“I just wasn’t me anymore.” Individual Experiences of Identity Loss, Identity Negotiation, Acceptance and Adjustment in Acquired Hearing Loss.

Thesis Summary

Introduction
Previous literature on acquired hearing loss (AHL) can be divided into two sections.  One part includes formal systematic research and the other is comprised of informal personal accounts written by people with AHL and professionals working with them (Stewart-Kerr, 1992).

The informal accounts contain a wealth of information about the experience of living with AHL and give valuable insights into the day-to-day issues individuals face (Ashley, 1985; Savil, 1988; Wooley, 1987).  The accounts written by individuals with AHL and professionals suggest that AHL can have profound psychological consequences. 

The majority of formal systematic research has concentrated on two main aims.  The first has been to establish the impact of AHL on an individual’s communication, employment status and interpersonal relationships (Aguayo and Coady, 2001; Jones et al, 1987; Kyle and Wood, 1983).  
The second has been to determine the impact of AHL on people’s lives by measuring the prevalence of mental health difficulties in this population (Hallam et al, 2006; Thomas, 1984).  Overall, research indicates that the prevalence of mental health related difficulties is higher in individuals with AHL than in the general population.  However, despite indications from informal accounts, there is very little research that investigates why psychological distress is so common and what the psychological processes behind this distress are.

In addition, the majority of research focuses on the consequences of AHL.  While research clearly demonstrates that AHL has a significant impact on all areas of an individual’s life (Woodcock and Ayuagyo, 2000), there is virtually no research that explores how people adjust to living with an acquired hearing loss.

Aims

The study aimed to explore individuals’ experiences of the process of psychological adjustment to AHL.  In addition, the present study attempted to explore what the concept of adjustment meant to people with AHL,  Given the dearth of research in this area, the present study aimed to explore how participants’ experiences fitted with current models of adjustment.

Methodology
The study aimed to recruit individuals who had acquired a moderate, severe or profound hearing impairment in adulthood.  Participants were recruited from three different sources.  
First, the Scottish branch of the LINK Centre for Deafened People sent an email to all their outreach volunteers inviting them to participate in the study.  In addition, some participants were recruited from a three day group-based self-management course that LINK ran in Glasgow.  Second, the social worker who works with people who have a hearing impairment in the Scottish Borders agreed to send invitation letters to individuals on her current caseload that met criteria for inclusion in the study.  Lastly, individuals who were members of a social group for women with hearing impairments in the Scottish Borders were sent an invitation email by the researcher. 

Invitation letters and emails used in all recruitment methods asked people who were interested in participating in the research to contact the researcher.  

Ten semi-structured interviews were conducted with individuals who had acquired a moderate, severe or profound hearing loss in adulthood.  Interviews were recorded and transcribed verbatim.  

Interview transcripts were analysed using Interpretative Phenomenological Analysis (IPA).  IPA is a qualitative research method that provides a framework for analysing the content of interviews.  All transcripts were analysed individually and then the most prominent themes across all the interviews were extracted.
Results
Characteristics of the sample

Of the 10 participants, 4 were female and 6 were male.  The age of participants ranged from 31 to 73, with a mean age of 54.  Seven of the participants were married, 1 was a widow, 1 lived with her partner and 1 was single.  Three participants were employed and 1 was a full-time mother.  Two participants did not work because of their AHL.  Four participants were retired (2 of these participants had taken early retirement because of their AHL and 1 had retired early because of another physical disability). 
In terms of level of hearing loss, 1 participant had a moderate, 6 had a severe and 3 had a profound AHL.  Six participants had a progressive loss, while four had experienced a sudden AHL.  The approximate duration of living with AHL ranged from 18 months to 43 years.  The mean duration was 21 years 4 months.  

Main themes
Eight main themes emerged from the analysis.  These themes will now be briefly described below.

Theme 1: A hidden disability
All participants believed that AHL had specific characteristics that made it a particularly challenging disability to live with.  This theme therefore represented an overarching issue that ran throughout participant narratives and across all other themes. 

For all participants, developing an AHL was a life-changing experience that had far-reaching consequences in terms of an individual’s daily functioning.  However, participants felt their families, friends and the general public did not understand or recognise the extent of their difficulties.
Participants suggested that misunderstandings often arose because AHL was a hidden disability.  Individuals explained that there was often nothing to identify them as deaf.  The invisibility of deafness meant that people often misinterpreted AHL as stupidity, ignorance or a social snub.
The researcher felt that participants’ experiences regarding the invisibility of deafness had a number of implications that were relevant to the themes First, it seemed that assumptions regarding other people’s perception of deafness (for example, that it was “minor inconvenience”) often led individuals to question whether they were making a “big deal about nothing.”  Although this was often not explicitly stated, some of participants’ narratives seemed to reflect an underlying concern and uncertainty that perhaps it was only them that struggled with AHL.  This anxiety influenced participants’ self-perceptions and interpretations of social interactions.

Second, the invisibility of deafness seemed to lead to many participants experiencing constant anxiety that social interactions would result in embarrassment or other people perceiving them as “stupid”, “grumpy” or “snooty.”  This appeared to lead to participants experiencing some level of social anxiety. 

Finally, the hidden nature of deafness meant that individuals had to negotiate the possibility of disclosing their AHL to others.

Theme 2: Suddenly everything changes

Four participants experienced a sudden hearing loss.  Sudden AHL meant that individuals who previously had perfect hearing developed a significant hearing loss within a matter of minutes, days or weeks.  Suddenly participants were unable to communicate, function or participate in their lives and this was accompanied by powerful negative emotions.

Participants described AHL as being completely unexpected, unpredicted and overwhelming.  Hearing loss seemed to represent a traumatic event and this was reflected in the narratives of participants.  Participants described feeling unprepared and unable to deal with the consequences of AHL.  The sudden change in circumstances altered participants’ views of the world, them themselves and their future.  Many participants acknowledged that the consequences of AHL had led to depression and for some, considering the possibility of suicide. 
Participants with both sudden and gradual onset AHL spoke of engaging in a process of questioning why they had lost their hearing.  Most individuals expected medical professionals would provide an explanation.  However, some people were not told what caused their AHL, others believed explanations were insufficient and most felt their expectations were not met.     
Theme 3: Loss of identity
One of the main psychological consequences of AHL appeared to be loss of identity.  The majority of participants described experiencing a loss in their sense of who they were.  Hearing loss often meant that individuals were no longer able to engage in employment and social activities.   Consequently, many participants that their AHL meant they could no longer contribute to relationships and society. This seemed to lead to changes in how participants saw themselves and in turn impacted on their confidence and sense of self-worth.  The impact of AHL on participants’ ability to engage in social relationships seemed to result in individuals experiencing a change in their personality and this further impacted on their sense of identity.
Throughout the narratives, participants emphasised that changes in their identity had not occurred through choice.  It seemed that participants felt powerless and believed that fundamental changes in their self-concept were an inevitable part of AHL.

Theme 4: Negotiating identity 

As a result of losing their identity the majority of participants reported that they then had to work out who they now were and how they fitted into the world.  Most participants felt aspects of their previous identity no longer fitted with their life with AHL.  However, most participants had, at some point, felt that deafness was not and could not be part of who they were.

Participants felt that they “were not one thing or the other” (not born deaf but always no longer hearing).  For many participants experiences of meeting people who were born deaf confirmed that they were different.  Individuals felt that they could not communicate effectively with hearing or with Deaf people.  Furthermore, some participants commented that they felt excluded from the Deaf community who perceived people with AHL as being hearing.  Many participants felt as if they were straddling the boundary between two identities (hearing and deaf) and neither seemed to fit.   
Reconstructing their sense of self was not described as straight-forward but a process of moving back and forth between old and new identities.  Reconstructing a sense of identity seemed to be related to participants becoming involved in roles (in employment, voluntary work or social activities and relationships) that they felt were meaningful and worthwhile.  Many participants reported that meeting other people with an acquired hearing loss helped them to begin to cope with their AHL and to think about their future.
Theme 5: Relationships with others
All participants experienced significant changes in their relationships as a result of AHL.  Most participants described changes in the roles performed by themselves and others.  Some individuals said that AHL meant they had to shift from an independent to dependent role and relied on their significant others to act as interpreters or caregivers.  Role changes often lead to participants feeling like a “burden” and it was hypothesised that this had significant psychological implications in terms of self-esteem, self-efficacy and identity.
Communication problems resulted in the majority of participants withdrawing from social situations.  Participants indicated that avoiding social interactions was often “easier” than facing anxiety provoking and potentially embarrassing situations.  Most participants reported that embarrassment and anxiety were a permanent feature of social interactions.  Some therefore made the decision to socially withdraw as a way of minimising distress. 
Social withdrawal resulted in participants’ social worlds gradually shrinking and therefore decreased their opportunities for meaningful social interactions (and increased their feelings of loneliness and isolation). Social withdrawal appeared to have short-term benefits (by minimising psychological distress).  However, it was hypothesised that in the longer term, realistic concerns regarding communication sometimes developed into a form of social anxiety, which made future interactions more difficult.  
Participants perceived social withdrawal as a two-way process and believed that other people also withdrew from them.  Across participants, the perception that others withdrew their contact appeared to have significant effects on confidence and self-esteem.  Most participants indicated that they did not “blame” other people as they believed others must find talking to them frustrating.  Although some participants indicated that they understood why others withdrew, it seemed that some individuals questioned whether people could still love someone they found frustrating. The perception that others found them frustrating seemed to lead to participants avoiding social situations and withdrawing further.
Theme 6: Disclosure

All participants discussed the issue of disclosing their AHL to others.  Attitudes regarding disclosure appeared to be a key factor in determining how participants interacted with others.  Decisions regarding disclosure appeared to be closely linked to issues of identity and acceptance.

All participants reported that disclosure was an important concern because AHL was a “hidden disability.”  The invisibility of deafness meant that participants had to make decisions about whether to inform other people or to conceal their AHL.  
Most participants admitted that they had tried to hide their AHL at some point.  For some participants this theme captured their current experiences and for others it was something they used to do.  Decisions regarding disclosure appeared to be a complex process which involved participants’ beliefs about themselves and others.
Participants described disclosure as being an embarrassing process which required them to be confident and assertive.  Given the loss of confidence experienced as a result of AHL, many participants described the task of disclosure as a daunting prospect. Although some participants did not disclose their AHL, everyone believed it was the “right” thing to do.  Most participants believed that disclosure would enhance communications and therefore increase their quality of life.  However, they all acknowledged that there had been times when they had felt uncomfortable disclosing their AHL.   

Theme 7: Acceptance   
The majority of participants felt that acceptance of their hearing loss was a vital but extremely difficult process.  It seemed acceptance was not merely a dichotomous construct (i.e. someone either accepted their hearing loss or they did not accept it) but a complex multi-faceted process.  For example, the wide ranging consequences of AHL meant an individual had the task of trying to accept changes in many areas of their life.  Participants often commented that they could accept one aspect of their hearing loss (such as their reliance on hearing aids) but felt they had not yet accepted others (such as their difficulty with employment).  Many participants reported that acceptance did not equate with being “happy” or “comfortable” with their AHL but deemed that some level of acceptance was vital to minimising psychological distress.
Managing to accept different aspects of AHL appeared to be linked to an individual’s current beliefs regarding their identity (and how they viewed themselves).  For example, if a participant did not view themselves as a person with a hearing impairment, this seemed to have consequences in terms of their acceptance of factors such as the permanence of their hearing loss and their use of hearing aids.

In particular, participants with a gradual hearing loss felt that acceptance was a constant process in which they constantly had to accept new changes as their hearing deteriorated.

Overall, it appeared that participants viewed acceptance to be an important part of managing to live with hearing loss.  However, it seemed that viewing acceptance as a “one-off task” was unhelpful and unrealistic.  
Theme 8: Relationships with services
The majority of participants felt it was their responsibility to adapt to and cope with AHL.  However, most participants expressed frustration and disappointment at the lack of help they had been offered by NHS services.  Stories of services failing to acknowledge the psychological and emotional consequences of AHL were abundant in participant narratives.  Most participants expressed disbelief at the lack of care and support they were offered. 

In particular, many participants recounted their experience of being given their diagnosis of AHL.   Most were shocked at the lack of empathy and understanding services displayed.  Individuals reported that there was little or no follow-up care offered following diagnosis. In addition, in general services did not sign-post individuals to any sources of information or support available within the voluntary sector.  Most reported that this left them feeling overwhelmed, isolated and unsure want to do next.  Understandably, this led to significant psychological distress.
In contrast to their experiences with NHS services, the majority of participants reported that they had received considerable support from voluntary organisations.  
Discussion
Findings from the present study suggested that AHL had significant psychological consequences.  Hearing loss seemed to affect core aspects of participants’ identities and changed the dynamics of their interpersonal relationships.  Hearing loss resulted in participants feeling as if they had lost who they were.  Perhaps not surprisingly, more than half the sample reported experiencing some level of depression or anxiety.  However, it seemed that only one participant had received the appropriate psychological help.  These findings appeared to be consistent with recent research that indicated deafened people rarely felt their psychological needs were met (RNID, 2004).  It seemed that this study further highlighted the need for professionals and services to consider the psychological needs of AHL.  There are currently no specialist mental health services for deaf or deafened people in Scotland.  Furthermore, professionals in mainstream services are often unaware of how to communicate with deaf and deafened people.  It is therefore hoped that the government’s commitment to provide mental health services for deaf and deafened people includes psychological support for those dealing with AHL and is replicated in Scotland (NIMHE, 2005).

Table 1 presents some recommendations for services.  Some were suggested by participants during their interviews and others were recommended by the researcher.  

Table 1: Possible Recommendations for Clinical Practice
	Finding
	Recommendation for Clinical Practice

	Most participants were unhappy with the services they received from ENT and Audiology 
	Participants suggested that where possible, follow-up appointments should be with a consistent named member of staff

Participants suggested staff should be trained in deafened awareness and communication tactics

Professionals should receive training in how to “break bad news” and also how to normalise individuals’ emotional distress

Professionals should sign-post individuals to appropriate support services such as social work, voluntary services, support groups or lip-reading classes

	Participant experiences and available literature suggest there is a high prevalence of depression and anxiety among individuals with AHL
	GPs, ENT* and Audiology departments should consider routinely screening for psychological distress using self-report measures 

Appropriate self-help information should be given to people with AHL

Individuals experiencing mental health problems should given the opportunity of accessing psychological support and/or therapy

	Most participants believed meeting other deafened people help them to accept their hearing loss and develop a new identity
	ENT and Audiology departments should consider employing and training peer support workers (deafened people) to provide advice, information, emotional support and normalisation.  Peer support workers could also act as positive role models for newly deafened adults 

	Many participants believed engaging in voluntary work or employment helped them develop new and valued roles.  This appeared to have a positive impact on identity development and acceptance
	Professionals should encourage individuals to engage in meaningful activities (which are manageable following AHL)

	Participants experienced difficulties in inter-personal functioning as a result of hearing loss
	Support should be offered to families of individuals with AHL. Family or couple therapy may be required.


* Ear Nose and Throat

