limitations for the SO in MD were due to 

communication problems. Other vestibular disorders do not inherently cause hearing and 

communication problems; thus, results may differ. Further, the response rate for this study was 

15% from a cohort of 600; while 88 respondents is a reasonable number of participants for such 

a study, those likely to respond may not be representative of the broader cohort. 

When considering the impact of a health condition on a SO, it is important to recognise that not 

all impacts are negative; the health condition may present a unique opportunity to have 
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positive impacts on their lives. Manchaiah, Pyykkö, Kentala, Levo and Stephens (2013) 

conducted a qualitative study using open-ended questionnaires asking SOs of people with MD 

to list the positive impacts of the MD on their lives. Responses were subjected to qualitative 

analysis and authors found a range of positive impacts, including ‘Improved relationships’ and 

‘Acceptance and positive attitude’. This is an important finding; however, specifically asking for 

positive experiences lends towards biased data and may not be truly representative of SOs’ 

experiences with MD.  

To date, there is little more published literature on the experience of significant others of 

people who suffer from vestibular disorders. 

2.3.2 Chronic versus episodic 

As mentioned, vestibular disorders may be acute, chronic or episodic (Bisdorff et al., 2015). 

‘Chronic’ refers to the person being symptomatic most of the time and cannot identify discrete 

symptomatic episodes. ‘Episodic’ refers to the person having acute onset or exacerbation of 

symptoms followed by a period of remission. These differences in symptom presentation may 

have inherent differences in their impact on the individual and the family. For example, it would 

be reasonable to suspect that family of an individual with a chronic condition may find the 

persistence of the condition exhausting, whereas the family of an individual with an episodic 

condition may be more affected by the uncertainty and unpredictability of episodes happening. 

There is no current literature examining family experience on these classifications of vestibular 

disorders; instead, to investigate possible impacts of these characteristics, a literature search 

was conducted into caregiver burden in cases of multiple sclerosis (as a condition with episodic 



21 

 

exacerbations) and stroke (as a condition where there is the onset of symptoms that are 

present chronically following the initial insult).  

2.3.2.1 Stroke 

The lasting effects of stroke are many and varied, ranging through degrees of physical and 

mental impairment. Caregiver burden may be either objective (i.e. physical burden, disrupted 

routine) or subjective (i.e. emotional disruption, anger, distress) (Schofield et al., 1997). There is 

often significant caregiver burden (Katbamna et al., 2016) which can include depressive and 

anxiety symptoms in the caregiver (Loh et al., 2016). Blake et al. (2003) found that, among 

other factors, a spouse’s perception of a stroke survivor’s physical ability was a predictor of 

strain on the caregiver. Likewise, Schulz, Tompkins and Rau (1988) reported objective severity 

was an important indicator of caregiver depression soon after an initial stroke. Thommessen, 

Wyller, Bautz-Holter and Laake (2001) found that degree of cognitive impairment was a 

significant predictor of burden on the caregiver. Essentially, all these studies predict that 

degree of ongoing chronic impairment, either physical or mental, is a greater predictor of 

caregiver burden. 

2.3.2.2 Multiple Sclerosis 

Multiple Sclerosis (MS) is a neurological condition characterised in a majority of cases by acute 

attacks of varying combinations of deficits (i.e. physical, cognitive, and psychosocial deficits, 

among others), with remissions between those attacks (Khan & Turner-Stokes, 2007). 

Caregivers of individuals with MS often experience caregiver burden, such as increased 

responsibilities caring for the individual with MS, which may impact their own quality of life  

(Patti et al., 2007). Ertekin, Özakbaş, and İdiman (2014) found significant correlations between 
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caregiver burden and the MS individual’s own quality of life, disability severity and walking 

impairment. This is consistent with the findings previously discussed for stroke survivors, such 

that greater impairment of the individual with a health condition is associated with greater 

levels of caregiver burden.  

Effects of MS on caregivers also go beyond the level of disability experienced by the affected 

individual. Mutch (2010) investigated motivation for spousal caregivers of individuals with MS 

and found that frustration and loss of identity as husband and wife (as they became referred to 

as carer and patient) was common. They also identified that caregivers tended to feel like they 

had trouble coping with caring for the individual with MS during an attack, as there was much 

to be done to provide adequate care, and they didn’t always know what to do (especially when 

new symptoms emerged). Between attacks, they were able to cope. However, it should be 

noted that criteria for participants for this study included spending at least 2 hours per 24 hours 

dedicated to caring for the individual with MS. As such, many of the affected individuals were 

‘severely disabled’. This may imply that reported burden on the caregivers in this study may not 

be applicable to other, less severely affected, individuals.  

A phenomenon associated with MS is that the disease progression often changes over time and 

is often unpredictable (Aronson, 1997). Aronson (1997) investigated quality of life in caregivers 

of individuals of MS and found that poorer satisfaction with quality of life most strongly 

correlated to the MS disease course being anything other than stable. Similar disease course 

unpredictability can be seen in some vestibular conditions, which may indicate an impact on 

the third party. 
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2.3.3 Summary: Vestibular symptoms and the SO 

There is currently a paucity of research on the impact of vestibular disorders on the SO. Studies 

in the context of MD have indicated impacts on the spouse; however, these may not be 

applicable to other vestibular disorders where hearing loss is not one of the main contributors 

to impact. Research into caregiver burden in other conditions has shown that impacts on family 

can occur with both episodic and chronic conditions; therefore, it is necessary to include both 

these types of vestibular symptoms in an analysis of impact on the SO.  

 

2.3 Third-Party Disability 

The impact of chronic health conditions on significant others is often referred to as ‘caregiver 

burden’ and is widely acknowledged in the literature. However, this term implies a significant 

disability on the person suffering from the condition, such that they require a caregiver for daily 

functioning. Impacts on family members can occur long before a SO becomes a caregiver; 

indeed, the transition from ‘spouse’ to ‘caregiver’ is a journey in itself that can require a shift in 

personal identity (Mutch, 2010).  

The term ‘third-party disability’ was originally identified by the World Health Organisation as an 

area for future research (World Health Organisation, 2001). This term encompasses ‘caregiver 

burden’ and all other Activity Limitations, Participation Restrictions and changes to Body 

Structure and Function that may be experienced by one person resulting from another person’s 

health condition. It is less restrictive than the term ‘caregiver burden’ as it recognises that a 

person can experience disability without acting in the role of a ‘caregiver’. 
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Third-party disability can be understood with application of the World Health Organisation’s 

International Classification of Functioning and Disability (WHO-ICF) framework. The WHO-ICF is 

a tool to help classify elements of a person’s life that are somehow impacted by, or have impact 

on, a health condition. The following components are considered in using the WHO-ICF: Body 

Structures, Body Functions, Activities and Participation, and Environmental Factors. Personal 

Factors is another component that is considered in the ICF, but is not used during application 

due to great variability in personal factors seen across the world due to culture and 

circumstance (World Health Organisation, 2001).  

Since third-party disability was flagged by the World Health Organisation as an area for future 

research (World Health Organisation, 2001), various studies have been conducted to detail 

impact of a particular health condition on a SO, and have consequently used the WHO-ICF as a 

tool to describe third-party disability in that population. Hickson and Scarinci (2007) first 

constructed a model to apply the WHO-ICF in such a way that one person’s health condition (in 

that case, hearing impairment) and its associated activity limitations and participation 

restrictions could become an Environmental Factor for their spouse. An example given in this 

paper considers a husband with hearing loss, who does not perceive communication difficulties, 

but his wife has great trouble communicating with him due to his hearing impairment. His 

inability to hear and communicate with her, despite his obliviousness, impacts on her ability to 

communicate with her husband, thus creating third-party disability due to her husband’s health 

condition. The use of the WHO-ICF to detail third-party disability provides a structured, 

internationally-recognised framework with follow-on applicability to measuring disability and 

replicating results; ultimately helping to understand disability and improve functioning. The 
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studies that have so far been conducted using analysis of third-party disability in different 

health conditions will now be discussed. 

2.3.1 Hearing Loss 

Following the publication in 2007, Scarinci, Worrall and Hickson (2008) interviewed the spouses 

of people with hearing impairment in qualitative interviews to fully understand their experience 

of living with someone with hearing impairment. A thematic analysis was conducted to explore 

the themes of impact on the spouse. This data was then used in an analysis for third-party 

disability in this population (Scarinci, Worrall, & Hickson, 2009). By applying ICF codes to 

reported impacts on the participants’ lives in the context of their partner’s health condition, 

they were able to describe third-party disability using the domains and components of the 

WHO-ICF. Impacts were primarily mapped to ‘Activities and Participation’ (e.g. difficulty 

communicating with spouse, responsibility in helping spouse communicate with others) and 

‘Environmental Factors’ (e.g. hearing aids becoming a facilitator or a barrier to communication, 

depending on if the spouse wore them or not), although some Personal Factors (e.g. gender) 

were found to have impact on disability, despite not being coded within the ICF. They found no 

impact mapped to the Body Structures and Body Functions components, which could have the 

following implications: either spouses of people with hearing impairment do not experience 

exacerbations of problems with their own mental or physical wellbeing; the interview structure 

did not invite discussion of these issues; or the analysis of third-party disability was not 

sensitive enough to detect these impacts. This study went on to have implications for 

administration of family-centred care in audiology (Scarinci et al., 2013). Family-centred care is 

a model of care that recognises the family as the client, instead of the individual affected by a 
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health problem (Hamilton et al., 2003). This allows a more holistic approach to understanding 

the health condition, its impact on the lives of the individual with the health problem and their 

family and allows for family involvement in the care process. By involving family in the care 

process, the family become ‘partners in care’ and has been shown to improve the health 

outcomes of the individual with the health condition (Deek et al., 2016). 

2.3.2 Aphasia 

The ICF has also been applied to third-party disability in understanding impact on family 

members of people with aphasia. Grawburg, Howe, Worrall and Scarinci (2013) conducted a 

series of semi-structured interviews with family members of people with aphasia secondary to 

stroke and performed a qualitative content analysis on the data. The data were then 

reanalysed, and coded using the ICF framework to assess third-party disability (Grawburg, 

Howe, Worrall, & Scarinci, 2014). Most changes to the family member’s life were classified into 

the ‘Activities and Participation’ component, similar to the study discussed under ‘2.3.1 Hearing 

Loss’ (e.g. changes in social participation, communication and restriction of daily activities due 

to accommodating for the patient’s aphasia). Interestingly, in contrast to the hearing loss study, 

this study also found impacts that mapped to the components of ‘Body Functions’ (e.g. mental 

health and weight change) and ‘Health Conditions’ (e.g. recurrence of pre-existing conditions 

such as depression and anxiety). Another interesting finding of this paper was that some 

changes to the family member’s life were positive, such as increased tactile affection 

(compared to verbal declarations of love) and learning about themselves through self-

reflection; a phenomenon the authors termed ‘third-party functioning’. The authors used these 

findings to support the use of the ICF to include family members as part of the rehabilitation 
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process in order to properly assess and minimise third-party disability in family members of 

people with aphasia.   

2.3.3 Dysphagia 

The studies discussed so far have looked at health conditions that primarily and overtly impact 

on communication (hearing loss and aphasia). Communication inherently requires more than 

one party, and thus it is intuitive that a person’s communication partner will also experience 

disability. Even so, a similar study looking at the effects of dysphagia (a condition where a 

person experiences difficulty swallowing (Ekberg, 2012)) on the lives of caregivers showed 

similar patterns of results (Nund et al., 2014). In this study, carers of patients with dysphagia 

following head and neck cancer surgery were interviewed about their experiences and effects 

of their family member’s dysphagia on their own life. This differs from the studies discussed so 

far in that dysphagia is not explicitly a communication-based disorder; however, many themes 

arose that were also seen in the studies exploring aphasia and hearing loss (Grawburg et al., 

2013; Scarinci et al., 2008). These themes included disruptions to daily life, changes in 

relationship, family and social dynamics and added responsibilities for the carer (Nund et al., 

2014). Other areas identified in this study include lack of support networks and a disparity 

between expectations and reality of dysphagia and its effects on post-surgery daily life. As in 

Scarinci et al. (2009) and Grawburg et al. (2014), when the results of the qualitative study were 

mapped to the ICF, Nund et al. (2015) found that most effects experienced by the carer were 

able to be classified under the ‘Activities and Participation’ component (e.g. disruptions to 

family relationships and mealtimes, increases in domestic responsibilities). They also mapped 

impacts to the ‘Environmental Factors’ component (e.g. support from family), and the ‘Body 
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Structure and Function’ component (e.g. emotional and mental strain). The authors used this 

finding to advocate using this framework to better target management plans in this population.  

2.3.4 Third-Party Disability Summary 

The ICF is an effective tool for understanding third-party disability, as the biopsychosocial 

nature of the framework highlights impacts on a person’s life across different areas and 

considers the individual’s life context. The output of a third-party disability study is a 

standardised set of codes which facilitates international understanding of the disability in 

question. Studies that have thus far used the ICF to understand third-party disability have 

mostly considered health conditions with inherent communication problems; by using this 

method to understand third-party disability in vestibular disorders, results may vary with the 

unique and varied nature of vestibular symptoms.  

2.4 Measuring Disability 

Understanding disability is important but being able to measure disability presents the 

opportunity to track disability over time. This can be used to measure efficacy of management 

strategies or track whether affected people are experiencing more disability without 

intervention. Using the ICF to understand and classify disability facilitates the formation of a 

disability-measuring tool specific to a given population.  

2.4.1 Measuring Disability in Vestibular Disorders 

There are multiple tools that have been developed to measure the impact of vestibular 

disorders on an affected individual. The Dizziness Handicap Inventory (DHI) (Jacobson & 

Newman, 1990) is widely considered the gold standard for measuring dizziness disability in 

clinical and research settings. The DHI classifies self-perceived disability into Physical, Emotional 



29 

 

and Functional subscales to give more depth to a patient’s result; clinicians can track progress 

in each of these subscales over time. The Vestibular Activities of Daily Living Scale (VADL) 

(Cohen & Kimball, 2000) requires patients to rate the disability they experience with a variety of 

Activities of Daily Living (ADLs), and is further classified into Functional, Ambulation and 

Instrumental subscales. While VADL scores are moderately correlated to responses to the DHI, 

the VADL is more differentiating between higher levels of disability (Cohen et al., 2000). These 

tools have been used extensively in clinical and research settings to measure self-perceived 

disability and improvement in disability over time. However, they measure impact on the 

person with the vestibular symptoms and not a SO.  

Researchers have adapted existing clinical tools to measure SO perception of disability due to 

vestibular disorders. A study by Piker, Jacobson, Tran, McCaslin and Hale (2012) investigated 

congruence in the understanding of symptoms between a person with vestibular symptoms 

and their spouse. Participants with vestibular symptoms completed a range of questionnaires 

assessing the functional, physical and emotional impact on their lives. The authors then 

adapted the questionnaires for the spouse to complete, by replacing all mention of ‘you’ with 

‘your spouse’. For example, a question on the Dizziness Handicap Inventory (DHI) originally 

read: ‘Does looking up increase your problem?’, but on the spouse’s version (DHI-SP), the 

question read: ‘Does looking up increase your spouse’s problem?’. Adapting the questionnaires 

allowed measurement of congruence between the experience of the individual with vestibular 

symptoms and their spouse’s interpretation of that experience; this study showed that patients 

and spouses were congruent in their understanding of dizziness disability. Similarly, Cohen et al. 

(2000) asked people with vestibular symptoms and their family members in attendance to 
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complete the VADL (rating disability of the person with vestibular symptoms) to measure 

congruence. The authors reported that family members often rated disability as higher than 

patients’ own perceived disability. While measuring congruence is important for practicing 

family-centred care, this form of questioning does not assess the spouse’s own experience and 

gives no measure to how the spouse’s life has been affected by the health condition. 

2.4.2 Measuring Third-Party Disability 

There are currently few, if any, clinical questionnaires that examine the impact of vestibular 

disorders on SOs. However, the clinical tools that have been constructed to measure third-party 

disability in other health conditions, and the ICF can be used in conjunction with exploratory 

research to create questionnaires specific to different populations.  

The ICF, while considered an excellent international standard for understanding functioning and 

disability, is an extensive and exhaustive document containing over 1400 classifications. While 

this means it is applicable to any health condition, it is impractical to rely on the ICF in its 

entirety during clinical situations. To resolve this issue, core sets of ICF codes may be developed 

for a given health condition (Danermark et al., 2013; Selb et al., 2015); which can, in turn,  be 

operationalised into a clinical questionnaire and implemented in clinical situations (Van 

Leeuwen et al., 2018). This can, theoretically, be accomplished in cases of third-party disability. 

Questionnaires based on the ICF can be used to measure extent of disability, impairment or 

impact of environmental factors (WHO, 2001). Each code in the ICF can be rated in terms of 

severity on a 5-point scale (0=no problem, 4=complete problem); however, the implications of 

these scores must be calibrated to each population (WHO, 2001). 
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In the case of hearing loss, the Significant Other Scale for Hearing Disability (SOS-HEAR) is a 27 

item scale that was developed to measure third-party disability (Scarinci, Worrall, & Hickson, 

2009). The authors used results from a qualitative descriptive study to develop items for the 

questionnaire specific to this population. Responses to the questionnaire were analysed using a 

principal component analysis, and subsequent components were analysed using Cronbach’s 

alpha to measure internal consistency within each component. The resulting questionnaire 

gives a measure for third-party disability across each category identified in the qualitative 

analysis, and an overall measure of disability for the significant other.  

The ICF can provide structure to developing a clinical questionnaire to measure disability; 

however, currently this has not been accomplished in the context of third-party disability in 

vestibular disorders. In order to measure disability and monitor outcomes for significant others, 

more research is required to identify categories of the ICF pertinent to this population, which 

can then be operationalised into a clinical tool.  
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Hickson, 2009)  

Aphasia (Grawburg, Howe, Worrall 
and Scarinci, 2013) 

Dysphagia (Nund et al., 2014) 

Person with vestibular 
symptoms 

Depression, anxiety, fear of 
falling, poor quality of life 

Significant Other 
Meniere’s Disease (Stephens et 

al., 2012; Pyykkő et al., 2015; 
Manchaiah et al., 2013) 

Other vestibular conditions: 
Gap in the research 

Third-party disability 
and vestibular 

symptoms: 
Gap in the research 

Person with Vestibular 
symptoms: 

DHI (Jacobson & Newman, 1990), 
VADL (Cohen & Kimball, 2000) 

Significant Other: 
Gap in the research 

Third-party disability 
and vestibular 

symptoms: 
Gap in the research 

Third-party disability: 
Hearing loss: SOS-HEAR (Scarinci, 

Worrall, & Hickson, 2009) 

Figure 3 Summary of key findings of the literature review. Areas that have been identified as gaps in the literature have been 
shown in orange. 



33 

 

2.4 Conclusion 

While the physical, mental and emotional impacts of ongoing vestibular symptoms on a sufferer 

are well studied and understood in the literature, the impact on the lives of the SO in this 

population is poorly understood. Given the impact similar conditions have on the SO, and the 

commonly debilitating symptoms of vestibular disorders, it is likely that third-party disability 

occurs in this group. It is imperative to examine this likelihood and uncover a previously 

unidentified population experiencing disability. This is especially important given the potential 

for better quality of life for sufferers, with inclusion of the SO in management. More detailed 

qualitative investigation is warranted to adequately understand the experiences and needs of 

SOs of people with vestibular symptoms. Investigating this area and performing an analysis of 

third-party disability using the ICF will shed light on areas that require improved management 

for people with vestibular disorders and their families. 

2.5 Research questions 

Based on the review of the literature, the following questions were posed: 

• What are the experiences of Significant Others of people with vestibular disorders? 

• Do SOs of people with vestibular disorders experience third-party disability, and if so, 

what does third-party disability look like in this population? 

• If SOs of people with vestibular disorders experience third-party disability, how can that 

disability be measured? 

The following chapters detail the process and methodology used to answer these questions.  
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Chapter 3: An exploration of Significant Others’ experience with ongoing 
vestibular disorders. 
This chapter was published in the International Journal of Audiology (Story et al., 2019). The 

format has been altered to be consistent with the rest of the thesis.  
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Having reviewed the literature and identified a paucity of research on the experiences of SOs in 

cases of vestibular symptoms, the first step is to identify and detail these experiences. This will 

be accomplished in this chapter. 

3.1 Abstract 

Objective To understand the lived experiences of Significant Others (SOs) of people with 

ongoing vestibular symptoms. 

Design Qualitative semi-structured interviews were conducted and analysed using thematic 

analysis. 

Study sample Ten SOs of people with ongoing vestibular symptoms were interviewed. 

Maximum variation sampling was used. 

Results Four predominant themes were identified from the data: (1) Journey The progression of 

learning to understand, cope and adapt with a family member’s vestibular condition is a unique 

journey; (2) Ownership Participants reported varying levels of ownership of their family 

member’s vestibular condition. Those who considered the vestibular condition as a joint 

problem were often more burdened by feelings of guilt and redundancy; (3) Intangibility 

Participants reported inconsistent advice from healthcare professionals, struggles with 

understanding, and challenges obtaining a shared understanding with their own support 

networks; (4) Disempowerment SOs were left feeling powerless due to not knowing what to do 

for a family member when they experienced vestibular symptoms, and not having a 

comprehensive understanding of the vestibular condition. 
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Conclusions Ongoing vestibular symptoms have significant and diverse impacts on SOs. This 

study reveals a need for tailored support of SOs and supports the practice of family-centred 

care in this population. 

Keywords: significant other; vestibular; family-centred care, vestibular symptoms, qualitative, 

undiagnosed 

3.2 Introduction 

Vestibular disorders are a common ailment, with diagnosed population prevalence estimates of 

up to 6.5% (Hülse et al., 2019). Experiencing vestibular symptoms can have substantial and far-

reaching impacts on an individual’s life, such as psychological impact (Arroll et al., 2012; Piker et 

al., 2008; Sakagami et al., 2016), decreased balance confidence (Marchetti et al., 2011), and 

reduced quality of life (Guinand et al., 2012; Levo et al., 2013; Neuhauser et al., 2008; Porter & 

Boothroyd, 2015). While there is more to understand, it is broadly accepted that vestibular 

disorders can have a significant impact on the person with the condition; however, given the 

daily life impact these disorders have on these individuals, little is currently known about the 

impact of vestibular disorders on family and support networks. It is important to consider this 

group as, although limited, current literature shows that significant others (SOs) play a role in 

everyday management of vestibular disorders; from supporting the person with vestibular 

dysfunction with everyday activities (Miffon and Guyot, 2015), to increasing their share of 

general household responsibilities (Stephens, Pyykkö, Kentala, Levo, & Rasku, 2012). It is 

important to recognise that this role exists, and potentially needs to be supported. 

There has been some research evaluating SOs’ experiences of specific vestibular disorders, but 

significant gaps remain. In the context of diagnosed Meniere’s Disease (MD), a short-answer 
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survey was conducted and analysed using a variety of approaches (Stephens, Pyykkö, Kentala, 

Levo, & Rasku 2012; Pyykkö, Manchaiah, Levo, Kentala, & Rasku 2015; Manchaiah et al. 2013). 

Stephens et al. (2012) demonstrated that SOs of people with MD experienced broad-reaching 

impacts on their lives, such as increased household responsibilities, change in diet, and 

uncertainty in life. Using the same dataset, Pyykkő et al. (2015) analysed the attitudes of SOs of 

people with MD, and showed that while attitudes varied, some SOs neglected their own mental 

and psychosocial needs but persisted in caring for the patient, leading to feelings of 

victimisation and depression. While these studies provided valuable insight into SO experiences 

with MD, they did not necessarily capture the experiences of SOs living with other vestibular 

disorders or living with an undiagnosed vestibular disorder. Indeed, in Stephens et al. (2012), 

many activity limitations reported were due to communication problems related to hearing loss 

associated with MD, whereas many other vestibular conditions are not associated with hearing 

loss and may report different results. Furthermore, these two studies (Pyykkő et al. 2015; 

Stephens et al. 2012) both used the same dataset collected by sending participants short-

answer questionnaires; a method that lacks the in-depth nature of a qualitative interview. A 

more in-depth study of SO experience across vestibular disorders is warranted to expand on 

these findings. 

A model for provision of care that considers the family (i.e., person with condition and 

appropriate significant others) as the ‘unit of attention’ is family-centred care (Deek et al., 

2016; Epley et al., 2010; Hamilton et al., 2003). Although family-centred practice has 

traditionally been associated with early intervention in childhood (Allen & Petr, 1996; Epley et 

al., 2010), research has recently revealed that involving family in management of chronic 
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conditions in adulthood can be of great benefit to affected individuals and significant others. 

Research into family involvement in stroke, coronary artery disease, osteoarthritis and 

neuromuscular disorders has shown to improve quality of life and psychological wellbeing in 

affected individuals (Bertilsson, von Koch, Tham, & Johansson, 2015; Martire, Schulz, Helgeson, 

Small, & Saghafi, 2010; Porter & Boothroyd, 2015; Seesing et al., 2014; Yates, 1989). In a meta-

analysis of couple-oriented interventions conducted by Martire et al. (2010), it was found that 

involving a SO in chronic disease management could lead to reduced depressive symptoms, 

improvement in pain and better marital functioning. While there have been no specific studies 

into family involvement in vestibular disorders and patient outcomes, Porter and Boothroyd 

(2015) highlight the importance of social support, as it was shown to improve the quality of life 

in MD sufferers. To properly administer family-centred care to this population, the following 

gaps in the literature must be addressed: a breadth and depth of understanding of SOs’ 

experiences across all vestibular disorders, the impacts of undiagnosed vestibular disorders on 

SOs, and whether involving the SO in support and management is a need or a goal for this 

population. To address these gaps, the following research question was posed: ‘What are the 

experiences of SOs of people with ongoing vestibular symptoms?’. In this study, SOs of people 

with ongoing vestibular symptoms (both with diagnosed and undiagnosed vestibular disorders) 

were interviewed and inductive thematic analysis conducted to describe the essence of being a 

SO to a person with vestibular symptoms.   

3.3 Methods 

Based on the research question, qualitative methodology was selected.  A phenomenological 

approach was taken to conduct this study, as phenomenology is concerned with exploring lived 
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experience (Creswell & Poth, 2018). Phenomenology is the study of a phenomenon of interest; 

researchers identify individuals who have all experienced the phenomenon (in this case, being 

the SO to a person with vestibular symptoms). Then, through various methods of data 

collection and analysis (in this case, interviews with the individuals who have experienced the 

phenomenon, analysed via thematic analysis), the researcher consolidates the data to identify 

similarities of the lived experience. This process describes the ‘essence’ of the phenomenon 

(Creswell & Poth 2018, 77), where ‘essence’ is defined as ‘the grasp of the very nature of 

something’ (Van Manen 1990, 177).  

3.3.1 Sampling 

To capture a broad range of experiences of this phenomenon, purposive maximum variation 

sampling was employed (Patton, 2002). Maximum variation sampling involves purposely 

varying the demographics of the participants to ensure collection of views of people with 

diverse backgrounds and life experiences. Sampling characteristics in this study were: Age (≤65 

years old; >65 years old), Sex of SO (male; female), time since onset of vestibular symptoms (≤5 

years; 5+ years), nature of symptoms (chronic; episodic), perceived disability of Person with 

Vestibular Symptoms (PVS) (DHI score ≤50; DHI score >50). Sampling continued until 

satisfaction of the maximum variation was achieved. Data saturation where no new themes 

emerge with further data collection (Mason, 2010) was also a consideration in determination of 

sample size; this coincided with the satisfaction of maximum variation sampling.  

3.3.2 Participants 

Ten participants (SOs of people with vestibular symptoms) were recruited and interviewed for 

this study. Participants were recruited through two Melbourne-based vestibular diagnostic and 

rehabilitation clinics by approaching patients with vestibular symptoms and asking them to 
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nominate a SO to be a participant. To be included in this study, participants must have near 

daily contact with a person with vestibular symptoms and vestibular symptoms must have 

started more than 12 months prior to recruitment. Participants must also be able to participate 

in an in-depth interview with a researcher conducted in English. All SOs approached by 

researchers agreed to participate in the study. As the focus of this study was vestibular 

symptoms rather than specific vestibular disorders, no objective testing was employed; rather, 

self-perceived symptoms were used for inclusion criteria according to the symptoms described 

in Bisdorff et al. (2009). Self-perceived nature of vestibular symptoms was recorded as ‘chronic’ 

(meaning they were symptomatic most days) or ‘episodic’ (meaning they had discrete episodes 

of symptoms followed by completely asymptomatic periods). If symptoms were self-perceived 

to be both ‘chronic’ and ‘episodic’, they were recorded as ‘chronic’. Four people with vestibular 

symptoms identified as ‘chronic’ and six identified as ‘episodic’. Four participants were female 

and six were male. Participants’ ages ranged from 47-75 years, DHI score ranged from 16-62 

and time since symptom onset ranged from 18 months-50 years. A summary of participant 

demographics can be seen in Table 2.  

Table 2 Participant Demographics 

Demographic Mean Standard Deviation Range (min, max) 

Age (SO) 63.8 years 7.9 years 47-75 years 
Time since symptom onset 14.1 years 15.8 years 1.5-50 years 
DHI score* 39.1 17.32 16-62 
Demographic Participants (n) 
Sex Male 6 
 Female 4 
Nature of symptoms† Chronic 4 
 Episodic 6 
† Chronic or episodic vestibular symptoms as identified by PVS 
* DHI (Dizziness Handicap Inventory) is a measure of self-perceived dizziness handicap where 0=no handicap and 
100=maximum handicap. Although for sampling purposes the classifications ≤50 and >50 were chosen, a range of disabilities 
ranging from mild to severe were selected. 
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Table 3 Semi-structured interview guideline 

Number Topic Question Prompt 

1.  Pathology of 
the person 
with ongoing 
balance 
problems 

I understand your 
partner/mother/father/family 
member experiences 
dizziness/vertigo. Can you tell 
me a little more about that? 

What do they say they’re experiencing? 

What types of things do they do for relief? 

2.  SO 
experience 
of vertigo 

So now tell me about your 
experience with your 
partner/mother/father/family 
member’s condition.  

What do you do when they’re having an episode?/What 
happens when they’re having an episode? 

How does that make you feel? How do you cope? 

How about if they’re not in an acute episode? How do you 
support them? What’s your role? (Takes away the assumption 
of support). 

Tell me about the impact you think you have. 

For clarification: can use ‘What do you do physically, 
emotionally and functionally? Is this any different when 
they’re having an attack compared to day-to-day? Is there 
anything about the environment (is there anything that helps 
or hinders you?) 

Has your experience changed throughout? 

3.  Impact on 
life 

 

Tell me about any changes to 
YOUR life since your 
partner/mother/father/family 
member started experiencing 
balance problems? 

Outside of your relationship/work/anything that has already 
been talked about, how have things changed? How about 
inside your relationship? 

What else? 

How does that make you feel? 

Do you feel like there’s anything you’re missing out on now? 

4. Management 
plans 

 

Tell me about your 
involvement with your 
partner/mother/father/family 
member’s management plan 
for their balance problems. 

 

How involved were/are you? 

Do you feel your involvement is/was necessary/beneficial? 
Why?  

Healthcare professional: Who motivated you to be involved 
(if they are)?  

5. Support How do you feel you have 
been supported throughout 
your 
partner/mother/father/family 
member’s dizziness/vertigo?  

By family? Do you feel it’s mutual? 

By doctors? By other healthcare professionals?  

How do you think you could have been better supported? 

Is there anything you feel like you need? This has been a big 
change to your life. What do you feel your needs are? (If 
they’ve used the word ‘support’ you could drop that in. Play 
off what they’ve already talked about.  

What support would you like to see in future? 
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3.3.3 Data collection 

Ethical approval for this study was obtained from the University of Melbourne School of Health 

Sciences Human Ethics Advisory Group (ID 1749395). Participants underwent in-depth semi-

structured interviews which were audio recorded and transcribed verbatim. The first author 

used an interview guideline to help structure the interview (as seen in Table 3); however, 

participants were encouraged to talk at length about topics that were important to them. This 

resulted in a conversational-style interview where participants could elaborate about their own 

individual experiences. Interviews ranged from 37-98 minutes in duration. 

3.3.4 Data Analysis 

Interview transcripts underwent thematic analysis using the stepwise procedure outlined by 

Braun and Clarke (2006). The first author familiarised herself with the data by reading over the 

transcripts and re-listening to the audio recordings. Initial codes were generated inductively 

from the data without using any pre-configured codes or coding structures, with the assistance 

of NVivo11 software (www.qsrinternational.com/nvivo/home). Initial codes were reflective of 

the smallest unit of meaning in the data and maintained descriptive context. Codes were then 

sorted into categories based on similarity, and categories were mapped into overarching 

themes and subthemes, with the authors revisiting the transcripts throughout the process. 

Initial coding was primarily conducted by the first author (LS), and codes were revised with two 

other authors (CB and JV) at regular checkpoints during analysis. Any differences in opinion 

regarding codes, themes and subthemes were discussed until congruence was reached. A 

reflexive approach was taken to data analysis whereby the authors continuously discussed 

sources of bias and varying interpretations of the data. Sources of bias considered included 

their clinical experiences as audiologists, prior knowledge of the vestibular system and 
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vestibular disorders, and an observer’s view of the experience in question rather than having 

experienced the phenomenon themselves.  

3.4 Results 

Four predominant themes emerged from the data: ‘journey’, ‘ownership’, intangibility’ and 

‘disempowerment’. These themes capture the essence of SOs’ experiences with ongoing 

vestibular symptoms. Each theme was observed across data from multiple participants. 

3.4.1 Journey 

The theme of journey was characterised by individual experiences for each participant from the 

time when symptoms began up to the present day. Two subthemes emerged: ‘Journey to 

diagnosis’ and ‘Learning to cope’. These are described below with the assistance of participants’ 

quotes.  

3.4.1.1 Journey to diagnosis 

The journey to diagnosis of the vestibular condition was widely reported as long and multi-

staged. Several participants reported referral to multiple medical specialists (such as 

neurologists and otolaryngologists), as well as allied health clinicians (audiologists, 

physiotherapists) for diagnostic and rehabilitation purposes: ‘It's a progression of finding out… 

the source… what happened, what didn’t happen, all the rest of it’ (Participant 8). These 

journeys lasted years; indeed, some participants reported the PVS was still undiagnosed up to 

30 years since the onset of symptoms; ‘It’s… like a circle that you never get out of. You go 

around and around’ (Participant 9). Many reported misdiagnoses along the way and conflicting 

medical opinions:  
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The specialists who are supposedly expert in their fields are telling us all these different things. 

Different medications. Cut the nerves… [the medical profession] really were not speaking with 

the same voice. (Participant 6) 

They also reported the need for persistence with the journey, as a solution may be found if they 

kept looking for new options; ‘I think you've got to keep an open mind because there may be a 

solution there somewhere.’ (Participant 3) 

3.4.1.2 Learning to cope 

The journey of learning to cope is the emotional counterpart that runs parallel to the journey to 

diagnosis. Interestingly, ability to cope appeared dependent on whether the couple had 

received a diagnosis, rather than the length of time since symptom onset. To this end, 

participants described a need for closure:  

We haven't got why, or what's happening… To me, it's the worst part. I'd rather they would tell 

me it's this or that, or whatever, um, and we can deal with it, but not knowing… even the 

doctors second-guessing themselves… it's frustrating. (Participant 9)  

Many SOs reported feeling negative emotions during episodes (such as selfishness, guilt and 

distress); however, those who were further along the journey of coping learnt to manage these 

emotions in a healthier way:  

I would say I don't beat myself up quite as much when I can't help him now. That's a big thing 

for me to say and because … if I were still to beat myself up the way I did when it first started 

and when he rejected my touch and all of those things. Um, I'd, I'd, be a mess I think. 

(Participant 4) 
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Factors that reportedly assisted SOs’ coping included closure (getting a diagnosis), acceptance 

(acceptance of the condition or acceptance that they were unable to help their partner), a 

positive outlook (humour, hope for the future) and empowerment. Empowerment was critical 

yet rarely seen and was often associated with a good understanding of the condition, the 

episodes, and how to help:  

I think even just to be well informed, even if we felt well... not much else we can do, at least 

knowing... knowing is 99.9 % I think, of the whole deal. (Participant 6) 

3.4.2 Ownership 

Some SOs talked about the vestibular condition with a sense of ownership, as though it was as 

much their problem as it was the PVS’. This may have been through partner talk: 

Someone pushed us into acupuncture, and we started having acupuncture with big success… 

and actually we've gone through probably four years without an episode. (Participant 9) 

 or recognition that they are involved as part of the issue: 

[The doctor including me] makes me feel I am part of the solution... and I'm also part of… the 

problem. And I suppose makes me more willing to be involved. Rather than just ‘Oh, it’s her 

problem, she can deal with it.’ I can't… you know, it just doesn't work like that. (Participant 2) 

These participants reported that they contributed significant amounts of their time and energy 

trying to understand the condition, attending medical appointments with the PVS, and 

providing as much support to the PVS as they could during an episode or period of 

exacerbation. They also tended to report negative emotions during episodes stemming from a 

desire to help the PVS through the episode but largely not knowing what to do. For example, 
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significant others reported feeling worry, helplessness and redundancy. When asked about 

their own wellbeing during an episode, many exhibited low self-prioritisation, with comments 

such as ‘[I] don't wanna [sic] feel selfish that I'm worrying about how it's affecting me’ 

(Participant 5). 

Conversely, other SOs exhibited an air of dis-ownership, largely describing the burden of the 

vestibular condition as something that concerns the PVS alone. They disconnected themselves 

from the responsibility of being actively involved in the PVS’ condition:  

It's not like a little child that you can be onto the whole time, and… be sure of things. It's totally 

up to him, because he's the one that's- that's sort of got it. So, if he wants to, you know, see if it 

will correct he's got to work at it. (Participant 8) 

The dis-ownership exhibited by these SOs presented itself for several reasons, each dependent 

on their own context and journey: as a coping mechanism to prioritise other things such as 

career, or the current nature of their relationship meaning the PVS did not invite SO’s 

ownership of their vestibular condition. Whichever the underlying reason, SOs that exhibited 

less ownership of the condition generally reported fewer negative emotions, less responsibility 

and less overall impact. 

3.4.3 Intangibility 

The feeling of needing control and understanding to adequately cope was reported in many 

interviews; however, a lack of tangibility seemed to impact feelings of control and 

understanding, and several factors were shown to alter tangibility in the context of vestibular 

symptoms. These factors can be classified into three subthemes: ‘Nature of vestibular 

conditions’, ‘Diagnosis and understanding of condition’ and ‘Communication’. 
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3.4.3.1 Nature of vestibular conditions 

Vestibular conditions are, by their very nature, often unpredictable and variable. Participants 

reported difficulty predicting and planning for episodes and exacerbations because they could 

vary in nature, severity, and frequency, and often changed over time: ‘It's still changing… Every 

episode is different’ (Participant 4); ‘There's just no telling when it could happen’ (Participant 6). 

This led to a feeling of uncertainty that meant SOs were apprehensive about making plans just 

in case an episode occurred, and many of them expressed a constant worry that an episode 

could happen at any time: ‘You can't even plan a holiday because of that worry in the 

background’ (Participant 5). 

3.4.3.2 Diagnosis and understanding of condition 

Various vestibular conditions can have very similar presentations and differential diagnosis can 

be difficult (as reported under ‘Journey to diagnosis’). This cultured a lack of understanding 

about the condition for the couple as they reported encountering fact sheets that were often 

vague and non-committal and receiving inconsistent explanations from healthcare 

professionals. They were often left with very little idea of what was going on: ‘There's nothing 

worse than not knowing what's going on and nobody can tell you’ (Participant 10). Several 

participants mentioned that their perception of the medical profession was changing as they 

were unable to get a straight answer: 

We have this idea that when we go to a doctor, he is supposed to be the healer, the solution to 

all our problems and- and when you're dealing with specialist and professors and things like 

that, all the magic must be there. [But] the magic's not always there. (Participant 9) 
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SOs often resorted to self-guided research, which involved internet searching, talking to 

acquaintances who experience vestibular symptoms (even if they were different to PVS’ 

symptoms), and tracking the PVS’ food intake and other possible triggers. They generally found 

this beneficial: ‘Our own self- assessment... our own research, I felt was healthy… That we felt 

we might be getting somewhere through our own efforts’ (Participant 6); however, the 

information available to them was often poor quality and unhelpful: 

I was [researching on the internet] one day, and something came up… it was ridiculous…You'd 

know an awful lot if you believed [what you found on the internet]. (Participant 4) 

Another barrier to getting an understanding of the condition and a diagnosis was the 

inaccessibility of medical care. Rural participants had difficulty accessing medical care due to 

isolation, specialists’ fees were often expensive and appointments running late impacted on 

couples’ ability to fit appointments around their everyday lives.  

3.4.3.3 Communication  

In fitting with a lack of understanding of the vestibular condition, some participants also 

reported difficulty communicating about symptoms, both with the PVS and with their family 

and friends.  

You’re dealing with the uncertainty yourself because you don't know what's happening. You 

want a solution. But you're dealing with folks around you, that it's hard to explain to them. And 

how come the doctors haven't got a solution or haven't got an answer. (Participant 9) 

Indeed, participants often compared the vestibular condition with other conditions and 

illnesses to convey their feelings and experiences: ‘She goes through these hot and cold flush 
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periods and she says it's like going through menopause’ (Participant 10); ‘If someone has their 

leg chopped off, people go, oh poor devil, but it's like, when you have… Meniere's, they seem to 

forget about it’ (Participant 7). 

Communication between couples was also frequently mentioned, with miscommunications or 

lack of communication within the couple being troublesome, ‘I maybe get told off for not… 

being aware when I couldn’t be aware’ (Participant 1). While these miscommunications were 

sometimes reported as a function of their relationship, others reported they improved after 

getting a diagnosis, as it gave them the language to discuss it: 

She’s… understanding it, so she can use language to describe it… She now understands what it 

is. That allows her to talk about it more, gives her the language. And we’ve both understood 

better what’s going on and that in itself, has just been a great thing. (Participant 2) 

3.4.4 Disempowerment 

Most participants reported a desire to help their spouse when they became symptomatic. 

Some of them detailed the things that they do to help during an episode which included staying 

out of the PVS’ way, initiating communication to see if they were OK, and providing practical 

assistance such as helping them to the bed to lie down or bringing them medication and tea. 

However, the overwhelming message from the SOs is that they didn’t know what they could do 

to help the PVS: 

My wife's having these attacks... what do I do to try to help her? I feel helpless. You know, 

because I don't know - what do I do? She's grabbing the wall... grabbing me... that's fine, but 

trying to help her, look after her, what do you want me to do? (Participant 6) 
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I don't know what to do. It's as simple as that. If I did, I'd do everything I could to try and 

stabilise [my wife]. But I can't because I don't know what to do… Not knowing what to do is 

probably the biggest handicap because you feel so useless and helpless. (Participant 10) 

Not knowing how to help often resulted in feelings of uselessness, helplessness, frustration and 

distress, and for one participant, rejection. Some participants had developed an action plan for 

when the PVS became symptomatic, but still questioned whether what they were doing was 

correct. It was common for participants to express a desire for better guidance as to what to do 

during an episode, ‘Until you have somebody influence you in one form or another as to what 

you can do, there's not very much you can do’ (Participant 10). 

3.5 Discussion 

This study described the essence of being the significant other of a person that experiences 

ongoing vestibular symptoms. Results revealed that while SOs have varying levels of 

involvement, they are intertwined in their spouse’s vestibular journey, they feel the effects of 

the elusive vestibular symptoms and hold a desire to help in whichever way they can.  

Results indicated that a broad range of vestibular disorders, whether they have been diagnosed 

or not, can have impact on the SO. Previous studies in this area had largely only investigated 

the impact of diagnosed MD (Manchaiah et al., 2013; Pyykkő et al., 2015; Stephens et al., 2012); 

the experience of undiagnosed vestibular disorders on SOs was included for the first time in the 

current study. The impact on SOs is present before diagnosis, and present with a range of 

disorders; this highlights the importance of including the needs of SOs in appointments during 

the diagnostic journey even before a diagnosis is made, across all possible vestibular disorders.  
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Impacts on the SO were varied and included frequent reports of low self-prioritisation and 

feelings of selfishness when asked to consider their own needs. These feelings often came 

around as they tried to alleviate the symptom burden of the PVS. This combination of 

uncertainty and trying to alleviate symptom burden has previously been reported by Pyykkő et 

al. (2015) in the context of MD; authors proposed that this combination can make the SO feel 

victimised (Pyykkő et al., 2015). To reduce feelings of uncertainty and disempowerment in 

these situations, it is important for healthcare professionals to identify if the SO’s wellbeing 

needs attention; implementation of family-centred care in this situation may address needs of 

the SO, to avoid the SO developing a sense of victimisation. 

A big contributor to intangibility originated in the inherent complexity of vestibular disorders; 

however, the additional role of healthcare professionals cannot be ignored. The root problem 

for receiving vague, non-committal explanations from healthcare professionals may vary; the 

healthcare professionals may have poor knowledge of vestibular disorders, they may be failing 

to communicate effectively in their patient-clinician interactions, they may not have the time or 

opportunity to adequately explain all aspects of the vestibular disorder, or there may be some 

other reason. This may be an area for future study; however, as intangibility is a contributor to 

disempowerment, this is worth further immediate consideration. To some extent, intangibility 

could be minimised by healthcare professionals involving the SO more, taking time to give 

clearer explanations, exploring the vocabulary of vestibular disorders with the SO and PVS to 

facilitate communication between them and tailoring management to include their needs in 

line with family-centred care. Further research into barriers to healthcare professionals 
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including SOs during vestibular appointments may be beneficial to facilitate their involvement 

in future. 

The dichotomy of ownership that was observed in this study presents conflicting advice on 

involvement of SOs in medical appointments. The greater burden felt by SOs that exhibited 

ownership indicates they are likely to benefit from involvement by healthcare professionals, 

which would further their understanding and help to develop coping mechanisms. Conversely, 

those SOs that exhibit dis-ownership are less involved; by being less involved they report 

feeling less burden. When practicing family-centred care, it’s often recommended for clinicians 

to encourage family members to participate in appointments to ensure the needs of the entire 

family unit are being met (Ekberg et al., 2015). Encouraging SOs to attend appointments 

increases their level of involvement, which has the potential to increase the amount of 

ownership they exhibit. By increasing the amount of ownership they exhibit, there is potential 

for SOs to feel more burden, more responsibility and more guilt-laden negative emotions that 

were seen in this study. By that reasoning, it’s possible to conclude that a SO might be worse 

off if included in vestibular appointments, at least in the short-term. However, patients often 

benefit from family member involvement (Bertilsson, von Koch, Tham, & Johansson, 2015; 

Martire, Schulz, Helgeson, Small, & Saghafi, 2010; Porter & Boothroyd, 2015; Seesing et al., 

2014; Yates, 1989), which leaves us with conflicting recommendations: encourage SO 

involvement and risk increasing SO burden, or do not encourage SO involvement and risk 

worsening PVS outcomes. Further research is needed into the relationship of SO involvement 

and perceived disability in vestibular disorders for clearer guidelines on encouraging the SO to 

be involved in vestibular appointments.  
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3.5.1 Positive impacts 

Positive impacts of vestibular symptoms were seen intermittently across the themes in this 

study. These included a positive outlook during the journey, improvement in communication 

and understanding of the symptoms over time, and improvement in relationship with PVS as 

they helped each other to cope. However, the presence of reported positive impacts was not as 

robust or consistent as seen in Manchaiah et al (2013). This may be due to difference in 

methodology, as Manchaiah and colleagues specifically asked participants to consider positive 

impacts to their lives. Conversely, in the present paper, participants were invited to speak 

about whatever was important to them, which may explain the lack of focus on positive 

aspects.  

3.5.2 Implications 

This study showed for the first time that SOs of people with vestibular symptoms have 

substantial impacts on their lives both before and after diagnosis. The authors of this study 

promote the practice of family-centred care and inclusion of SOs in all appointments related to 

vestibular disorders if they wish to be involved; this will facilitate the SO’s development of their 

understanding of the condition and give the healthcare professional the chance to recognise if 

the SO needs further support. Furthermore, by involving the SO the healthcare professional 

exposes both SO and PVS to the language used when talking about vestibular conditions, which 

may improve communication, understanding and empowerment. 

3.5.3 Limitations 

Selecting participants based on the PVS having vestibular symptoms for longer than 12 months 

may have given more weight to the experience of a complicated, elusive diagnosis as it excludes 

short-lived and more easily treatable conditions (such as simple BPPV and acute 
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vestibulopathy) that often successfully resolve quickly with appropriate therapy. Recruitment 

method was a limitation in the study for two reasons: firstly, participants were recruited from 

Melbourne-based clinics which may have limited diversity of region-specific responses such as 

access to medical care. Secondly, the PVS was asked to nominate a SO to undertake the 

interview, and some people were reluctant to burden their SO with this commitment; this may 

represent a relationship dynamic that was not included in the study. Lastly, cultural background 

was not included within the maximum variation sampling due to the specific inclusion criteria. 

Topics such as communication, relationship dynamics and expectations of medical professionals 

may vary across different cultural backgrounds.  

3.6 Conclusion 

This study explored the experiences of SOs of people experiencing vestibular disorders. 

Vestibular disorders are by nature complex and difficult to diagnose, which has repercussions 

on the lives of the SO. The journey they partake in is individual, and thus requires individualised 

care. If a SO wishes to be involved, involving them in PVS’ care is likely to further their 

understanding and empower them to support the PVS through their condition. 

Disempowerment was a common experience, which can be a target for improvement in 

interactions with healthcare professionals. A recommended approach to management is 

practicing family-centred care in cases of vestibular disorders. Further research is needed to 

examine the interaction of SO involvement and perceived disability.  
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Now that the experience of being a SO in cases of vestibular disorders has been understood 

(Chapter 3), the next step is to identify specific changes to daily functioning that may be causing 

third-party disability; this will be covered in this chapter. 

4.1 Abstract 

Objective To identify presence and nature of Third-Party Disability experienced by Significant 

Others (SOs) of people with ongoing vestibular symptoms using the World Health Organisation 

International Classification of Functioning, Disability and Health (WHO-ICF) framework.    

Design Qualitative semi-structured interviews were conducted and analysed by mapping 

transcripts to the WHO-ICF framework. 

Study Sample Ten SOs of people with ongoing vestibular symptoms were interviewed. 

Maximum variation sampling was used.  

Results Data mapped to 5 codes in the body functions component of the ICF, highlighting 

psychological impact on the SO and a broad range of negative emotions; 28 codes in the 

activities and participations component, showing impaired ability across several areas of the 

SO’s life including social life, communication, general tasks and maintaining domestic balance; 

and 19 codes in the environmental factors component, highlighting the importance of 

supportive relationships and functioning health systems. 

Conclusions Third-Party Disability was identified, including psychological impacts on the SO, 

interruption to their daily lives and increased domestic responsibility. Health professionals may 

lessen disability by encouraging support networks and practicing family-centred care. 
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4.2 Introduction 

Vestibular disorders encompass a broad range of conditions and often result in symptoms such 

as dizziness, vertigo, disequilibrium and imbalance (Bisdorff et al., 2009). Experiencing 

vestibular symptoms can have wide ranging impacts on the lives of people experiencing them, 

such as higher rates of depression and anxiety (Arroll et al., 2012) and decreased quality of life 

(Guinand et al., 2012; Levo et al., 2013; Porter & Boothroyd, 2015). 

As with any health condition, vestibular disorders have the potential to impact on the lives of 

Significant Others (SOs). Story, Barr, Dowell and Vitkovic (2019) demonstrated that SOs of 

people with ongoing vestibular symptoms frequently prioritise their own needs less than those 

of the person with the vestibular symptoms, with associated negative feelings such as 

helplessness and redundancy. Pyykkő, Manchaiah, Levo, Kentala and Rasku (2015) also showed 

that experiences of SOs of people with Meniere’s Disease varied widely, but in certain 

circumstances they may feel victimised by their partner’s condition. It is important to 

understand the day-to-day impacts on SOs as they are often involved in assisting the individual 

with vestibular conditions (Miffon & Guyot, 2015; Stephens et al., 2012) and may require extra 

support. For SOs to be adequately supported, an understanding of changes to their everyday 

functioning with their family member’s vestibular disorder and contextual information to help 

improve their functioning is needed. A widely-used framework to holistically understand 

changes to functioning and influence of life context is the World Health Organisation’s 

International Classification of Functioning, Disability and Health (WHO, 2001). 

The  WHO-ICF (WHO, 2001) is a biopsychosocial framework that provides a standard language 

and universal classification for functioning and disability across all health conditions. Here, 
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‘functioning’ is defined as normal or non-problematic aspects of health and health-related 

states, and ‘disability’ is defined as a problem or a reduction from normal functioning, such as 

an activity limitation or a participation restriction (WHO, 2001, pg. 8). The WHO-ICF is 

separated into components of Body Functions and Structures, Activities and Participation, 

Environmental Factors and Personal Factors. Each component is further separated into domains 

that can be used to identify changes to functioning; physical impairment to body structures, 

altered ability to complete tasks, and restrictions in participating in tasks given an individual’s 

life context. Identifying reduced functioning, or disability, in the presence of a health condition 

can assist healthcare professionals to help an individual restore normal functioning. However, it 

is not enough to merely understand how functioning has been impaired; the consideration of 

contextual factors (Environmental Factors and Personal factors) is an important step in 

understanding intricacies of functioning and disability. One contextual factor (for example, the 

provision of hearing aids to a person with hearing impairment) may improve functioning 

(allowing that person to hear and participate in conversation); this is considered a ‘facilitator’ as 

it aids normal functioning. Conversely, another contextual factor (for example, a person with 

hearing impairment attending a gathering in a large, reverberant room) may reduce functioning 

(causing the person to not be about to hear or participate in conversation); this would be 

considered a ‘barrier’ which can impede normal functioning, or cause disability. Understanding 

how contextual factors impact functioning can allow healthcare professionals to help clients 

modify their individual context to improve functioning. 

While the WHO-ICF provides a way to understand and detail disability from a given health 

condition, a more complex understanding is needed for applying this framework to the SO of a 
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person with a health condition. This concept is called ‘Third-Party Disability’ and was first 

coined by the World Health Organisation (WHO, 2001). Hickson and Scarinci (2007) 

demonstrated a model for Third-Party Disability in the context of hearing impairment; the 

entire ICF (the health condition, all the activity limitations and participation restrictions) for the 

person with the hearing impairment became an Environmental Factor for their spouse. This had 

consequences for the spouse’s own functioning. For example, for one person with hearing 

impairment, hearing aids and louder television volumes would be new environmental factors 

for their spouse (ICF codes e1251 and e2500, respectively); the spouse may experience activity 

limitations and participation restrictions, such as difficulty communicating with their partner 

(d310, d350, d355) and reduced participation in social events (d920) (Scarinci et al., 2008). This 

model has been used to detail Third-Party Disability across different health conditions 

(Grawburg, Howe, Worrall, & Scarinci, 2014; Nund et al., 2015; Scarinci, Worrall, & Hickson, 

2009), providing population-specific information on disability (impairment of body functions, 

activity limitations and participation restrictions) and what contextual factors were barriers 

(making disability worse) or facilitators (making disability less severe). Understanding 

limitations to SO functioning can assist in making population-specific, family-centred 

management decisions, and understanding population-specific contextual factors can direct 

healthcare professionals to modify environmental factors to maximise functioning and 

minimise disability. The use of the WHO-ICF to detail third-party disability provides a 

structured, internationally-recognised framework with follow-on applicability to measuring 

disability and replicating results; ultimately helping to understand disability and improve 

functioning. 
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The impact of chronic health conditions on SOs is often referred to as ‘caregiver burden’ and is 

widely acknowledged in the literature. However, this term implies a significant disability on the 

person suffering from the condition, such that they require a caregiver for daily functioning. 

Impacts on family members can occur long before a SO becomes a caregiver; indeed, the 

transition from ‘spouse’ to ‘caregiver’ is a journey in itself that can require a shift in personal 

identity (Mutch, 2010). The term ‘third-party disability’ encompasses all impacts on a SO, even 

before they are considered a ‘caregiver’.  

Applying the WHO-ICF to health data and health conditions is accomplished through a process 

of linking procedures that have been well established (Cieza et al., 2002, 2005). This process 

involves identifying relevant meaningful concepts in each item of data (for example, a question 

in a health questionnaire) and identifying which ICF code best matches that meaningful 

concept. Although the linking rules were developed for itemised health measures, this process 

can also be used for qualitative data, replacing the health measure item with a qualitative 

research code. For example, somebody experiencing a vertiginous attack due to a peripheral 

vestibular problem (‘s2601 Vestibular labyrinth’; ‘b235, Vestibular functions’) may report being 

‘unable to stand upright for very long’. This would be coded under ‘d4154 Maintaining a 

standing position’. In this way, qualitative data can be mapped to the ICF to identify areas of 

reduced functioning and relevant contextual factors that may be modified to help improve 

functioning. The process of conducting interviews with SOs and linking the ICF to detail Third-

Party Disability has been repeated across different health conditions, where uniqueness and 

similarities have been highlighted (Grawburg, Howe, Worrall, & Scarinci, 2014; Nund et al., 

2015; Scarinci et al., 2009). Research so far has only been conducted on conditions that include 
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some inherent communication problem, including hearing impairment (Scarinci et al., 2009), 

aphasia (Grawburg et al., 2014) and dysphagia (Nund et al., 2015). Vestibular disorders do not 

necessarily involve an inherent communication problem, and thus the picture of Third-Party 

Disability might look different in this group. Furthermore, the Third-Party Disability experienced 

with undiagnosed conditions has yet to be researched.  

Current research has provided a description of SO experiences in cases of ongoing vestibular 

symptoms across disorders (diagnosed and undiagnosed) (Story et al., 2019). However, the 

literature lacks a comprehensive, structured description of the changes to daily functioning in 

the lives of this population and an investigation of how contextual factors may be modified to 

help reduce disability. The current study aims to provide a description of Third-Party Disability 

in vestibular disorders through the context of the WHO-ICF framework, thus providing an 

understanding of what disability looks like in this population. Better understanding of disability 

and what contextual factors exacerbate or attenuate disability may help to address the needs 

of the SO when managing families experiencing vestibular disorders.  

4.3 Methods 

The aims of this study required investigation of life experiences and disability; as such, a 

qualitative interview study was conducted to examine all facets of third-party disability in this 

population.  

4.3.1 Participants 

Ten Significant Others (SOs) of People with ongoing Vestibular Symptoms (PVSs) were recruited 

through two Melbourne-based vestibular diagnostic and rehabilitation clinics. While SOs were 

the participants in this study, characteristics of the PVS were considered for recruitment. SOs 
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were identified by PVSs who fit the inclusion criteria and were receiving treatment at the above 

clinics. PVSs were included if they had experienced vestibular symptoms for more than 12 

months, and the symptoms were exacerbated by head or body movement. PVSs did not need a 

diagnosis to qualify for this study; self-reported symptoms were identified in line with the 

symptoms  detailed in Bisdorff et al. (2009). Easily treated conditions (such as Benign 

Paroxysmal Positional Vertigo (BPPV) that is responsive to repositioning manoeuvres) and 

conditions that resolve within a 12-month period (such as vestibular neuritis that is responsive 

to physiotherapy) were excluded from this study. Recruitment continued until maximum 

variation sampling had been satisfied (Creswell & Poth, 2018). Maximum variation criteria 

included PVS Dizziness Handicap Inventory (DHI) scores; to ensure a range of disability levels 

from vestibular symptoms, participants were classified as having scores either above or below 

50 for the purposes of variation. However, a range of scores indicating a broad scope of 

disability levels was captured (range: 16-62). Other maximum variation criteria included time 

since symptom onset (range: 18 months-50 years), chronic symptoms (some symptoms most 

days) or episodic symptoms (discrete attacks of symptoms followed by symptom-free periods) 

as self-identified by the PVS (four chronic; six episodic), SOs’ ages (range: 47-75 years) and sex 

of the SO (four SOs were female and six SOs were male).  

4.3.2 Data Collection 

Ethical approval was received from the University of Melbourne School of Health Sciences 

Human Ethics and Advisory Group (ID 1749395). Participants (SOs of people with vestibular 

symptoms) attended an in-depth, semi-structured interview with the first author. The 

researcher used an open-ended interview guideline (see Table 3, Chapter 3) to create breadth 

to discussion topics, and the participants were encouraged to speak at length about anything 
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that they felt was important to the topic. This resulted in a conversation-style interview. 

Interview lengths varied between 37-98 minutes. Interviews were recorded and transcribed 

verbatim, and anonymised interview transcripts were subjected to qualitative analysis.  

4.3.3 Data analysis 

The first author familiarised herself with the interview transcripts and an initial thematic 

analysis was conducted according to the stepwise process set out by Braun and Clarke (2006). 

These findings have been reported elsewhere (Story et al., 2019). The first author familiarised 

herself extensively with the WHO-ICF, and original codes from the first layer of analysis relevant 

to the WHO-ICF were then identified. Of the 1117 original codes, 613 were deemed applicable 

to the WHO-ICF. Of those, 189 codes were classified as ‘Personal Factors’; a component that is 

not further classified in the WHO-ICF, and thus will not be reported here. There were 14 codes 

that were speculative in nature and were omitted from analysis. The remaining 410 codes were 

examined, and similar codes were combined and simplified into 114 categories, referred to as 

‘research categories’. These categories were linked to the WHO-ICF using the linking rules 

outlined by Cieza et al. (2002, 2005). The authors employed the use of ICF codes ending in 8 

and 9, contrary to the recommendations of Cieza et al. (2005); this was to differentiate 

between general codes and codes that required further specification. Majority of the linking 

procedure was conducted by the first author (LS) using Microsoft Excel, and was reviewed with 

the other authors (CB, RD, JV) at frequent, regular checkpoints. Disagreements between the 

authors about the most appropriate code or coding level for linking a research category were 

discussed until congruence was reached. As this is a qualitative study, the focus was on breadth 

of codes rather than frequency of codes; as such, linked codes were not quantified. Research 
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categories were linked to the most specific ICF code possible. An example of linked codes can 

be seen in Table 4, and a complete record of linked codes can be seen in Tables 6-8. 

Table 4 Example of linking procedure across different ICF components 

ICF component and domain ICF Code & code name Research category Quote 

Body functions: Mental 
functions 

b1300 Energy level Tiring and wearing ‘I'm tired… I need some 
rest and you don't have 
any.’ 

Activities and Participation: 
Community, social and civic 
life 

d9205 Socialising Plan fewer social outings 

 

 

 

 

Missed planned outings 

‘If somebody invites [us] 
out, she's always worrying 
about whether something's 
going to happen. So we 
tend to say “no”.’ 

‘When she has an attack, 
there's no way we can go 
anywhere - go to visit 
friends or anything’ 

Environmental Factors: 
Support and Relationships 

e315 Extended family Support from other family 
members (facilitator) 

 

Small family limits access to 
support (barrier) 

‘She had fantastic parents 
who helped us through it’. 

 

‘It would have been better 
if we had more family’. 

 

4.4 Results 

4.4.1 Overview 

Research categories were mapped to all components of the ICF; all are reported here except for 

Personal Factors, as Personal Factors are not classified in the ICF due to the immense diversity 

of personal factors present internationally and across cultures. Data were mapped to five codes 

in the Body Functions component, 28 codes in the Activities and Participation component, and 

19 codes in the Environmental Factors component. A summary of codes is shown in Table 5. For 

simplicity, the condition that the PVS experiences (either diagnosed or undiagnosed, but with 

vestibular symptoms present) will be referred to as the ‘vestibular condition’.  
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Table 5 Summary of codes identified as relevant to third-party disability in vestibular disorders 

ICF Component ICF Domain ICF Code & Name 
Body Functions component Mental functions b1263 Psychic stability 

b1300 Energy level 
b1340 Amount of sleep 
b1521 Regulation of emotion 
b1528 Emotional functions, other specified 

Activities and Participation  General tasks and demands d230 Carrying out daily routine 
d2301 Managing daily routine 
d2302 Completing the daily routine 
d2303 Managing one’s own activity level 
d2400 Handling responsibilities 
d2402 Handling crisis 
d2409 Handling stress and other psychological demands, 
unspecified 

 Communication d310 Communicating with – receiving – spoken messages 
d3503 Conversing with one person 

 Mobility d4702 Using public motorised transportation 
d4751 Driving motorised vehicles 

 Self-care d5708 Looking after one’s health, other specified (wellbeing) 
 Domestic life d630 Preparing meals 

d640 Doing housework 
d6506 Taking care of animals 
d660 Assisting others 
d6601 Assisting others in movement 
d6605 Assisting others in health maintenance 

 Interpersonal interactions 
and relationships 

d7500 Informal relationships with friends 
d7701 Spousal relationships 

 Major life areas d830 Higher education 
d8502 Full time employment 
d8700 Personal economic resources 

 Community, social and civic 
life 

d9205 Socialising 
d9208 Recreation and leisure, other specified (travel) 
d9208 Recreation and leisure, other specified (holidays) 
d9208 Recreation and leisure, other specified (alone time) 

Environmental Factors Products and technology e1100 Food 
e1300 General products and technology for education 
e1650 Financial assets 

 Support and relationships e310 Immediate family 
e315 Extended family 
e320 Friends 
e325 Acquaintances, peers, colleagues, neighbours and 
community members 
e340 Personal care providers and personal assistants 
e355 Health Professionals 
e398 Support and relationships, other specified (any 
relationship [family, friends]) 

 Attitudes e410 Individual attitudes of immediate family members 
e415 Individual attitudes of extended family members 
e420 Individual attitudes of friends 
e425 Individual attitudes of acquaintances, peers, colleagues, 
neighbours and community members 
e450 Individual attitudes of healthcare professionals 
e460 Societal attitudes 
e465 Social norms, practices and ideologies 

 Services, systems and 
policies 

e5800 Health services 
e5801 Health systems 



68 

 

Table 6 Qualitative research findings mapped to body functions component of the ICF 

ICF 
domain 

ICF code & code 
name 

Research category Sample quote 

Mental 
functions 

b1263 Psychic 
stability 

Ill temper ‘It is getting wearing… you don’t mind that happening every 
now and again… but when it's becoming more regular it 
becomes just a pattern… I get a bit cheesed off with it.’ 

 b1300 Energy level Tiring and wearing ‘I'm tired… I need some rest and you don't have any.’ 

 b1340 Amount of 
sleep 

Lost sleep ‘You might have trouble getting to sleep because you're 
thinking… Should I be awake just in case…?’ 

 b1521 Regulation of 
emotion 

Emotionally 
overwhelmed 

‘It shook me terribly… It's too much to handle in one go.’ 

 b1528 Emotional 
functions, other 
specified (see 
research code for 
specifications) 

Worry ‘You can't even plan a holiday because of that worry in the 
background.’ 

Frustration ‘The doctors second-guessing themselves… it's frustrating.’ 

Unhappiness ‘It leads… [to] unhappiness because you have to deal with it. 

Stress ‘It can be quite ... it was stressful.’ 

Anxiousness ‘The general anxiety around… what is the ongoing prognosis 
going to be?’ 

Uselessness/ 
helplessness 

‘It's not nice because, you feel like… you're a little bit useless.’ 

Flat affect ‘I try to move on. And not dwell. Because otherwise, I felt that 
I feel really bad, it would drag me down.’ 

Guilt ‘I feel guilty that I just slept through it.’ 

Confusion ‘I was confused… I wasn't sure what [the illness] was.’ 

Disappointment ‘Suddenly to have to put [social plans] on hold... there's a 
certain amount of disappointment.’ 

Selfishness ‘[I] don't wanna [sic] feel selfish that I'm worrying about how 
it's affecting me.’ 

Rejection ‘You just feel rejected when you… go to help.’ 

Resentment ‘[I felt] a bit resentful. Not understanding how debilitated he 
was… the fact that he just didn’t need me.’ 

Annoyance ‘[The hearing loss] is a bit annoying sometimes.’ 

Loneliness ‘You get to be a little bit lonely.’ 

Redundancy ‘I just feel a little bit redundant because I don't know what I 
can do to help.’ 

 4.4.2 Body Functions Component 

SOs reported several impacts that mapped to the Body Functions component of the ICF. These 

mapped solely to the Mental Functions domain, indicating that SOs experience psychological 

impacts but no other change to their body functions. Most impacts mapped to the Mental 

Functions domain consisted of emotional functions, as the SO experienced a broad range of 



69 

 

emotions in relation to the vestibular condition such as worry, uselessness, stress, frustration 

and uncertainty. A detailed representation of the mapping is observed in Table 6. SOs also 

reported that the vestibular condition became ‘wearing’ and impacted on their sleep, energy 

level, ability to remain calm and maintain control of their emotions. These results demonstrate 

a significant psychological impact on the SO. 

4.4.3 Activities and Participation Component 

Activities and participations reflect changes to normal functioning; the tasks that a SO has more 

difficulty completing due to the PVS’ vestibular condition, and the tasks that they find 

themselves completing more frequently due to the vestibular condition. A complete list of 

codes and quotes can be found in Table 7. 

4.4.3.1 General tasks and demands domain 

SOs reported impacts involving reduced capacity to perform general tasks. They reported that 

they have less time and more responsibilities with the PVS experiencing vestibular symptoms, 

meaning SOs were less able to plan or complete their daily routine, and often needed to change 

their plans at the last minute. The addition of a vestibular condition on top of other life stresses 

made handling all responsibilities difficult for the SO.  

4.4.3.2 Communication domain 

Although vestibular conditions do not inherently cause communication breakdown, several SOs 

reported difficulty communicating with the PVS. This difficulty may be directly because of the 

vestibular symptoms, causing the PVS to become vague due to ‘fogginess’ and not articulating 

well.  
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4.4.3.3 Mobility domain 

Some SOs reported changes to their regular mobility because of the vestibular disorder. This 

included avoiding activities such as flying with the PVS for fear of triggering an episode. SOs also 

reported that they increased the amount of driving that they would normally do, either due to 

the PVS becoming symptomatic and not being able to drive, or the SO preferring to drive rather 

than risk the PVS becoming symptomatic while driving.  

4.4.3.4 Self-Care domain 

Several SOs reported negative impact on their own wellbeing, potentially resulting from putting 

the PVS’s needs before their own. 

4.4.3.5 Domestic Life domain 

When considering the impacts to their domestic life, it was often reported that when the PVS is 

symptomatic, the SOs had an increase in domestic responsibilities. This included doing more 

housework, cleaning, looking after children and pets, cooking, driving, and looking after the 

PVS. Some of these tasks were normal tasks for the SO, but they reported doing them more 

often; other tasks (such as looking after the PVS) were reported as new tasks for the SO, or 

tasks normally undertaken by the PVS (e.g. cooking, housework, looking after dependents). SOs 

also reported that the addition of new responsibilities sometimes impeded their ability to 

perform their normal domestic tasks (i.e. if they needed to take care of the PVS when they 

became symptomatic, SOs may not be able to complete the household tasks they normally do).  

4.4.3.6 Interpersonal Interactions and Relationships domain 

Relationships in the SOs’ lives reportedly suffered due to the vestibular symptoms. This 

included marital stress between the spouse and the PVS, with some SOs recalling very difficult 

times in their relationship. Other relationships that suffered were friendships; SOs reported loss 
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of contact with friends, particularly those that did not understand the vestibular condition well. 

Furthermore, some SOs reported communication breakdown when they and the PVS did not 

discuss the condition, and as such the SO did not know if an episode was happening, what they 

should do or what the PVS was experiencing. 

4.4.3.7 Major Life Areas 

Through caring for the PVS and taking on extra domestic responsibilities, some SOs reported 

poorer performance and attendance at work and university. This, in turn, created financial 

burden for the couple which added to the financial burden of seeking medical attention and 

seeing specialists.  

4.4.3.8 Community, social and civic life 

SOs frequently reported impacts on their social life, including cancelling plans or being reluctant 

to make plans with friends as a couple, in case the PVS became symptomatic. This led to the 

SOs feeling like they were leading a less active social life, which at times was reported as 

leading to loneliness or disappointment. SOs also very frequently talked about impacted travel; 

fears of triggering episodes or inability to access medical attention while traveling often led to 

cancelled or altered travel plans. Some couples were so afraid of triggering episodes that they 

decided not to make travel plans indefinitely, until they could find a way to control the 

episodes. The loss of holidays was often disappointing or stressful for the SO. Finally, SOs 

reported that needing to take care of or keep an eye on the PVS led to a loss of alone time. 
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Table 7 Qualitative findings mapped to activities and participation component of the ICF 

ICF domain ICF code & code 
name 

Research 
Category 

Qualifier Sample quote 

General tasks 
and demands 

d230 Carrying out 
daily routine 

Time poor Performance ‘You can't fit it all in… something's got to be 
dropped and you do it and then you go back to 
it… you keep playing catchup.’ 

 d2301 Managing 
daily routine 

Tasks take 
more time 

Performance ‘You’ve always got something to do… we just… 
allow time for those things.’ 

 d2302 Completing 
the daily routine 

Interference 
with other life 
aspects 

Performance 
 
 

‘It would restrict me in my activities or things 
I'm doing… I can't go there or do that, I need to 
stay at home to help my wife.’ 

Getting less 
done 

Performance ‘It may mean that I can't get things done’ 

Altered plans Performance ‘We just may have to change things in a 
moment’s notice’ 

 d2303 Managing 
one’s own activity 
level 

Less time and 
energy 

Performance ‘Cuts into time and energy that I might spend 
on other things.’ 

 d2400 Handling 
responsibilities 

Looking after 
children 

Performance ‘I would be happy to [attend appointments] of 
course…but… you’re on school pickup… it’s not 
practical.’ 

 d2402 Handling crisis Taking control 
of situation 

Increase* ‘If anything takes place… I've got to make a 
decision and I'm not competent in that sort of 
field.’ 

 d2409 Handling 
stress and other 
psychological 
demands, 
unspecified 

Overwhelmed 
in life context 

Performance ‘In between all of that, looking after our 
grandson- So that gets disturbed… the whole 
family needs to be attentive because if I need 
help… We can't drive.’ 

Communication d310 
Communicating with 
– receiving – spoken 
messages 

Difficulty 
understanding 
PVS 

Performance ‘Because of her fogginess, she's not explaining 
what she means in language that I understand.’ 

 d3503 Conversing 
with one person 

Communication 
breakdown 

Performance ‘She’ll start asking me to do something, or get 
something – get halfway through it and won't 
finish the sentence.’ 

Mobility d4702 Using public 
motorised 
transportation 

Avoidance of 
flying 

Performance ‘We haven't had any long flights… we went on a 
cruise because… that way there is no flying.’ 

 d4751 Driving 
motorised vehicles 

Increased 
driving 

Increase* ‘I'm doing more driving than what I used to.’ 

Self-care d5708 Looking after 
one’s health, other 
specified (wellbeing) 

Negative 
impact on 
wellbeing 

Performance ‘I'm sure [it’s impacted my wellbeing]. I mean, 
I'm not dwelling on it. I try not to think about it, 
but- I'm sure.’ 

Domestic life d630 Preparing 
meals 

Increased 
cooking 

Increase* ‘I had to do a lot of the cooking.’ 

 d640 Doing 
housework 

Less time for 
housework 

Performance ‘There’s always something to do… dealing with 
kids and things to do in terms of getting meals 
and that sort of things.’ 

Increased 
housework 

Increase* ‘There’s certain jobs I've always done… I’ve just 
taken on a bit more. 

 d6506 Taking care of 
animals 

Looking after 
pets 

Increase* ‘… dealing with dog things. Just general 
feeding… watering…’ 

 d660 Assisting 
others 

Caring for 
children more 
often 

Increase* ‘[I’m] putting the children to bed more often.’ 
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Less 
opportunity to 
care for 
children 

Performance 
 

‘I couldn't really take the kids in [to the hospital 
with us]’ 

Caring for PVS Increase* ‘Maybe get her a cup of tea or something to eat 
or whatever. Make sure she's comfortable.’ 

 d6601 Assisting 
others in movement 

Less time to 
drive family 
around 

Performance ‘Looking after our grandson… gets disturbed… 
We can't drive.’ 

Increased 
driving PVS 
around 

Increase* ‘I might be there to, take her to the 
appointment and bring her home.’ 

 d6605 Assisting 
others in health 
maintenance 

Looking after 
PVS 

Increase* ‘If she's vomiting, obviously, have to make sure 
that she's ok, that she's got what she needs.’ 

Interpersonal 
interactions 
and 
relationships 

d7500 Informal 
relationships with 
friends 

Lost contact 
with friends 

Performance ‘I think we’ve probably lost contact with some 
friends because of [the symptoms].’ 

 d7701 Spousal 
relationships 

Marital stress Performance ‘I think the marriage was under huge stress at 
times.’ 

Lack of 
communication 
about 
condition 

Performance 
 

‘There wouldn’t be that… discussion about what 
was going on.’ 

Major life areas d830 Higher 
education 

Poor 
performance at 
university 

Performance 
 

‘It affected my performance at the university - 
there's no doubt about that.’ 

 d8502 Full time 
employment 

Time off work 
Career suffered 

Performance 
 

‘I was having to take a lot more time off than I 
should have.’ 

 d8700 Personal 
economic resources 

Financial 
burden 

Performance 
 

‘It was costing a lot of money. I remember at 
the time, I thought “well where am I going to...” 
you know, we just seemed to be continually, 
you know, paying out for [seeing specialists].’ 

Community, 
social and civic 
life 

d9205 Socialising Plan fewer 
social outings 

Performance ‘If somebody invites [us] out, she's always 
worrying about whether something's going to 
happen. So we tend to say “no”.’ 

Missed planned 
outings 

Performance 
 

‘When she has an attack, there's no way we can 
go anywhere - go to visit friends or anything’ 

 d9208 Recreation 
and leisure, other 
specified (travel) 

Plan less or 
altered travel 

Performance ‘Yeah we haven't [gone overseas again], we 
have flown since the overseas trips but only as 
far as Queensland.’ 

Cancelled 
travel plans 

Performance 
 

‘We were intending to have another overseas 
trip last year but you know, [my wife] was 
nervous about it so we just decided not to.’ 

 d9208 Recreation 
and leisure, other 
specified (holidays) 

Fewer holidays Performance 
 

‘You can't even plan a holiday because of that 
worry in the background.’ 

 d9208 Recreation 
and leisure, other 
specified (alone 
time) 

Loss of alone 
time 

Performance 
 

‘We have to be together nearly 24 hours a day.’ 

* ‘Increase’ is not a qualifier detailed in the ICF. See discussion for further information. 
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4.4.4 Environmental Factors Component 

Environmental factors are external contextual factors and are classified as either barriers or 

facilitators to functioning. A complete list of codes and quotes can be found in Table 8. 

4.4.4.1 Products and Technology domain 

Firstly, reports of salt-reduced diets were mapped to ‘Food’. Although this modified diet was 

not perceived to be a big problem for some SOs, others found that it made sourcing 

appropriate food difficult and less enjoyable.  

Secondly, fact sheets provided by healthcare professionals were mapped to ‘General products 

and technologies for education’. These were widely reported to be vague and unhelpful, with 

little information about what to expect in the next stages of their journey. These fact sheets 

often did little to help the SO’s understanding of the vestibular condition. 

Finally, money matters were mapped to ‘Financial Assets’ and were reported as a barrier and a 

facilitator, depending on whether the couple had enough money to cover medical costs. 

Without enough money, adequate medical attention was difficult to find; however, when they 

did have enough money it helped them immensely. 

4.4.4.2 Support and relationships domain 

Support and relationships was a dynamic domain, with many relationships being reported as 

both barriers and facilitators. The most frequent relationship talked about was the SO’s 

relationship with the PVS. It was often mentioned that the PVS provided the SO with the most 

support, as they endured the vestibular journey together. They helped each other to cope and 

constructed contingency plans and rules to work around the impact of the vestibular condition 

on their lives. However, this relationship also manifested in the data as a barrier, as SOs often 

lost the support of the PVS when the PVS became symptomatic. This was mostly because the 
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PVS was physically and emotionally unable to support the SO amongst their symptoms, unable 

to complete certain tasks, not able to attend events with the SO, and becoming moody due to 

their symptoms.  

The other most frequently mentioned relationship was the SO’s relationship with healthcare 

professionals; one which, again, could be a barrier or a facilitator to functioning. Elements that 

made this relationship a facilitator were healthcare professionals having a good knowledge 

base in relation to the vestibular condition, being thorough, including the SO in appointments 

and management, providing the SO with support (such as informational support and helping 

them to understand the condition), and giving the PVS validation rather than brushing off their 

symptoms as a psychological problem or a non-issue. If a healthcare professional exhibited 

these characteristics, SOs reported that they trusted them and generally reported encounters 

as good experiences. 

Conversely, relationships with healthcare professionals were a barrier to SO’s functioning if 

they excluded the SOs, showed a lack of empathy and did not appear to understand the family 

point-of-view. Some SOs reported clashing with the specialists, disliking them and being 

dissatisfied with how they and the PVS were treated.  

SOs also mentioned support from other family and friends: helping by looking after 

dependents, bringing them a meal or other practical and emotional supports. Friendships 

where the friends did not understand the vestibular condition were sometimes seen as a 

barrier. 
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4.4.4.3 Attitudes domain 

Attitudes of the PVS sometimes helped and sometimes hindered the SO. Some PVSs were seen 

by the SO to handle the condition well by not asking for help and not letting their symptoms 

impede their daily tasks; these attitudes reduced the impact on the SO. However, if the PVS was 

concerned about going out socially due to fear of an episode, or if they did not vocalise their 

symptoms, this increased impact on the SO.  

Attitudes of healthcare professionals also played a substantive role in the SOs’ functioning. 

Healthcare professionals that were willing to include the SO in appointments generally helped 

the SO with understanding and support. However, many healthcare professionals reportedly 

exhibited negative attitudes, such as disinterest, lack of willingness to look for a solution and 

exclusion of the SO.  

Other attitudes that were barriers included those of friends, family and acquaintances who did 

not understand the extent, severity or debilitating nature of the vestibular condition. 

Conversely, the commitment of marriage was seen by SOs as a factor to help them take the 

condition in their stride alongside the PVS, helping them to cope. 

4.4.4.4 Services, systems and policies domain 

Several barriers were mapped to the health services and systems codes. These included 

specialists not running to time, thus impacting the SO’s ability to plan their day and share 

domestic responsibilities with the PVS, difficulty accessing medical care in rural areas, long 

waiting lists and inability to see specialists at short notice, expensive medical care, health 

professionals having a poor knowledge base and receiving inconsistent medical advice from 

different specialists. Some SOs described certain services and systems that were facilitators, 

such as healthcare professionals that had a good knowledge base, improvement in PVS’ 
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condition with medical treatment and the fact that there are many healthcare professionals 

around, so if they keep looking, they could find one that was able to help them.  

Table 8 Qualitative research findings mapped to environmental factors component of the ICF 

ICF domain ICF code & code 
name 

Research category Qualifier Sample quote 

Products 
and 
technology 

e1100 Food Salt-reduced diet Barrier ‘… everything's full of salt. That makes it very hard 
to find things that are not.’ 

e1300 General 
products and 
technology for 
education 

Poor quality fact 
sheets 

Barrier ‘there were some fact sheets… they’re often 
written badly’ 

 e1650 Financial 
assets 

Financial burden Barrier ‘We had no money - we were living on our 
savings’ 

Money for private 
health insurance 

Facilitator ‘Luckily, we had the money, we could go private, 
which helped too.’ 

Support and 
relationships 

e310 Immediate 
family 

Loss of PVS’ 
support 

Barrier 
 

‘[My wife] couldn't really support me much 
because she's the one going through it all’ 

PVS supports SO 
 

Facilitator 
 

‘I don't think I've really been supported by anyone 
other than [my wife]’ 

Family support SO Facilitator ‘She called her mum and dad maybe to come 
around and help just to be with her.’ 

Good 
communication 
with PVS 

Facilitator 
 

‘We'd come back from [seeing a physio or a 
doctor] ...  
We'll sit down and go through what's been said’. 

PVS helps SO to 
cope 

Facilitator ‘At this stage we are managing between ourselves 
to cope with it’. 

 e315 Extended 
family 

Support from other 
family members 

Facilitator 
 

‘She had fantastic parents who helped us through 
it’. 

Small family limits 
access to support 

Barrier ‘It would have been better if we had more family’. 

 e320 Friends Support from 
friends 

Facilitator ‘There have been friends... they might drop a 
meal in for us.’ 

Loss of contact 
with friends 

Barrier ‘We… lost contact with them recently because... 
We weren’t the bubbly people that we had been, 
when they met us.’ 

 e325 
Acquaintances, 
peers, colleagues, 
neighbours and 
community 
members 

Talking to people 
with similar 
illnesses 

Facilitator ‘If you can talk things out… at least you know 
you're on the track that people have already been 
on.’ 

Lack of access to 
appropriate peers 

Barrier ‘[it would] definitely be beneficial to hear it from 
someone who's actually gone through it.’ 

 e340 Personal care 
providers and 
personal assistants 

Hired help for 
housework 

Facilitator ‘We were able to get somebody to work in the 
house. That's... that sort of thing made life a bit 
easier.’ 

 e355 Health 
Professionals 

HP’s good 
knowledge base 

Facilitator ‘It's nice to have [a doctor] that gives you 
confidence.’ 

HPs include SO Facilitator ‘[The specialist’s] practice was really inclusive and 
very good.’ 

HPs support SO 
 

Facilitator 
 

‘That support has been better I think than it used 
to be in the past’ 
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Validation from HP 
 

Facilitator 
 

‘Until we found somebody to say ' look, there's 
nothing psychological'… that helped 
tremendously. That got us over the first hurdle’ 

HPs helped SO 
understand 
 

Facilitator 
 

‘Having actual people who knew what they were 
doing and what they were talking about explain to 
us in plain language what's going on has given us 
that understanding.’ 

HPs’ good people 
skills 

Facilitator ‘Some have more schooling in dealing with people 
than others.’ 

HP is thorough Facilitator ‘[The ENT] is very thorough’ 

SO trusts specialist Facilitator ‘I had the absolute trust in [the ENT].’ 

SO not involved by 
HPs 

Barrier ‘Uh, support? Not really… I found that one of the 
specialists actually did not want me to speak.’ 

SO not supported 
by HPs 

Barrier 
 

‘I don’t feel I have been supported.’ 
 

HPs not 
understanding 

Barrier 
 

‘I don't think the health professions have any idea 
what it's like. As somebody in this position.’ 

SO dislikes 
specialist 

Barrier ‘I mean, [the ENT] saw that we had nothing. He 
was living in a lap of luxury. I've got absolutely no 
time for that sort of guy.’ 

 e398 Support and 
relationships, other 
specified (any 
relationship 
[family, friends]) 

Lack of support 
from anyone 

Barrier ‘I don't think I've really been supported by anyone 
other than [my wife]’ 

Attitudes e410 Individual 
attitudes of 
immediate family 
members 

PVS handles 
condition well 

Facilitator ‘He's not a sook… he sort of puts up with it, if that 
makes sense.’ 

PVS doesn’t 
vocalise symptoms 

Barrier 
 

‘She doesn’t verbalise stuff very well... I don’t 
think she’s particularly good at it.’ 

Social invitations 
declined due to 
PVS’ worry 

Barrier ‘If somebody invites you out, she's always 
worrying about whether something's going to 
happen. So we tend to say 'no', to be honest.’ 

 e415 Individual 
attitudes of 
extended family 
members 

Family members 
do not understand 
condition 

Barrier ‘They don't have an indication… of what really is 
going on, how violent this can be.’ 

 e420 Individual 
attitudes of friends 

Friends do not 
understand 
condition 

Barrier ‘… those friends have got sick of her being a bit 
wonky some days or they don't understand what's 
going on.’ 

 e425 Individual 
attitudes of 
acquaintances, 
peers, colleagues, 
neighbours and 
community 
members 

Other 
acquaintances do 
not understand 
condition 

Barrier ‘His boss at the time… he'd never seen him have 
it. And he just said, sort of thought like everybody 
else, that he’s just, ‘oh, dizzy’, you know.’ 

 e450 Individual 
attitudes of 
healthcare 
professionals 

Negative attitudes 
of ENTs 

Barrier ‘The ENT community right through were pretty 
negative about everything. They weren't really 
interested. 

SO excluded by HPs 
 

Barrier 
 

‘I found that one of the specialists actually did not 
want me to speak. And he was always very abrupt 
if I interrupted.’ 

HPs include SO Facilitator ‘[The physio] thinks it's very important that I'm 
there’ 

 e460 Societal 
attitudes 

Social issues of 
hearing loss 

Barrier ‘I’m aware [that hearing loss] can be a debilitating 
disease because of the social and emotional 
issues.’ 
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Vestibular 
conditions poorly 
generally 
understood 

Barrier ‘People that haven't had [vertigo] just don't 
understand.’ 

 e465 Social norms, 
practices and 
ideologies 

Commitment of 
marriage 

Facilitator ‘We've been married for 41 years, so you don't 
just [leave], just because something goes wrong… 
or one of the partners gets ill.’ 

Normalising 
treatment 

Facilitator ‘I’m sure [having medical treatment] happens to a 
lot of people these days.’ 

Services, 
systems and 
policies 

e5800 Health 
services 

Specialists not 
running on time 

Barrier ‘You know they’ll be an hour and a half last 
because they’re specialists who just like to be an 
hour and a half late for no apparent reason.’ 

Poor access in rural 
areas 
 

Barrier 
 

‘Out here, there's only like one doctor's surgery 
and I went to them for advice and they said, oh, 
sorry…  we're not taking on any new patients.’ 

HPs providing 
vague information 

Barrier ‘It's frustrating because there's nothing definitive.’ 

Inconsistent 
medical advice 

Barrier ‘One [doctor] says this, one says that. Well no one 
knows what on Earth's going on.’ 

Poor hospital 
organisation 
 

Barrier 
 

‘Apparently, he's been put to the back of the list. 
But no one bothered [to tell me]… I had to go and 
find out myself and then try and find him.’ 

HPs’ poor 
knowledge base 

Barrier ‘[The HP had] never heard of vestibular migraine... 
He had to Google it while we were there.’ 

Medical treatment 
improved condition 

Facilitator 
 

‘[My wife] had more attacks in those days. 
Because she wasn't on the drugs that she's got 
now.’ 

HPs’ good 
knowledge base 

Facilitator ‘We found [a doctor] who'd done some research. 
Just the fact that he understood what was going 
on helped.’ 

 e5801 Health 
systems 

Difficulty accessing 
specialists 

Barrier ‘It takes so long to get an answer... You can't see 
[the specialist] the next day, or the day after. You 
wait for weeks.’ 

Expense of medical 
care 

Barrier 
 

‘It cost a lot of money to [get treatment].’ 

Many HPs available Facilitator ‘There are other [HPs] around, and you find them 
eventually.’ 

 

4.5 Discussion 

This study explored the presence and nature of Third-Party Disability in vestibular disorders in 

the context of the ICF. In the Third-Party Disability model put forward by Hickson and Scarinci 

(2007), disability is considered to be impaired body structures or functions, or activity 

limitations and participation restrictions resulting from the partner’s health condition becoming 

an environmental factor for the spouse; this is reflective of the model for functioning and 

disability in the ICF. During the current study, findings were coded into all components of the 
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ICF (Body Structures and Functions, Activities and Participation, Environmental Factors, 

Personal Factors), indicating that a family member’s vestibular disorder does impact the life of 

the SO and the current Third-Party Disability model is an appropriate tool for understanding 

disability in this population. It was identified that disability stems from all components of 

functioning and disability: body structures and functions (psychological impact) and activities 

and participation (such as increased domestic responsibilities and restricted participation in 

leisure time). However, several factors to mitigate disability (Environmental Factors identified 

as facilitators) were also identified, such as the integral role of family members and health 

professionals.  

Consistent with prior research which explored Third-Party Disability in communication-related 

conditions (Grawburg et al., 2014; Nund et al., 2015; Scarinci et al., 2009), the highest number 

of codes with data mapped to them were in the Activities and Participation component, 

followed by Environmental Factors and Body Functions. The diversity of codes mapped under 

Activities and Participation indicate a wide range of activity limitations and participation 

restrictions for this population. A large amount of data was also mapped to codes in the 

Environmental Factors component; insights can be gained into how to help families living with 

vestibular disorders to modify their environmental context to help maximise functioning. For 

example, as the results showed that support networks such as relationships with PVS and other 

family and friends were a facilitator, encouraging the SO to form and seek support from these 

networks may help them cope and reduce disability.   

As seen in Table 7, most of the qualifiers used in the activities and participation component 

were ‘performance’. This is unsurprising considering the model of third-party disability, as the 
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PVS’ condition and ICF becomes an environmental factor for the SO, and ‘performance’ is an 

inability to do a task in their current environment. However, an interesting development in the 

application of the linking process was instances when the SO had reported an increase in doing 

a task, rather than reduced capacity or performance in that task. This was particularly evident 

in the Domestic Life domain, as participants reported increasing their workload in cleaning, 

cooking, caring for the PVS and other tasks. This increase in workload was often due to the PVS’ 

inability to perform their normal domestic responsibilities. Similar reports have surfaced in 

other studies on third-party disability (Grawburg et al., 2014; Nund et al., 2015; Scarinci et al., 

2009) and impact of Meniere’s disease on SOs (Stephens et al., 2012); there seems to be 

congruence in the literature that an increase in tasks should be linked to the activities and 

participations component. While this may be considered a negative impact on the SO’s life, it is 

not strictly a reduction in capacity or performance of that task and is therefore unclassifiable as 

an activity limitation or a participation restriction. If anything, it may be seen as an increase in 

performance which is not congruent with the concept of disability. Adding a qualifier beyond 

‘performance’ or ‘capacity’ for this type of category may be an area of future improvement to 

the current third-party disability model. 

Results of the current study show that SOs of people with vestibular symptoms experience a 

broad range of negative emotions while the PVS is experiencing a vestibular episode, and also 

in between episodes. The importance of psychological impact on SOs has previously been 

highlighted by Stephens, Pyykkö, Kentala, Levo and Rasku (2012) in the context of Meniere’s 

Disease, where 74% of SOs’ reported impairments were mapped to the mental functions 

domain of the ICF. Psychological impact also plays an important role in caregiver burden 
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(Anderson et al., 1995; Loh et al., 2016; Martins de Araújo et al., 2017). Although third-party 

disability is a concept that encompasses impact on a SO before they reach the stage of 

experiencing caregiver burden, results imply that psychological impact is present early on and is 

an important consideration for management in this population.  

Healthcare professionals appear to play a crucial role in the journey of families experiencing 

health conditions. In the current study, healthcare professionals were seen as both barriers and 

facilitators to SO functioning, depending on their experience, attitudes, relationships with the 

SO and whether they included the SO in appointments. As not all SOs want to be included in 

appointments (Story et al., 2019), it’s vital that healthcare professionals are responsive to the 

needs of the SO and PVS. This can be achieved through implementation of family-centred 

practice, whereby the family is considered the unit of attention rather than solely the individual 

with a health condition (Deek et al., 2016; Kilmer, Cook, & Munsell, 2010; Scarinci, Meyer, 

Ekberg, & Hickson, 2013; Visser-Meily et al., 2006). 

Medical service provision is highly varied around the world and even in different locations 

within one country. The current study was conducted in Melbourne, Australia, with a spread of 

participants from metropolitan and rural Victoria. The recurring reports of difficulty accessing 

appropriate medical treatment in rural areas is concerning and flags a gap in medical service 

provision. Different service provision models are worth consideration, such as allied health-led 

Vestibular Rehabilitation Service whereby patients on an ENT waiting list are managed by 

physiotherapists before being seen by an ENT (Queensland Government, 2016). This may also 

address some other accessibility issues raised in this study, such as requirement to pay private 

health fees to be seen earlier, especially when some participants mentioned financial burden 
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that has been contributed to by the PVS’ vestibular symptoms. Furthermore, focus on medical 

understanding and awareness of vestibular disorders amongst healthcare providers is an 

important improvement to service provision that may reduce uncertainty and help expedite 

diagnoses. As suggested in Story et al. (2019), receiving a diagnosis often helped the SO to 

develop closure and allowed them to better cope with the vestibular disorder; improving 

vestibular healthcare provision could then, perceivably, improve SO functioning.   

4.5.1 Limitations 

SOs for this study were approached through the PVS; the fact that some PVSs may not feel 

comfortable asking their SO to participate may have excluded a relationship dynamic. 

Recruitment was conducted in Melbourne, Australia at vestibular care clinics, limiting 

participants to people who have sought help or a diagnosis and would travel to Melbourne for 

medical reasons; this may have had an impact on discussion of region-specific topics such as 

health systems and service provision. Cultural background was also not included in the 

maximum variation sampling which may have induced a lack of diversity on matters that vary 

between cultures, such as involvement of the SO in health matters and relationships with 

healthcare professionals.  

4.6 Conclusion 

This study has identified and described the nature of Third-Party Disability in diagnosed and 

undiagnosed vestibular disorders using the WHO-ICF framework. Of particular note are the 

extensive Environmental Factors at play that provide examples of what factors may be modified 

to limit disability and facilitate functioning in this population, such as improving accessibility to 

medical care and encouraging formation of a support network. This paper also highlights the 

psychological impact on SOs and encourages healthcare professionals to attend to the needs of 
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the SOs as part of family-centred practice.  By successfully mapping disability to the ICF 

framework, a foundation for future research into measuring and monitoring disability has been 

completed using an internationally recognised, standardised framework.  

  



85 

 



86 

 

Chapter 5: Involvement and Disability: Pilot validation of two clinical 
tools for significant others in cases of vestibular disorders 
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Now that SO experiences are understood (Chapter 3), and we have provided a detailed record 

of their experience of third-party disability (Chapter 4), we will move on to using these prior 

studies in the construction of clinical tools to measure involvement and disability, providing 

foundation for further research in this area. 

5.1 Abstract 
Objective To develop and perform a pilot validation on two surveys; one to measure SO 

involvement and the other to measure SO third-party disability in cases of vestibular disorders. 

Design Questions were designed empirically from qualitative analyses in Chapters 3 and 4. 

These surveys, along with demographic questions, were distributed online using Qualtrics 

software. Survey data were analysed for internal consistency using Cronbach’s alpha. 

Study Sample Twenty-eight SOs of people with vestibular symptoms completed the survey. 

Results Data from the initial Involvement survey produced a Cronbach’s alpha of 0.69, which 

shows questionable internal consistency. Progressive single item omission led to five questions 

being omitted, and two other questions being combined; re-analysis of Cronbach’s alpha was 

0.83 (good). The resulting survey is 15 items long. Data from the initial Disability survey 

produced a Cronbach’s alpha of 0.96 (excellent). No modification was made to this survey; it is 

34 items long.  

Conclusions Pilot validation of two clinical surveys has been completed. Further validation is 

required with the amended surveys to fully understand relationships between constructs of SO 

involvement, SO disability and PVS disability. 
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5.2 Introduction 

One outcome of the thematic analysis in Chapter 3: An exploration of SOs’ experiences with 

ongoing Vestibular Disorders was that some SOs exhibited ownership, whereby they were more 

involved in the vestibular disorder and reported greater burden. The converse was also true; 

several SOs who did not exhibit ownership did not report much burden. The outcome of the 

study was that more research was required to explore the relationship between SO 

involvement and perceived burden to ensure SO burden was not increased by getting them 

more involved. However, the question remains on how to measure these phenomena to 

observe any relationship. There was great variation in experiences relating to involvement and 

disability, even in the qualitative sample used in previous chapters, which is modest by 

statistical standards. Appropriate clinical tools to measure both involvement and disability are 

required to properly understand their relationship and address them in a clinical scenario.  

Existing clinical tools do not measure the constructs of involvement or disability; however, 

there have been tools used in research that rely on responses of SOs in cases of vestibular 

disorders. One such questionnaire, the Dizziness Handicap Inventory – Spouse version (DHI-SP) 

(Piker et al., 2012) was used to measure spouse perceptions of the patient’s own perceived 

disability, and the authors used this measure to examine congruence between patients and 

spouses. While this was an effective tool to use in the study, it was focussed on the patient’s 

disability rather than the SO’s disability. There are currently no tools available to measure 

involvement or disability in SOs of people with vestibular disorders. 

To address this, the authors chose to develop two clinical tools; one to measure SO disability 

and one to measure involvement of SOs in cases of vestibular disorders. A full, comprehensive 
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validation of both tools was deemed beyond the scope of this PhD; instead, pilot validations 

were planned in order to develop and modify the tools in preparation for a larger validation 

study.  

Survey development and validation requires several stages to prepare a tool for clinical use. 

These stages include identification of the construct for measurement, development of items 

and survey format, and determinants of reliability and validity (Tsang et al., 2017). Items are 

often developed based on expert opinion, research, or empirical data such as clinical notes 

(Jacobson & Newman, 1990). Once the items have been developed, assessment of the results 

must be undertaken to determine the reliability of the survey, with measures of internal 

consistency (using Cronbach’s alpha) and test-retest reliability (Tsang et al., 2017). Measures of 

survey validity must also be undertaken: content validity, which is usually determined by an 

expert panel; and construct validity, which is usually determined by measuring other factors 

that may impact the construct in question (Tsang et al., 2017). Further assessment to identify 

any subscales within the data can be conducted by performing a principal component analysis, 

and analysing the internal consistency of any components identified (Jacobson & Newman, 

1990; Scarinci et al., 2009).  

As mentioned, a full development and validation of two surveys was beyond the scope of this 

PhD project. Therefore, a pilot validation was conducted: survey construction from research 

findings, calculation of Cronbach’s alpha to measure internal consistency and statistical analysis 

to identify any subscales.  
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5.3 Methods 

5.3.1 Survey Design 

The first author (LS) completed a course in social survey design to gain the necessary skills 

needed to construct a questionnaire. Two surveys were constructed using the data and 

analyses conducted in Chapters 3 and 4.  

5.3.1.1 Involvement survey 

In Chapter 3, a thematic analysis was conducted to describe the experience of being a SO to a 

PVS. As the experiences described by participants included their interaction with, and 

involvement in, the PVS’ vestibular condition, the categories from the thematic analysis were 

revisited and codes pertaining to SO involvement with the PVS’ condition were identified. These 

codes were translated into questions and any similar codes were combined to reduce the 

number of questions. The survey had 21 questions which can be seen in Table 9.  

Table 9 Preliminary Involvement survey questions 

No. Question 

1 I attend my spouse’s GP appointments 
2 I attend my spouse’s specialist appointments (e.g. Neurologist, ENT) 
3 I attend my spouse’s physiotherapy appointments 
4 When my spouse is dizzy, I provide physical assistance (e.g. helping to walk) 
5 When my spouse is dizzy, I bring them things they need (e.g. medication, a glass of water) 
6 When my spouse is dizzy, I try to comfort them 
7 I try to help my spouse avoid the triggers of their dizziness 
8 I try to help my spouse understand the triggers of their dizziness 
9 I try to help by doing more housework when my spouse is dizzy 
10 When I think my spouse is dizzy, I ask them about their dizziness 
11 I support my spouse emotionally when they are dizzy 
12 I am frustrated when my spouse is dizzy 
13 I am helpless when my spouse is dizzy 
14 I am resentful about my spouse’s dizziness 
15 I play an important part of my spouse’s journey to understand their dizziness 
16 I stay home with my spouse if they can’t go out due to their dizziness 
17 When my spouse is dizzy, I prioritise their needs over my own 
18 I worry about my spouse getting dizzy when I’m not around 
19 I get stressed when my spouse is dizzy 
20 I perform my own research to understand my spouse’s dizziness 
21 I help my spouse make contingency plans for when they become dizzy (e.g. for travel or social outings) 
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The rating scale for this survey was a 5-point Likert type scale based on frequency of 

involvement (Never, Occasionally, Sometimes, Mostly, Always, Not Applicable). Questions were 

intentionally constructed to indicate a frequency rather than an attitude (i.e. always-never scale 

rather than agree-disagree) as this is a less subjective measure of impact; the always-never 

Likert rating scale was selected accordingly. Scoring was awarded from Never=1 to Always=5. 

The maximum possible score for this survey was 105. The ‘Not Applicable’ option was included 

as some questions asked for frequency of visiting particular medical professionals, and it is 

conceivable that not all PVSs would have utilised these services.  

5.3.1.2 Disability survey 

In Chapter 4, codes within the ICF that were relevant to third-party disability in vestibular 

disorders were identified. If disability is considered as a reduction in everyday functioning, 

codes in the Activities and Participation component are most important when measuring 

disability. However, the analysis in Chapter 4 also highlighted important psychological impact in 

the Body Functions component; therefore, relevant codes from the Activities and Participation 

component and the Body Functions component were identified and translated into questions. 

The survey had 34 questions which can be seen in Table 10. For an accurate representation of 

the impacts the SO is experiencing presently, and to aid in recall, questions were prefaced with 

‘Over the past month’ to indicate an acceptable, recent timeframe.  

The ICF suggests a 5-point Likert scale to measure disability (None, Mild, Moderate, Severe, 

Extreme/Cannot do) (WHO, 2001, pg. 22); this was selected for this survey. However, this scale 

needed to be adapted to different groups of questions to properly measure each item (as 

shown in the right-hand column under each section of Table 10). The only section of this survey 
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to include a ‘Not Applicable’ option was Section 2 as it asks for frequency of certain activities 

that may not be undertaken by some participants. Scoring for this survey was 

Never/None/Much less often=1 to All the time/Extreme/Much more often=5. The maximum 

possible score for this survey was 170.  
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Table 10 Disability survey questions 

Section 1: Think about your life over the past month in relation to your spouse’s balance problem/dizziness. 
Rate the level of difficulty you had with each of the following tasks over the past month. 
1 Completing all the tasks you set out to do in a day Scale (level of difficulty): 

None 
Mild 

Moderate 
Severe 

Extreme/Cannot do 

2 Keeping to your daily plan/schedule 
3 Having enough energy to complete everything you want to in a day 
4 Keeping up with responsibilities other than looking after your dizzy 

spouse (e.g. picking up kids from school) 
5 Understanding your spouse when they are dizzy 
6 Communicating with your spouse about their dizziness 
7 Completing your regular household chores 
8 Maintaining contact with friends 
9 Attending work or university 
10 Attending social outings with friends and family 
11 Planning to travel 
12 Keeping travel plans 
13 Having enough alone time 
Section 2: Think about your life over the past month in relation to your spouse’s balance problem/dizziness. 
When your spouse is dizzy, how often do you do the following tasks compared to when they are not dizzy? 
14 Drive Scale (amount of time): 

Much less often 
A little less often 

The same amount 
Slightly more often 
Much more often 

Not Applicable 

15 Cook meals 
16 Clean around the house 
17 Care for dependents (e.g. children, pets, other family members) 
18 Looking after your spouse (e.g. bringing them food or medication) 

Section 3: Think about your life over the past month in relation to your spouse’s balance problem/dizziness. 
Rate how impacted you feel by your spouse’s dizziness in the following areas. 
19 Your overall wellbeing Scale (amount of impact): 

None 
Mild 

Moderate 
Severe 

Extreme 

20 Your relationship with your spouse 
21 Your ability to stop from getting cranky or angry 
22 Your financial situation 

Section 4: Think about your life over the past month in relation to your spouse’s balance problem/dizziness. 
How often did you feel: 
23 Worn out Scale (amount of time): 

Never 
A little of the time 

Sometimes 
A lot of the time 

All the time 

24 Like you were losing sleep 
25 Worried 
26 Frustrated 
27 Sad 
28 Stressed 
29 Useless 
30 Uncertain 
31 Helpless 
32 Guilty 
33 Selfish 
34 Anxious 
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5.3.2 Participants 

Twenty-eight SOs of PVSs were recruited online or through a Melbourne-based vestibular 

diagnostic clinic. To be included in the study, the PVSs’ dizziness must be vestibular in nature; as 

such, a list of questions was derived from the vestibular symptoms classified by Bisdorff, Von 

Brevern, Lempert and Newman-Toker (2009). To be included, participants must indicate ‘Yes’ to 

at least one of the following statements:  

• My spouse describes their dizziness as SPINNING, ROCKING, like being ON A BOAT, or 

feeling like they’re moving when they’re not;  

• My spouse describes their dizziness as being UNSTEADY, IMBALANCED, or like they’re 

going to fall;  

• My spouse describes their dizziness as not knowing which way is up (or having impaired 

spatial orientation);  

• My spouse describes their dizziness as VISUALLY SEEING the whole world tilt, spin, or 

otherwise move. 

As many participants were recruited online, this survey could have conceivably been taken by 

anybody around the world with internet access. Although recruitment was open to all genders 

and sexual orientations, all participants reported being cis-gendered and in a heterosexual 

relationship. Participants were asked to report whether the PVS experienced chronic symptoms 

(experiencing symptoms most days without remission) or episodic symptoms (experiencing 

discrete episodes of symptoms with remission). Participants were also asked to report a 

diagnosis if the PVS had one; this is solely the report of the SO (the researchers did not perform 
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any tests to corroborate these reports). Sixteen participants (57.1%) reported multiple 

diagnoses. A summary of participant demographics can be seen in Table 11. 

Table 11 Participant demographics, survey study 

Participant demographic n (Total n=28) % of total 
Sex (SO) Female 6 21.4 
 Male 22 78.6 
    
Marital Status Married 20 71.4 
 Partnered and living together 7 25.0 
 Other 1 3.6 
    
Time since symptom onset Less than 12 months 3 10.7 
 12-24 months 10 35.7 
 2-5 years 7 25.0 
 5-10 years 4 14.3 
 More than 10 years 4 14.3 
    
Nature of symptoms Chronic 21 75.0 
 Episodic 6 21.4 
 Unsure 1 3.6 
    
Diagnoses  Meniere’s Disease 12 42.9 
(Some reported Vestibular Migraine 12 42.9 
multiple) Vestibular neuritis 8 28.6 
 PPPD 6 21.4 
 Labyrinthitis 5 17.9 
 BPPV 3 10.7 
 SCD 3 10.7 
 Enlarged vestibular aqueduct syndrome 1 3.6 
 MdDS 1 3.6 
 Undiagnosed 2 7.1 
    
  Mean (SD) (years) Range (years) 
Age  SO 47.36 (13.76) 27-77 
 PVS 46.04 (13.21) 26-77 

 

5.3.3 Data Collection 

Surveys were constructed using Qualtrics online software and a University of Melbourne 

software licence. A link to the survey was posted on various social media groups dedicated to 

vestibular conditions, such as support groups for vestibular migraine, Meniere’s disease and 

superior canal dehiscence. Recruitment was also conducted through the University of 

Melbourne Audiology Clinic; PVSs who fit the inclusion criteria were approached and asked 
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whether their partner would be happy to participate. Those that gave consent were emailed 

the link. As the survey was anonymous, no further follow-up occurred with participants as the 

researchers could not track who had or had not completed the survey. Once recruitment was 

complete, data were exported into an Excel spreadsheet and transferred to Minitab 18 for 

analysis.  

5.3.4 Data Analysis 

Data were analysed using Minitab 18 software. For both surveys, Cronbach’s alpha was 

calculated to measure internal consistency. A Cronbach’s alpha of <0.5 was considered poor, 

0.6 questionable, 0.7 acceptable, 0.8 good and 0.9 excellent (Gliem & Gliem, 2003). Individual 

item omissions were calculated and any items that dramatically reduced Cronbach’s alpha were 

removed from the survey as it was deemed that these questions were inconsistent with the 

overall construct. A principal component analysis was conducted on the remaining questions to 

identify any groups of questions that formed individual constructs that may be considered as a 

subscale in the survey. Further statistical analyses were conducted on each set of survey data to 

identify any trends between demographics. 

5.4 Results 

The results for each survey will be presented separately, below.  

5.4.1 Involvement survey 

The initial Cronbach’s alpha for the Involvement survey was 0.69 (questionable). This was 

calculated based on 21 responses (responses excluded were those with missing data; missing 

data was due to participants selecting ‘Not Applicable’ for any question). Individual item 

omission analysis was conducted, and 5 questions were omitted. The resulting Cronbach’s 
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alpha was 0.83 (good). A summary of omitted questions and resulting Cronbach’s alpha can be 

seen in Table 12. 

Table 12 Cumulative Cronbach's alpha calculation following question omission in Involvement survey 

No. Questions omitted (cumulative) Cronbach’s alpha 

14 I am resentful about my spouse’s dizziness 0.7449 

12 I am frustrated when my spouse is dizzy 0.7826 

13 I am helpless when my spouse is dizzy 0.8052 

19 I get stressed when my spouse is dizzy 0.8227 

3 I attend my spouse’s physiotherapy appointments 0.8312 

The first four questions to be omitted (14, 12, 13, 19) all questioned emotional involvement of 

the SO and had the biggest impact on Cronbach’s alpha. The fifth question to be omitted (3) 

had a high ‘Not Applicable’ response rate and thus was omitted from analysis. The final 

calculation was based on 26 responses (two participants had responded ‘Not Applicable’ 

elsewhere, resulting in an incomplete dataset for those participants).  

In addition to omitting questions as above, it was noted that questions 1 and 2 (I attend my 

spouse’s GP appointments; I attend my spouse’s specialist appointments (e.g. Neurologist, ENT)) 

were highly correlated (Pearson correlation = 0.775). These questions were thus combined into 

a new question: I attend my spouse’s medical appointments (e.g. GP, Neurologist, ENT). The 

final number of questions totalled 15. A revised version of this survey can be seen in Table 13. 

The revised maximum possible score for the Involvement survey is 75. 

A principal component analysis was also conducted, and the biggest 3 components were 

reviewed. However, as no discernible pattern of results could be identified by the researchers, 

no sub-constructs were identified. The survey remains designed to measure one construct: SO 

involvement in the PVS’ vestibular disorder.  
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Table 13 Final (revised) Involvement survey questions 

No. Question 

1 I attend my spouse’s medical appointments (e.g. GP, Neurologist, ENT) 

2 When my spouse is dizzy, I provide physical assistance (e.g. helping to walk) 

3 When my spouse is dizzy, I bring them things they need (e.g. medication, a glass of water) 

4 When my spouse is dizzy, I try to comfort them 

5 I try to help my spouse avoid the triggers of their dizziness 

6 I try to help my spouse understand the triggers of their dizziness 

7 I try to help by doing more housework when my spouse is dizzy 

8 When I think my spouse is dizzy, I ask them about their dizziness 

9 I support my spouse emotionally when they are dizzy 

10 I play an important part of my spouse’s journey to understand their dizziness 

11 I stay home with my spouse if they can’t go out due to their dizziness 

12 When my spouse is dizzy, I prioritise their needs over my own 

13 I worry about my spouse getting dizzy when I’m not around 

14 I perform my own research to understand my spouse’s dizziness 

15 I help my spouse make contingency plans for when they become dizzy (e.g. for travel or social outings) 

 

5.4.1.1 Further Statistical Analysis; Involvement survey 

The authors conducted multiple statistical tests to identify any trends within the data. 

However, the sample size was small and results for most tests were not statistically significant. 

Most demographics were classifiable into two groups; i.e., SO or PVS sex (male vs female), 

nature of symptoms (chronic vs episodic), SO or PVS age (above or below 65 years), or length of 

time since symptom onset (less than or more than 5 years). Thus, two-sample t-tests were 

performed to observe any notable difference in demographic values. A two-sample t-test 

revealed that female SOs were more likely to rate higher on the revised Involvement survey 

than male SOs (p=0.037). This is represented in Figure 4. No other demographics tested with 

two-sample t-tests showed significant difference in survey results. 
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Figure 4 Involvement score as a function of SO sex (minimum, first quartile, median, third quartile, maximum) 

5.4.2 Disability survey 

The initial Cronbach’s alpha for the Disability survey was 0.96 (excellent) using 22 responses (6 

responses contained missing data). This result demonstrates a high level of internal consistency 

without omission of any items.  

A principal component analysis of the data revealed that 49.1% of the variance in this dataset 

was attributed to one component. The researchers could not identify any meaningful subscale 

from this component output; thus, it is not included here. The second largest component 

contributed 11.1% of the variance; the questions highly correlated to the second component 

were questions 14, 15, 16, 17 and 18. These questions all relate to SO’s participation in 

household activities, such as driving and housework. While this is an interesting finding, these 

questions were not deemed to be helpful as a clinical subscale and thus, this analysis was not 

used to alter the survey in any way. 
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Due to the original high internal consistency demonstrated by Cronbach’s alpha, no questions 

were omitted or changed; the Disability survey remains unaltered.  

5.4.2.1 Further statistical analysis 

The authors also conducted multiple statistical tests on the Disability survey data. Most tests 

did not reach statistical significance (p<0.05), as seen in the Involvement survey; two-sample t-

tests revealed no significant effect of sex, SO or PVS age, or time since symptom onset. 

However, a two-sample t-test showed SOs of PVSs with chronic symptoms were more likely to 

rate higher on the disability survey compared to episodic symptoms (p=0.026). This is 

demonstrated in Figure 5. 

 
Figure 5 Disability score as a function of symptom nature (chronic vs episodic) (minimum, first quartile, median, third quartile, 
maximum) 

5.3.3 Interaction of Involvement and Disability scores 

Scores on the Involvement and Disability surveys were analysed using Pearson’s correlation. 

There was no correlation observed (Pearson correlation=0.003, p=0.989). 
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5.5 Discussion 

5.5.1 Involvement survey 

The four questions to be initially omitted from this survey during the Cronbach’s alpha single 

item omission analysis were all developed from reports of SO emotional involvement in their 

partner’s vestibular condition (reports of being resentful, frustrated, helpless and stressed). The 

authors originally hypothesised that the SOs who involve themselves practically and 

functionally would also experience greater emotional involvement. However, the responses to 

these questions were not consistent with the involvement construct measured by this survey, 

indicating that emotional involvement may not be an effective measure of total involvement 

for this population. 

Female SOs rated higher on the Involvement survey than male SOs. This may reflect a higher 

likelihood of females adopting a caregiving role, and is not unexpected given the potential 

gender bias seen in spousal caregiving (Sugiura et al., 2009). 

5.5.2 Disability survey 

The disability survey showed high internal consistency from the initial calculation of Cronbach’s 

alpha, and thus was not altered in any way. The high alpha value suggested that all questions 

were measuring the same construct, making the question set an effective measure of that 

construct (SO’s disability). However, another view is that an alpha value above 0.90 is so 

internally consistent that some questions are too similar, becoming redundant (Tavakol & 

Dennick, 2011). This may warrant further investigation with the aim of producing a more 

concise survey that still aptly measures SO disability. 

During analysis, the researchers conducted a principal component analysis to identify any 

underlying subscales that may have been present in the data. The biggest proportion of the 
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variance (49.1%) was accounted for by one component; the second biggest component was 

disregarded due to the low proportion of variance it accounted for (11.1%). The questions that 

correlated highly with the second-highest component measured frequency of housework since 

the onset of the PVS’ vestibular symptoms, on a Likert scale from ‘Much less often’ to ‘Much 

more often’. This was interpreted that, within the measure of disability, there are people that 

change their frequency of housework in a similar manner, but this is not necessarily correlated 

with overall experience of disability. This subscale was not deemed clinically significant as it did 

not produce a subscale of disability.  

The finding that SOs of PVSs with chronic symptoms rate higher on the disability survey is an 

important consideration in vestibular clinical service delivery. These SOs are more likely to 

experience disability, and thus healthcare professionals should be more alert to their needs 

during appointments.  

5.5.3 Participants 

Respondents in this study were primarily male with female partners (78.6%). While this may be 

considered a gender bias in the data, it is important to consider demographics of vestibular 

disorders in the general population. Some research reports that vestibular disorders are more 

prominent in females (Agus et al., 2013; Seidel et al., 2019; Zhang et al., 2016); other studies 

show no gender preponderance (Agrawal et al., 2009). Particularly, vestibular migraine is often 

reported as more prominent in females (Chung & Kim, 2008; Colombo & Teggi, 2017; 

Formeister et al., 2018; Furman & Balaban, 2015; Yollu et al., 2017; Zhang et al., 2016), which is 

an important consideration seeing as 42.9% of participants in this study reported PVS diagnosis 
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of vestibular migraine. As such, the high proportion of male SOs with female PVSs may merely 

reflect vestibular disorder demographics. 

One key differentiating factor of the current study and those conducted in previous chapters 

was the inclusion of people with undiagnosed vestibular symptoms to capture experiences at all 

points along the vestibular disorder journey, which is especially important considering the 

difficulty many people experience trying to get a diagnosis (as seen in Chapter 3). However, 

perhaps disappointingly, only 2 respondents (7.1%) were partnered to undiagnosed PVSs. This 

may reflect two factors. Firstly, recruitment for this study was primarily through online support 

groups for people with different vestibular disorders; presumably, most people who would use 

these groups would have a diagnosis before reaching out to those groups for support. Secondly, 

the question regarding diagnosis was framed “Diagnosed condition (select all that apply)”. It is 

possible that respondents listed all conditions that their healthcare providers had brought up as 

a possibility rather than the actual diagnosed condition or undiagnosed status. Perhaps, when 

doing further research to continue validation of these tools, the question may be framed with 

less ambiguity, such as ‘Diagnosed condition (please only select conditions for which your 

partner has a clear diagnosis)’. As this was a self-reported demographic, it is difficult to 

distinguish the true reason for the low number of undiagnosed respondents. This is a limitation 

of the current study. 

5.5.4 Future research 

The decision to calculate internal consistency using Cronbach’s alpha was based on the 

research conducted by Jacobson and Newman (1990) for development of the Dizziness 

Handicap Inventory (DHI). The current pilot study represents the first stage of a three-part 
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process to develop a reliable, concise and accurate tool for each construct being measured 

(involvement and disability). The next stage would be to administer the revised versions of 

these surveys to another participant set and check internal consistency as a function of 

frequency of episodes; similar to the study by Jacobson and Newman (1990) whereby they 

separated participants into occasional, frequent or continuous episode frequency. These results 

would then be compared to see if involvement and disability differed significantly as a function 

of episode frequency. Lastly, another group of participants would be recruited to take the 

surveys twice, at different times, as a measure of test-retest reliability. Further testing with a 

larger population may also be needed to calibrate classifications of disability and involvement 

(e.g. mild, moderate, extreme).  

Following this research and subsequent revision of involvement and disability correlation with 

greater participant numbers, it may also be worth re-evaluating the assumption from Chapter 3 

that ‘ownership’ and ‘involvement’ are the same construct and proceeding with further analysis 

of ‘ownership’ as a predictor of third-party disability. 

5.6 Conclusion 

This chapter comprised a pilot validation in the development of two clinical surveys: SO 

involvement and SO disability in cases of vestibular disorders. For the involvement survey, five 

questions were omitted, producing a 15-item survey with a Cronbach’s alpha of 0.83. The 

disability survey was calculated to have a high Cronbach’s alpha (0.96) and thus, no questions 

were omitted. No underlying subscales were identified in the data. There was a high 

predominance of male respondents with female PVSs; however, this may reflect a 

preponderance of females with vestibular symptoms in the general population. 
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Further research is required to continue validation of these surveys to check for consistency 

across different frequencies of vestibular symptoms and for test-retest validity. 
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Chapter 6: Discussion, Future Directions and Conclusion 
 

  



108 

 

6.1: Discussion 

This chapter will integrate findings from all preceding chapters; an overview of each chapter, as 

well as a discussion of clinical and research implications will be provided. Limitations and future 

directions of the research will also be addressed, and a summation of the thesis will be 

provided in the conclusion.  

6.1.1 Summary of Key Findings 

This thesis has progressed from a review of the relevant literature and formation of research 

questions in Chapter 2, through a mixed-methods, sequential study to understand and measure 

third-party disability in cases of vestibular disorders. A flowchart of the thesis chapters can be 

seen in Figure 6. An overview from each chapter will now be provided. 

 

Figure 6 Flowchart of thesis chapters 

The literature review in Chapter 2 identified that while the experience of people suffering from 
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research that focused on SOs. The research that had been conducted to understand 

experiences of SOs was largely focused on diagnosed Meniere’s Disease patients; while the 

studies were informative and well-constructed, they lacked inclusion of chronic vestibular 

disorders and undiagnosed vestibular symptoms. The use of the ICF to document and describe 

third-party disability was reviewed; this process has been used in multiple health conditions but 

mostly in conditions with an inherent communication problem, which many vestibular 

conditions do not share. It was also identified that while multiple tools had been constructed to 

measure impact of vestibular disorders on the person experiencing them, there were no 

measures of impact on the SO. From this review, the research questions were constructed to 

address the gaps in the literature. 

The first research question was addressed by Chapter 3: An exploration of significant others’ 

experiences with ongoing vestibular disorders. Ten SOs were interviewed and a 

phenomenological thematic analysis was conducted to describe their experiences. Four themes 

emerged from the data; “Journey,” as SOs reported long and complicated journeys towards the 

PVS receiving a diagnosis, and also learning to cope with the vestibular disorder; “Ownership,” 

whereby the participants were divided into those who experience ownership over the 

vestibular condition, thus sharing in its stressful impacts, and those who experience dis-

ownership, absolving themselves of the responsibilities and impacts of the vestibular condition; 

“Intangibility,” which described the difficulty getting a diagnosis and understanding of 

vestibular disorders, and difficulty communicating about the vestibular disorder; and 

“Disempowerment,” whereby SOs felt helpless and powerless when they did not know how to 

cope with or help the PVS during a vestibular attack. In this chapter, the authors identified the 
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problem of conflicting recommendations with regards to involving the SO in vestibular 

appointments; those who did not show ownership may increase their level of burden if they 

became more involved. As such, it was flagged that more research needed to be conducted to 

understand the relationship between SO involvement, SO disability and PVS disability. 

The second research question was addressed in Chapter 4: Third-Party Disability in vestibular 

disorders through the lens of the ICF framework. Codes from the analysis in Chapter 3 were 

linked to the ICF framework to identify how this population experiences third-party disability, 

and what contextual factors may be relevant in mitigating this disability. Results indicated that 

SOs experience extensive third-party disability in cases of vestibular disorders, ranging from 

psychological impact in the form of increased negative emotions to increased domestic 

housework, to a decrease in social participation. Several contextual factors were identified to 

help mitigate this disability, including the role of healthcare practitioners, accessibility to 

medical care and support from the SO’s pre-existing support networks. 

The third research question was addressed in Chapter 5: Involvement and Disability: Pilot 

validation of two clinical tools for significant others in cases of vestibular disorders. In this 

chapter, two clinical tools were developed empirically from the data in Chapters 3 and 4. The 

tools underwent a pilot validation whereby survey data was collected and analysed to measure 

internal consistency. The Involvement survey was adjusted to improve internal consistency, 

ensuring all questions were examining the same construct. The disability survey showed high 

internal consistency from the beginning, and thus was not altered in any way. Preliminary 

statistical tests showed no significant correlations between SO involvement and disability; 

however, this was a small sample size and the tools have not undergone complete validation. 
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6.1.2 Contribution to the literature 

As identified in Chapter 2: Literature Review, there was a paucity of literature examining the SO 

experience in ongoing vestibular disorders. The literature that existed in the area focussed on 

diagnosed Meniere’s Disease (Manchaiah et al., 2013; Pyykkő et al., 2015; Stephens et al., 

2012) rather than vestibular symptoms, and the authors noted that many reported impacts on 

the SO were due to hearing loss rather than the vestibular symptoms on the SO (Stephens et 

al., 2012). The current thesis addressed this gap in the literature with Chapter 3, which was 

published in the International Journal of Audiology in October 2019. The findings in this chapter 

have also been presented at multiple conferences across Australia and New Zealand. 

Understanding experiences of this population is crucial for improving vestibular management; 

however, the output of Chapter 3 lacked a targeted, structured analysis of daily impacts that 

can be provided by using the ICF to analyse third-party disability. A description of third-party 

disability in this population was non-existent in the existing literature; thus, Chapter 4 is a novel 

addition. Third-party disability had been described in other health conditions previously 

(Grawburg et al., 2014; Nund et al., 2015; Scarinci et al., 2009), providing population-specific 

information on the disability SOs experience and how that disability can be mitigated. All 

conditions that had previously been detailed involved an inherent communication disorder; a 

feature that is not shared with many vestibular disorders. The study in Chapter 4 is currently 

submitted and under review with the International Journal of Audiology. 

Lastly, the development of tools to measure SO involvement and disability in cases of vestibular 

disorders has not previously been addressed in the literature. While tools have been used in 

this population for research purposes examining SO perceptions of PVS dizziness handicap 
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(Piker et al., 2012), none have been developed to measure the impact on SOs themselves. 

These will allow clinical quantification of third-party disability that can be measured to track 

progress and builds the foundation for further investigation of the best family-centred 

management options for this population.  

6.1.3 Clinical Implications 

The following is a discussion on clinical implications that have emerged over the course of the 

thesis, and recommendations for healthcare professionals involved in management or diagnosis 

of vestibular disorders.  

6.1.3.1 Unveil the mystery of vestibular disorders 

A common motif throughout the qualitative studies (Chapters 3 and 4) was that vestibular 

disorders are often shrouded in mystery. This may be due to difficulty finding a diagnosis, 

healthcare professionals not taking the time to explain vestibular disorders, poor 

communication regarding the vestibular disorder between the PVS and the SO, and poor 

accessibility to medical care to adequately understand and address the problem. Some of these 

factors are difficult to change (such as challenges around vestibular disorders’ differential 

diagnosis), but some are modifiable. Healthcare professionals in the vestibular world harbour 

an immense knowledge base, but the results of this research indicate that it is seldom 

transferred to PVS and SOs. Understanding how healthcare professionals talk about vestibular 

disorders and go about educating the patients and families that come through their door is a 

worthy area of future research. As a clinical translation of this research, I have progressively set 

aside more time at the end of my vestibular audiology appointments to explain vestibular 

function test results, and help patients and families understand outcomes of the appointment, 
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pathologies being considered by the referring medical practitioner, and the progressive referral 

pathways following the appointment. I also present all the information before providing choices 

to the patients and families, if choices are available, such as whether to pursue vestibular 

physiotherapy and how it might benefit them. I have noticed a change in the attitude of 

patients and families leaving my clinic; often one of empowerment and gratitude. 

One of the key differentiating factors of the research conducted in this thesis compared to the 

current literature is the inclusion of those with undiagnosed vestibular symptoms. As an 

audiologist, this was of particular interest to me, as people often present to audiological 

vestibular function testing in their journey towards a diagnosis.  In Chapter 3, the importance 

placed on finding a diagnosis was evident; participants spoke of closure and the need for 

informational support; ‘Knowing is 99.9% I think, of the whole deal’. Healthcare practitioners 

must acknowledge that not only do patients desire more information and choice in healthcare, 

but there is a lot of misinformation available to most patients on the internet, or on ‘Dr. 

Google’ as it is colloquially known. Resorting to these measures was also reported by 

participants in Chapter 3; it would be better to have an understanding facilitated by healthcare 

practitioners, even if this is not a diagnosis, rather than leave patients and families to their own 

devices. 

Improved understanding and ability to communicate about what is going on has the potential 

to lessen several areas of disability seen in Chapter 4, such as difficulty with social relationships. 

Participants reported that friends and others in the general population do not understand the 

impacts of vestibular disorders, and the SOs lacked the diagnostic information to explain the 
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situation. These interactions would also benefit from healthcare professionals explaining the 

vestibular symptoms and giving the SO words to use to describe what is going on.  

Pre-diagnosis care is fundamentally important in this population, as diagnoses are often hard to 

come by, meaning that many people are suffering from vestibular symptoms without a 

diagnosis. SOs reported that when the PVS is symptomatic, they often don’t know what to do 

(Chapter 3); they also reported psychological impact in the form of negative emotions (Chapter 

4). As well as informational support as already discussed, perhaps this population would benefit 

from access to support groups. Increased interdisciplinary discussions of case studies may also 

be of benefit, as many healthcare professionals who see patients and families in the early 

stages of pre-diagnosis (such as audiologists and GPs) do not get to see the patients later, 

where the care is predominantly dictated by the likes of ENTs, neurologists and 

physiotherapists. Sharing experiences between these professions may make for a more holistic 

patient care service.  

Vestibular disorders are often difficult to diagnose by their very nature; however, over the past 

decade the Barany Society has gradually been publishing literature to provide an international 

standard for describing, understanding and diagnosing vestibular conditions through the 

International Classification of Vestibular Disorders (ICVD) (Barany Society, 2020). This will prove 

to be an essential tool for healthcare practitioners to help demystify vestibular disorders for 

patients and families.  

6.1.3.2 Give support where support is needed, to whomever needs it 

As mentioned in section 6.1.3.1 above, healthcare professionals can play a big role in providing 

informational support to people with vestibular symptoms and their families. In Chapter 3, 
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participants spoke of the lengthy process to get a diagnosis, provision of poor quality, non-

committal educational materials and explanations, difficulty communicating about the 

vestibular disorder and a lack of knowledge in knowing what to do when a PVS was 

symptomatic. In Chapter 4, healthcare professionals who aided understanding of the vestibular 

disorder were facilitators to SO functioning, and healthcare professionals who withheld 

information or exhibited poor quality interpersonal skills were barriers to functioning. Thus, to 

help the SO improve their functioning, healthcare practitioners could increase the amount of 

education and emotional support in vestibular appointments. However, it should be noted that, 

as seen in the ‘ownership’ theme discussed in Chapter 3, some SOs do not wish to be involved 

in the vestibular journey, as they perceive it as solely the PVS’ problem. As such, the nuance of 

providing family-centred care is an important consideration. Family-centred care is the 

provision of care while considering the family the unit of attention; the wants and needs of 

family members should be taken into consideration, and if the family members do not want or 

need to be involved, this should be reflected in the provision of care by not pushing for them to 

become involved.  

In considering the provision of family-centred care, healthcare professionals are not the only 

ones who can provide impactful support to the SO. In Chapter 4, it was observed that the PVS 

and other family and friends all can act as facilitators to SO functioning if they support the SO in 

their own way. Drawing on these support networks and encouraging communication within 

these networks may also be a way to reduce disability in the SO, thus increasing their capacity 

to assist the PVS.  



116 

 

The culmination of supporting the SO wherever possible and encouraging them to seek support 

is tending towards reducing SO third-party disability, but also towards empowerment. In 

Chapter 3, the theme of ‘disempowerment’ was described, whereby the SO felt powerless to 

help the PVS through not knowing what to do, or not knowing how to help, resulting in stress, 

helplessness and frustration. By giving the PVS and SO informational support, encouraging 

communication about the symptoms, and encouraging the SO to seek support from existing 

support networks, healthcare professionals can guide SOs to be able to form an understanding, 

empowering them to act when necessary. 

6.1.3.3 Measure the impact 

The clinical recommendations made so far were founded on the outcomes of the qualitative 

studies conducted in Chapters 3 and 4. However, recommendations mean little if there is no 

way to measure the outcome. Thus, in Chapter 5, two clinical tools were developed, and a pilot 

validation conducted. The focus of the clinical recommendations has been to reduce third-party 

disability in the SO. Thus, the Disability survey is likely to be of keen interest to any clinician 

wanting to monitor the outcomes of such recommendations. Further research may also focus 

on producing clinical significance guidelines to distinguish mild, moderate and severe third-

party disability. The Involvement survey is initially more likely to be of use in a research setting 

rather than a clinical setting, as if SOs have turned up to clinical appointments, they are already 

likely to be quite involved in the vestibular disorder, as seen in Chapter 3.  
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6.1.4 Research Implications 

6.1.4.1 Third-Party Disability model 

As identified in Chapter 4, the current third-party disability model is a direct application of the 

ICF to the third party (SOs), and thus may require an additional qualifier in the activities and 

participation component. The current qualifiers (capacity/performance) are a reflection on 

whether a person is unable to do an activity in a standard environment (capacity) or in their 

current environment (performance), thus classifying them as activity limitations or participation 

restrictions, respectively. However, as demonstrated in this study and multiple other studies on 

third-party disability, SOs would often report doing more of a task (such as driving or 

housework). Thus, a third qualifier, such as ‘increase’ may be beneficial to adequately capture 

the nature of third-party disability. 

6.1.4.2 Tools to measure involvement and disability 

Once full validation of the tools in Chapter 5 has been completed, they will be the first 

vestibular disorder-specific measures of SO involvement and disability. The Disability tool will 

assist in measuring outcomes of any management strategies that may have an impact on third-

party disability, and the involvement tool will help us to explore the relationships between SO 

involvement and PVS disability or SO disability. This will, in turn, further refine 

recommendations on how to deliver tailored family-centred care to this population. 

6.1.5 Limitations 

Limitations of the studies were covered in each respective chapter; they will be summarised 

here. The qualitative interviews in Chapters 3 and 4 employed maximum variation sampling to 

ensure a spread of demographics were represented in the data. However, due to the restrictive 

inclusion criteria, the authors could not include locale or ethnicity into the variation. This may 
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have impacted results, especially on geography-specific topics such as access to medical 

services and culturally impacted topics such as expectations of healthcare professionals. 

Recruitment for the qualitative studies took place in vestibular diagnostic and rehabilitative 

clinics, meaning the PVS of participants approached for the study had already initiated help-

seeking behaviours; experiences preceding help-seeking were discussed with participants 

retrospectively which may have altered their perceptions.  Furthermore, the PVS was 

approached to ask their SO if they would like to participate in the interview; if the PVS did not 

wish to bother the SO, the SO would not be included in the study. This may indicate a 

relationship dynamic that is not represented in the data.  

In Chapter 5, recruitment was conducted online; while this means that anybody with a 

computer and internet connection could conceivably participate, those without internet or 

unable to use a computer would not participate. This could potentially exclude older 

participants or those from poorer socioeconomic backgrounds. Distribution of the surveys 

targeted the PVS, again highlighting the problem of the missing relationship dynamic if the PVS 

did not ask the SO to participate. The low number of participants, while sufficient for a pilot 

study, is not high enough to make any conclusions about statistical relationships that may exist 

between these constructs. Including more participants in the next phase of validation would 

improve statistical power. 

6.1.6 Future Directions 

The next step in this research needs to be the complete validation of the Involvement and 

Disability tools. This will allow follow-on studies to examine any relationship between SO 

involvement, SO disability, and PVS disability which will help to hone the recommendations on 
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how to best provide family-centred care in this population. It will also allow measurement of 

the impact of different models of care, adding to an evidence base accessible to healthcare 

professionals in the vestibular clinical space.  

Recommendations for best practice mean little if they are not taken up by those providing a 

service. From the reports in the current study, many healthcare professionals are not practicing 

family-centred care, which may reflect a culture in this field. Future research should examine 

interactions in vestibular consultations to see if the needs of the PVS and any SOs are being 

addressed. If they are not, further qualitative investigation into attitudes of healthcare 

professionals may be warranted, examining the current medical culture in the vestibular field. 

This may be analysed using the COM-B model for behaviour change (Michie et al., 2011) so 

further recommendations can be made to aid provision of family-centred care while 

considering the stance of healthcare professionals.  

Lastly, although the identification of third-party disability is fundamental in moving forward 

with research in this population, it does not quantify the economic impact. In Chapter 4, it was 

identified that some SOs missed work or tertiary education when caring for the PVS, which 

indicated a direct impact on economic productivity. Further, the psychological impact reported 

may also contribute. This is an area for future study.   
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6.2 Conclusion 

Third-party disability is an important consideration when managing any health condition. This 

thesis used a sequential mixed-method approach to: explore the experiences of SOs of people 

experiencing vestibular symptoms; identify third-party disability and describe the nature of the 

disability using the ICF framework; and, develop two novel clinical tools for use in supporting 

this population. SOs of people experiencing vestibular symptoms experience many profound 

impacts to their lives. These range from manifest uncertainty due to the nature of vestibular 

conditions, to altered everyday life activities, to psychological impacts and changes to their 

personal priorities. Management of vestibular patients by healthcare professionals should 

include addressing the needs of the SO in a family-centred care model.  
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