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ABSTRACT The study examined the impact of acquired profound hearing
loss (APHL) on the relationship between the hearing impaired person and
their normally hearing close family member, usually a partner, and identified
the kinds of adjustment leading to maintenance or deterioration of the
relationship. The participants were 25 people with APHL and 25 family
members, interviewed separately in their own home. Analysis of the interview
transcripts adopted a grounded theory methodology. The different levels
of analysis were linked in terms of a core category based on the social
construction of a committed relationship. The conceptual codes were grouped
as: (a) aural impairments giving rise to the need for adjustment; (b) pragmatic
adjustments to spoken communication and family activities; (c) managing
the adjustments without negative consequences; (d) adjustments leading
to negative interaction. The results suggest that APHL places considerable
strain on relationships and increases their vulnerability to failure, consistent
with previous research. They highlight the need for professional support and
suggest that a systemic conceptual framework is needed that includes the
public response to profound hearing impairment.
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Introduction

It would be surprising if acquired profound hearing loss (APHL) did not
present a severe challenge to the maintenance of close relationships with
partners and close family members. People affected by APHL have for-
merly been able to communicate normally; but, later in life, their hearing
deteriorates, gradually or suddenly, to the point that it is no longer usable for
spoken communication. The condition is relatively rare — perhaps between
1 in 250 and 1 in 500 of the population (Davis, 1994) — but prevalence is
difficult to estimate because functional hearing is not solely dependent
on auditory thresholds. Mild to severe acquired hearing loss (AHL) is
far more prevalent and its associated disabilities and handicaps have been
more thoroughly investigated. People with AHL usually strive to preserve
their ‘normally hearing’ identity and to function at parity with the hearing
majority (Hétu et al., 1988; Hallberg, 1999). This is usually possible with
the help of technical aids, although there is often a cost associated with the
effort to keep up. People with APHL may get some benefit from hearing
aids but their ability to portray themselves as normal communicators
is severely compromised. Efficient communication may be achieved in
one-to-one situations with the help of lip-reading, signing or a cochlear
implant but the effects of the hearing impairment are rarely invisible. For
this reason, research on AHL is only partially applicable to the situation of
people with APHL who have for some time been recognized as a distinct
group (e.g. Luey, 1980; Hogan, 2001).

Although there have been no systematic studies of the impact of APHL
on close relationships, the evidence that exists paints a negative picture.
Hogan (2001) reported that there was a break-up of a significant relation-
ship in 18 of his sample of 38. Schlau (2004) collected qualitative data via
e-mail from 24 late-deafened adults and reported that the vast majority of
comments about the response of family members were negative.

There have been some surveys of people with moderate to severe hearing
loss, using questionnaire and interview methods. Kerr and Cowie (1997)
found that one in 10 of their respondents felt that deafness had almost
destroyed their lives, although the impact on close relationships was not
addressed directly. Thomas (1984) compared a mixed severity hard-of-
hearing group (N =211) with a group whose loss exceeded 60 dB HL (N =88).
The rate of separation or divorce was similar to population norms in the
former (7/211, 3.3%) but far greater for the latter (13/88, 14.7%). A sub-
group with severe hearing loss in the mixed sample (> 70 dB HL, n = 23)
were also more likely to be separated or divorced (13% compared to 2%
in the remainder of the sample). Fifty-three per cent of the severe group
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reported that hearing impairment had affected their marriage as against
only 24 per cent in the remainder. There was evidence of considerable strain
in a sample of 27 families who were interviewed, and several respondents
acknowledged that they coped only with family support.

Research on the impact of AHL on close relationships has been con-
ducted mainly on outpatients (Stephens et al., 1995) or on people with
progressive losses due to occupational noise exposure (Hétu et al., 1993;
Hallberg and Barrenas, 1995) or ageing (Donaldson et al.,2004). In general,
this research has underlined the need for professionals to focus on the
whole family to help them to adjust (Hétu et al., 1993). The stresses experi-
enced by the impaired and unimpaired members of a close relationship
are somewhat different and there are considerable opportunities for mis-
understanding, blame and conflict. Jones et al. (1987) found that in the
29 families they studied, 40 per cent felt that the relationship had changed
negatively as a result of hearing loss. In only 4 per cent had it changed for
the better.

On the basis of several qualitative studies of people with AHL, Hallberg
(1999) concluded that participants coped either by controlling the social
scene or by avoiding it. Hearing people were frequently neither under-
standing of, nor sympathetic to, any difficulties arising. Males tended to
deny or minimize their disabilities in order to protect their self-image and
avoid being defined as deviant. Some partners backed up this strategy;
others mediated on behalf of their spouse, while another group distanced
themselves from the relationship. One might expect to find similar coping
patterns in people with profound hearing loss; however, their situation
is more challenging and the options of ignoring and minimizing are not
available to them in most situations.

The aim of the present study was to explore the ways people with APHL,
and a close family member whom they had nominated, adapted to the
challenge that profound hearing impairment had imposed on their relation-
ship. The participants were interviewed separately, face-to-face, in their own
homes. The interview was loosely structured but followed a pre-defined set
of topics, of which a principal one was the effect on relationships. Other
topics covered in the interview do not form part of this analysis. Data of a
general nature were also collected by questionnaire.

Methodology

Participants

The sample consisted of 27 deafened people, 13 male and 14 female, of
whom 17 had, at some time, attended a one-week residential rehabilitation
course run by the LINK Centre for Deafened People, eight were recruited
from respondents to a Web-based survey on APD (Hallam et al., submitted)
and two were recruited through contacts at LINK. The rehabilitation pro-
gramme at LINK (described in Sherbourne et al., 2002), contains a large
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educational component and, while addressing the impact on family mem-
bers, is not a family therapy intervention. Participants for the study volun-
teered after receiving full information about its nature. Two respondents
were excluded — one who failed to nominate a family member and another
who nominated a neighbour. In 19 cases the second informant was a spouse/
partner, in six cases a parent, sibling or daughter. The latter six informants
were, in nearly all cases, the closest family member of an unmarried
or widowed participant. Demographic and other details of the participants
with APHL are shown in Table 1.

The definition of APHL used by LINK is an inability to follow speech by
using sound alone (aided or unaided). The participants recruited through
the Web survey (see Hallam et al., 2003) either could not hear sounds at
all or endorsed three out of four items indicating the most severe level of
hearing loss, as used in a United Kingdom government survey of disabili-
ties (Martin et al., 1988). It was not our purpose to obtain a representative
sample but to include participants who could provide a wide range of
experience and perspectives. However, the extensive LINK database en-
abled us to select participants of all ages; we also ensured that gender, ethni-
city, socio-economic status and urban and rural location approximated
population norms. Their demographic, medical and audiological char-
acteristics closely mirrored the results of our Web-based survey of 95 people
with APHL.

It seemed likely that participants’ individual circumstances and char-
acteristics would influence the impact of APHL but our focus was not on
families taken separately. It aimed to explore typical stresses, modes of
adjustment and patterns of interaction. One relevant individual difference
variable is suddenness of onset — 13 participants had become deafened in a
matter of weeks. Other variables are age, gender, employment status, the
pre-existing personality of the hearing impaired person and family member,

Table 1 Characteristics of sample with APHL (N = 25)

Characteristics

Gender (male:female) 11:14
Mean age: yrs (SD and range) 53.4(13.0,25-77)
Married: single or widowed 20:04
Separated 01
Employed 11
Cannot hear sounds at all (unaided) 16
Wears a hearing aid 12
Wears a cochlear implant 10
Use of lip-reading, very often or always 20
Recency of onset of profound hearing loss?

<1year 05

1-5 years 10

> 5 years 09

1 missing datum
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the previous quality of their relationship, additional life stress and other
medical conditions. Although we have evidence from other analyses that
these factors are important, we did not have sufficiently detailed evidence
to incorporate them into our present analysis.

Research methodology

The phenomena of interest were patterns of interaction and interpersonal
perceptions in real settings, and so we adopted a critical realist approach
for which grounded theory seemed most suited (Strauss and Corbin, 1990;
Dey, 2004). We were concerned with observable processes rather than a
linguistic or discursive interpretation of the way our participants construed
their relationships. Our approach to coding followed grounded theory
guidelines and worked upwards from open (preliminary, descriptive)
codes, to axial (conceptually connecting) codes and finally to selective codes
(core categories that relate to a broader conceptual framework).

As the focus of our study was on family relationships, we did not view
the adjustments as ‘belonging’ exclusively to the individual with hearing
loss. The pairs of participants spoke about themselves and each other. We
were interested in generic processes of adjustment rather than treating each
dyad as a case study in adjustment. Strategies of adjustment with positive
and negative effects were identified but, beyond a simple classification of
the overall quality of the relationship (see later), we did not wish to char-
acterize each relationship as an example of good or poor adjustment. For
these reasons, we use quotations from either the person with APHL (D) or
family member (F) to illustrate the categories we develop. Where there is a
clear difference of perspective, based on being hearing impaired or normally
hearing, we attempt to integrate the relevant categories in our general
framework. We also saw no sound reason for separate analyses of married
couples versus other kinds of close family relationship. All participants
nominated their family member and presumably entrusted them to divulge
confidential details of their relationship.

Interview process
Participants were interviewed separately at home for 60-90 minutes each.
We consider it to be important that the interviewer (PA) has a long-standing
moderate to severe acquired hearing loss and many years’ experience of
the kinds of problems that a person with AHL may encounter. We assume
that his first-hand knowledge regarding the problems of communication,
his association with the LINK charity, and to a large degree, his shared
experience has enhanced his credibility, facilitated empathy and eased the
exploration of relevant issues. If anything, his sympathies would probably
have been more with the hearing impaired person than the family member,
although we had no evidence of a bias.

The interview guide listed a number of open-ended questions, beginning
with a history of the development of hearing loss, help sought and the
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impact it had had on social and family life. The questions were developed
in consultation with staff at the LINK centre who have had long experience
of working with adults with APHL. Some questions were directed to the
relationship but the interview was kept conversational in tone to allow
participants to enlarge freely on their feelings. Questions were available
in written form but this was rarely needed. The interviews were recorded
on a digital sound recorder and the files e-mailed to a transcriber who
produced a typed transcript that was then e-mailed back to the two main
researchers. Transcripts could be compared to the original sound recording
where necessary.

Participants were at different stages in adapting to their changed cir-
cumstances. Some participants referred back to an earlier critical period,
after which there was a gradual coming to terms with their deafness. This
was especially true of participants who had received a cochlear implant,
the effects of which were invariably beneficial. Other participants were
in the midst of a critical phase of adjustment and, in one case, in the process
of a marital separation.

Process of analysis

The transcripts were entered as documents into the NVivo software pack-
age (Richards, 1999). Coding was discussed in meetings between the first
author and the interviewer in order to achieve a consensual interpretation
of interview material. As the open codes were developed, on an interview
by interview basis, all of them were retained for potential application to
the next transcript. Aspects of the relationship emerged as one of the most
prominent themes. As the analysis was ongoing, the number of codes
expanded as the analysis progressed. Each line of the transcribed data was
examined; open coding avoided conceptual interpretation and aimed to
remain close in meaning to the words used by participants. Very few new
codes were added towards the end of the analysis and so an acceptable
degree of saturation seemed to have been achieved. When all transcripts
had been coded, the open codes were compared, contrasted, refined and
reduced in number through a process of re-reading of transcripts and
discussion within the wider research team.

In order to make the analysis more manageable, the open codes relating
to aspects of the relationship were separated from other themes such as
events surrounding onset of APD, professional help received, response of
friends and the general public, communication techniques and change in
perception of self, habits or lifestyle. These other themes were subsequently
analysed separately.

Conceptual coding

There were initially over 120 open codes for aspects of the relationship
but when all transcripts had been coded, these were reduced in number.
In a conceptual level of analysis, the relationship between the open codes
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was subjected to axial coding, informed by criteria of internal consistency,
completeness and a theoretical interpretation that began to emerge from
the analysis. A core category was also proposed (see below). Our general
conceptual model will now be presented (see Figure 1) in order to prepare
the reader for a more detailed presentation of the findings.

We were aware that concepts of stress and coping had been applied to
similar data (e.g. Jones et al., 1987). These authors conceptualized adjust-
ment from the point of view of the hearing impaired individual, that is,
as changes in belief, behaviour or lifestyle designed to preserve the percep-
tion of control over normal functioning. We focused more on the family
system as seen by pairs of family members. Adjustments were therefore
seen as mutual, though not necessarily as complementary. The open codes
were interpreted as reflecting attempts to stabilize the relationship or as
adjustments that became a source of further stress. It is clearly extremely
difficult to attribute causality to specific elements in a family system. It is
our conviction that problems of communication (and their social con-
sequences) occasioned by APHL made a significant contribution to changes
in family relationships but these problems must be viewed as being in
dynamic causal interaction with other factors. In our model, we have em-
phasized the role of social processes that establish the ground rules and
motivation for individuals to maintain their commitment to each other
and strive to make adjustments to an imposed difficulty.

Aural impairments interacting with processes
serving to maintain a commitment to the
success of the relationship

A 4

Pragmatic adjustments

Communication Domestic, social and
leisure activities

Negotiated with mutual Incomplete negotiation with
respect/willingness to engage unfulfilled expectations/
with the problem/tolerance difficulty accepting losses/
of mutual failings perceived imbalance of
power or benefits

, |

Stable or strengthened Potential for chronic
relationship dissatisfaction or relationship
breakdown

Figure 1 Conceptual model of the relationship consequences of aural impairments
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There was insufficient evidence to describe the unique aspects of inter-
actions within a family as this had been an incidental focus among others
in the interview. However, when the analysis was complete, the transcripts
of pairs of married participants were read in conjunction in order to make
an informed judgement as to whether the relationship was ‘stable’ or
showing signs of significant conflict or interpersonal stress. This enabled us
to make some approximate comparisons with previously published quan-
titative data.

Categories were developed to describe different kinds of adjustment
outcome, positive or negative. These outcomes were solutions to shared
problems and do not refer to overall adjustment of the individual or family.
The core category informing our concept of adjustment was the social
construction of a committed relationship, that is, the generally accepted
expectations of the duties, obligations and benefits to the partners of such
a relationship, and the implicit norms governing behaviour within it. This
core category enabled us to integrate the findings but, as a theoretical con-
struct, evidence for it was indirect. A sense of commitment to a relationship
is, of course, compatible with open disagreement and less obvious forms
of dissatisfaction. A relationship may be committed without necessarily
illustrating effective mutual adjustments. We have interpreted many of
the interactions between our informants as attempts to preserve aspects
of a committed relationship or to compensate for factors that threaten it.
In a few cases, the person with APHL and their close family seem to have
formed a new commitment on the basis of a changed lifestyle and altered
values.

Mutual positive adjustment was generally reflected in shared coping stra-
tegies such as an agreement to avoid socializing in certain group situations.
Strategies of this kind may have had short-term positive benefits but less
fortunate consequences in the longer term. The benefits of avoidance
depended on the nature of the relationship, and any significant degree
of social avoidance could have produced a negative outcome for certain
couples. Individual outcomes appear to have resulted from a mismatch or
unfortunate interaction between the adjustments that each person made.
Sources of stress also arose as an indirect consequence of the hearing
impaired person’s auditory limitations, especially restrictions on leisure
activities, loss of social status or unemployment.

Ilustration of the model

In what follows, pairs of participants are assigned the same number and
identified as D (deafened) or F (family member) e.g. 10D or 10F. A series
of dots indicates that part of an excerpt has been omitted. Sentences in
italics are spoken by the interviewer.
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Auditory impairments

The analysis of these impairments was based on references to aural per-
ception and they are seen as prompting the adjustments that participants
employed. They are familiar from previous literature (Thomas, 1984; Jones
et al., 1987; Hallberg and Carlsson, 1993; Morgan-Jones, 2001) and will not
be illustrated in detail. They are: (1) Quality of one-to-one communication
is reduced as a result of a loss of speed and accuracy of verbal exchanges, in
turn leading to a loss of spontaneity. (2) Ditto in group situations, impinging
especially on family gatherings and social/leisure activities. (3) Poor voice
modulation, especially in public places, leading to embarrassment, or giving
the impression of an inappropriate emotional tone. (4) Failure to respond to
everyday auditory signals, with consequences such as increased vulnerability
to danger, substitution of a signal in a different sensory modality or reliance
on others. (5) Intolerance of background sounds which are experienced as
unpleasant or as interfering with spoken communication. (6) Inability to
hear audio-visual equipment (e.g. TV) at normal volumes, with consequences
for shared viewing and use of captioned material. (7) Altered experience of
sound in general (e.g. distortion) and a negative effect of silence (absence
of sound). (8) Finally, the effort of spoken communication, miscommuni-
cation and reduced social participation was interpreted as giving rise to
negative emotional states such as irritability, tiredness, frustration or
depression. The following quotations illustrate some of the impairments (it
should be noted that we have to infer impairments from quotations that are,
naturally enough, mainly about their psychosocial effects):

. it is receding at speed, the whole quality of our interactions were being
stripped away and I was fearful that I couldn’t communicate with him ...(3F)

... I was finding groups of friends very hard by that point, I was tending very,
very much to want to talk to people one at a time and meet people one at a
time. (7D)

... she has an assertive voice and quite ordinary things are said which, by the tone
of them, makes them sound offensive. (6F)

... so the loud telly, I found very, very stressful ... (7F)

Pragmatic adjustments designed to deal with impairments

These were coded as adjustments to (1) spoken communication and
(2) domestic, social and leisure activities. They can be regarded as practical
manoeuvres designed to facilitate the business of daily life, to speed up
spoken communication or reduce the need for it. The impact of these
adjustments on relationships was not necessarily either good or bad; they
have the potential to be perceived positively, as signals of support, or
negatively, as a sign of personal inadequacy or negative social evaluation.
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Adjustments to communication A common adjustment is simply for D
to exclude him/herself or be excluded from conversations that would
otherwise be effortful. A modified form of this is for F to give D edited
messages that would take too long to repeat fully. This adjustment impacts
especially on initiating conversation, sharing gossip or partaking in social
gatherings: ‘So once you have spoken to someone for half an hour, you
don’t really repeat everything, so he probably gets frustrated that we just
give him a little summary ..." (24F).

F can compensate for the tendency for D to be excluded by making sure
that D is included in a conversation or informed of its content, although this
is not always successful:

Sometimes, depending on the situation, if it is important then I will sort of stop
the person and say, ‘oh, I am not sure if he has understood, just check with him’
and sometimes he just feels too polite to just ask. (24F)

So then I try and explain, by which time the moment has gone, and that makes
him feel even worse. But you don’t want him to feel left out so that is quite
difficult. (23F)

D can compensate for missing out on spoken communication by exerting
greater control over a conversation or by generally taking charge. The
following quotation illustrates how normal turn-taking is superseded: ‘I
don’t think I talked about it to R. Although I would fe// him about it!” (2D).
In this extract, D explains why she is regarded as bossy:

Bossy towards who?

Everybody, I have to be in control of things just so I know what is going on.
(14D)

Instead of communicating directly, D may ask F or others to mediate in order
to make a statement, convey a message, use the telephone, listen out for a
signal or repeat what has been said. While this can be a helpful adjustment
in certain circumstances, it diminishes D’s sense of agency and, in some
cases, privacy: ‘... and the lost privacy of going to a doctor and having to
take me with him’ (2F). It also has the potential for miscommunication:
‘... I'had to take messages and this was another point of friction’ (6F).

D sometimes relied on children as mediators and felt this was wrong:
‘I probably did say to him “can you keep an eye on the baby” “can you tell
me if the baby is crying”, you know, he was eight then and he’s too young
really’ (1D). If D fails to hear, F may direct D’s attention by means of touch.
Often this is innocuous but it can be experienced as intrusive: ‘I try not to
shout and I try not to prod ... but occasionally ... it does turn into a prod
and I hate it when I do that ...” (20F).

Adjustments to domestic, social and leisure activities For routine tasks
that require conversation, such as shopping, F may take them over as a

378



Hallam et al.: Persons with Acquired Profound Hearing Loss

matter of practical convenience. D may later find that they would prefer
to resume these tasks: ‘Shopping, my husband is mostly doing ... he would
volunteer to do it on a Saturday, although he never used to. Although I'm
trying to wrestle it back now ...” (1D).

Social and leisure activities may be curtailed because they are no longer
pleasurable: ‘We stopped going out and I get quite worked up about the
idea, if they were to invite us I don’t want to go ... it is not pleasure’ (3F).
F may lose out, too, on joint activities that have been given up: ‘... we used
to like going to the cinema, a concert, R loves music’ (6D). D and F may
modify their activities without giving them up altogether: ‘... what I pre-
fer now is, well, four people maximum ... we used to go for a meal, eight
of us, and then I said I wasn’t going to go because I just couldn’t cope
with it’ (11D).

Managing the adjustments without negative consequences for the
relationship

As noted earlier, adjustments need not become a source of contention.
For example, F may give support, as required, as part of the commitment
to the relationship: ‘I have a disability myself and I rely on him or other
people to do things for me ...we sort of do things for each other, sort of
thing ...” (24F). Partners may be receptive to learning how best to adapt:

It’s not so much the communication, it’s more the strategies she’s taught me like
when we sit in the kitchen, I sit so that I'm facing the light so she can see my face
and I just know to do that, but then she is a good teacher. (11F)

If difficulties arise, these are just treated as a matter of course, in an atmos-
phere of mutual acceptance: ‘J sometimes gets a bit frustrated with me
but she does not mean it, it is just a normal thing’ (13D). F may want to
compensate but is careful not to overstep the mark and provide unwanted
support: ‘I think he expects the support. I let it go as far as I can without
intervening or interrupting ..." (23F).

F may be careful to preserve D’s sense of autonomy: ‘... she is the kind of
person who says she knows what she can and she can’t hear, and if she can’t
hear, she is quite happy to pass it over to someone who can’ (17F). F has
to exercise judgement in not being over-supportive and may have to ‘push’
D to be more autonomous: ‘I have made him go out and do that ... But you
have got to know when to do it and when the time is’ (10F). F may strive
to maintain D’s autonomy and feel frustrated if this is not possible: ‘... in
a way we have taken over, he does try, he does want to stay in control
and manage but he can’t. That is frustrating’ (18F). The adjustments that
F has to make often require extra effort but D acknowledges this as a
potential burden on F: ‘I just did not think it was very fair to keep asking
him what they were saying. I couldn’t keep up with it so I just stopped
going’ (20D).
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F may acknowledge their own deficiencies but this does not seem to
imply self-condemnation or resentment of D (an interpretation supported
by the surrounding text):

I don’t know. I would be a long way from being perfect and being the most
sympathetic or empathetic that I think I could have been. (1F)

I am probably the world’s worst. I will just treat her as though she can hear
me ... (17F)

F makes allowances for D when failures of communication occur: ‘Yes, well
this is where the breakdown of communication comes, isn’t it? Through no
fault of hers’ (6F). F may have to sacrifice some of their own enjoyments
but this seems to be done as part of the give and take of a committed
relationship. For example, F reduced his sporting activities: ‘So I cut them
down because it would mean leaving her too often and apart from that I
don’t want to play that much now’ (8F). F may ‘take charge’ of a situation
but there is an implication that this is exceptional and temporary:

I said to him not long ago that I felt more like his mother than his wife for a
while ... I stayed as strong as possible because I thought somebody has got to be
strong in the partnership. (10F)

I think sometimes Mum probably prefers me to stand up, rather than her have
to say ‘I'm deaf, I can’t hear you.” Especially, over and over again to close family
members, I will have a go at them instead. (21F)

In some instances, the adjustments that F has to make give them greater
self-confidence: ‘... and it has made me a much stronger person, much
stronger, I didn’t know I had this much strength in me’ (10F).

Adjustments leading to negative interactions or vicious circles
Signs of manifest interpersonal stress were evident in more than half the
transcripts. The manner in which participants had adjusted to impaired
communication seems to have led to increasing strain and, in one couple,
breakdown of the relationship. An uneasy compromise prevailed in some
cases although this may have existed prior to D losing their hearing. In
line with our core category, we interpret manifest stress as originating in:
(1) A perception by D or F that the other ‘ought to do better’ because he/she
has departed from their (perhaps implicit) model of expected behaviour.
This perception may create a sense of inequity in the relationship overall.
(2) A loss of relationship quality, experienced as frustrating or unfair.
(3) Negative public perceptions of D that in turn impact negatively on F.

Departure from expected behaviour or attitude F may feel that D is either
simply not trying hard enough to compensate for their disability or ought
just to accept it: ‘Uhm ... you shouldn’t dwell on these things, you should
just get on with living and you do the things you can do and feel that maybe
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that you are better off than a lot of other people’ (6F). F may perceive that
D expects too much of them and sets limits on how much they are willing
to adjust: ‘I intended to carry on leading what had become a normal life.
Although it wasn’t going to be normal any more, there was no reason why
you should suddenly have your whole world collapse about you ...” (4F).

F may feel they are giving support and it is not being appreciated: ‘Yes,
she does not look for support but she certainly needs support and I give her
support. Now, she might argue with that and say [ don’t support her, I don’t
know what she would say about that’ (8F). F may try to be accommodating
but then feel that they are falling short of D’s expectations:

Whenever I came off the phone invariably she would say ‘oh, did you ask them
so and so’ and you know, ‘shit’, I have gone through all this and that is the one
question she wanted to ask and I did not ask them and that seemed to happen
repeatedly. (6F)

Conversely, D may think that F should be more supportive or may feel
that F has a grudging attitude. The implication from the context of the first
quotation is that her husband should have been more involved in helping
her to adjust:

... my husband, I felt that it didn’t affect him very much. He wasn’t unkind or
unhelpful, he just carried on as normal. (20D).

... having to wait for him to make the phone call. And not that I couldn’t do
it myself or that he had to do it, but his reluctance to do it, you know, ‘oh, do
I have to?’ (2D)

D may feel that F should be more understanding about being asked to
make specific adjustments (in this instance, reported by F): ‘... T think
J found that annoying because he was finding it so difficult to control his
volume, so he found it quite annoying to be asked’ (7F). D may criticize F’s
hearing tactics with the implication that he/she should try harder:

I was aware of it causing tension, but not of my point of view. It was they that
weren’t doing the communicating (laughs) ... I felt very much it was me having to
do all the work. Giving them deaf awareness all the time. (2D)

F may feel that D is not making an effort to communicate:

... as soon as I get in, M is able to unload the story of her day, what she has
been doing whereas I am trapped in as much as I couldn’t go into detail and tell
M about my day. It is sometimes just a few sentences so, whereas she is able to
communicate to the relationship, I am not. (14F)

Even when pragmatic adjustments have been made jointly, D may still
feel disadvantaged and appear to implicate F in their disappointment: ‘I
definitely feel as if I have lost my independence because you always seem
to need somebody with you and doing things for you’ (6D).
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D’s hearing loss may bring about changes to the relationship that lead
to a reassessment of its reciprocal benefits and/or distribution of power.
This may be experienced as an inequality that is resented:

... I think she probably resents me a little bit because I am still able to do things
that we have always done and she can’t and she sees me now as the one that is in
control. (8F)

It is very hard to live with the fact that I did not have time on my own. (10F).

F may feel that D has somehow emerged with greater benefit from the new
situation:

. it seems really strange to say it but it seems that everything positive has
happened to B and all the negative comes down on me but that is the way you
view life I suppose, and what happens to you. (14F)

F’s sense of being the person on whom D depends may be experienced as
a burden: ‘I could never leave him because he is so dependent. He doesn’t
recognize it, he would never say or even think it, but I think he is ... very
dependent on our relationship ...” (9F).

Loss of quality in the relationship One cause of a loss of quality is a failure
to repair a breakdown of conversation in a satisfactory manner:

I can’t make him understand, well I say, it doesn’t matter, forget it. He says, it
does matter, so I sort of have to try and understand what I mean, otherwise he
gets all ..., and his heart starts beating faster and I don’t want to get his heart up.
(13F)

D or F may also miss the spontaneity and depth of one-to-one conversation
and companionship generally:

I have pretty well missed regular normal conversations with them and it has
been rather tedious both from their point of view and from mine. (3D)

It is very stressful, I cannot, a part of our relationship in a way has died in ..., and
I might weep here (obviously upset and tape paused). (3F)

One function of a close relationship is to talk about stresses that originate
outside it (i.e. a mutual ‘offloading of emotion’). Understandably, D or F
might feel a need for emotional release but the usual give-and-take exchange
seems to break down:

... this problem never seemed to gravitate outside the front door and it was all
directed at me. (6F)

She doesn’t like being excluded and sometimes that can be upsetting for her and
for me. I mean I get upset by it but then I get the double whammy because she
gets upset with me as well. (11F)

D or F may go outside the relationship to unburden themselves: ‘... she has
got a couple of friends, one of them is my cousin who she talks to and really
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tells her feelings to whereas she knows it would probably upset me’ (14F).
The opportunity for shared intimacy in social situations is also affected:
‘Often left the evening with feeling annoyed, angry even, rather than having
said “oh that was a good evening”, just because she couldn’t follow’ (11F).

Public perceptions of the deafened person D and/or F may feel upset
when D is perceived differently because of their deafness:

Annoyance when we are out socializing and I am stood at the side of my husband
and people look past me to him, and don’t include me. Even if they are asking
me something, they ask J as a third party to ask me and it is like you become a
different person. (8D).

S may perceive others’ response to D as personally humiliating: ‘And to
be faced across the table with two people who are in hysterics over W con-
firming what he thinks he has heard, I couldn’t handle it’ (3F).

F may begin to perceive D differently as a result of their changed social
persona:

He hasn’t been able to show his sense of humour, and within the group. It’s
probably affected us in ways that I'm not really aware of because I don’t know
how it would be different otherwise, but I'm sure that has had an effect on the
way I perceive him socially. (7F)

D may realize that they are embarrassing F. In the following situation, in a
restaurant, D had complained about the behaviour of some other diners: ‘C
said I positively shouted at her and we could all have hid under the table. It
doesn’t sound like shouting to me but they went which was good’ (11D).

Perceived threat to the relationship

Several participants intimated that their relationship had been placed in
jeopardy by the challenge of deafness. One couple was in the process of
separating and problems caused by deafness appeared to be important con-
tributing factors. Another volunteer for the research, who later withdrew,
said that her own hearing difficulties had led to the ending of her marriage.
The following quotations illustrate participants’ worries:

He always looks shocked when I talk about the threat to our marriage, it is
more fundamental and I told him it is a threat to our relationship and I was
fearful ... (3F)

. it was quite distressing and it has led to some enormous strains on the
relationship which I think we have patched up ... I hope we have patched up
anyway. (6F)

Discussion

The decision to interview family members as well as the person with APHL
seems to have resulted in an even-handed representation of the difficulties
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that couples and families were facing. We did not encounter much blame or
acrimony — and this was true also of the couple who were in the process of
separating. Family members provided a considerable amount of informa-
tion about the impact on the person with the hearing impairment, as re-
flected in the number of quotations they provide. For many, it was their first
opportunity to voice their point of view as none of the participants had ever
received any counselling together. (It should be noted that the LINK course
provided an opportunity for this but not all family members had attended
and many of the sessions were in a group format.) The decision to interview
participants separately meant that feelings were expressed that could not
have been expressed in a joint interview. However, in view of the fact that
some participants reported humiliating and other negative experiences in
their dealings with professionals or the general public, it seems likely that
some views were held back.

The results indicate that APHL can affect a family in complex and subtle
ways. Evidence of interpersonal stress was found in at least half of the
married participants, a proportion close to the 53 per cent of people with a
severe hearing loss who reported that deafness had affected their marriage
(Thomas, 1984: 95). Although not emphasized here, the contribution of
additional medical problems (especially tinnitus and imbalance) and the
stress associated with obtaining diagnostic information and appropriate
medical and rehabilitation support should not be underestimated.

The negative impact of APHL on many of the families replicates the
findings of previous research. It would be inappropriate to designate part-
ners as ‘carers’ but APHL imposes a considerable burden of extra effort.
Old habits of communication have to be changed and family members
often admitted their own deficiencies in this respect. Domestic, social and
leisure activities may have to be modified or curtailed. All this presupposes
a willingness on the part of the family to engage with the problem. Family
members, including children, may have to take over domestic duties or
act as intermediaries in a variety of situations. As reported by Jones et al.
(1987), the presence of problems in communication may subvert prevailing
power relationships as the person with APHL becomes more assertive or
more dependent.

Our sample was not designed to be representative of all people with
APHL although we assume that our model describes the generic pathways
that lead to maintenance or breakdown of relationships. We have not taken
account of stage of adjustment to hearing loss, stage in the life cycle, effect
on employment or the benefits of cochlear implantation, all of which are
likely to be important moderating influences that deserve further study.
However, from the limited information we obtained in interviews, none
of these factors would be appear to be critical to the relationship, acting
independently of other influences. We are also unclear why a large number
of potential volunteers declined to participate. We suspect that many fam-
ilies did not want their relationships put under the microscope. In one case,
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a volunteer withdrew after her relationship broke down. It seems likely
that a random sample of people with APHL would evidence more signs of
stress or dissatisfaction. Many of our participants had responded favour-
ably to help offered earlier by LINK and were willing to devote time and
effort to our research.

The adjustments made by our participants are similar to ones described
inresearch on AHL (e.g. Thomas, 1984: 134-45; Hallberg, 1999). The person
with hearing impairment tended either to be excluded from conversation
or, less frequently, to take control of it. For many families in our study,
the adjustments were made in a spirit of give-and-take and unquestioned
commitment. In managing the necessary changes, many families negotiated
with respect and consideration. This involved a mutual acknowledgement
of the burden, each party accepting and forgiving an inevitable falling short
of expectations and the need to make allowances, a respect for the dignity,
autonomy and capabilities of the person who needs support and an obli-
gation on the latter to make reasonable efforts. Participants in the study
were well aware of the potential to do too much, to neglect a person’s need
for independence or to fall prey to a loss of respect.

However, for some families, APHL setsin train a negative pattern of inter-
action. Whether or not this happens may depend on the prior state of the
relationship and the personalities involved. Participants certainly expressed
expectations of each other that, in some cases, remained unfulfilled, leading
to a sense of loss, frustration or resentment. It cannot help matters that
problems of communication are likely to obstruct the means by which any
problem usually gets solved, that is, through negotiation. Profound hearing
loss hinders the spontaneous expression of mutual regard and reduces the
opportunity for positive shared experiences. Some participants also men-
tioned their frustration at not being able to ‘offload’ about the normal
stresses of the day.

The strain on the family includes a public response to APHL that is often
deeply prejudiced or, at best, uncomprehending. An analysis of this aspect
of the data is currently in progress but participants spoke of family mem-
bers or longstanding friends who could not really be bothered to alter their
usual mode of communication. The person with APHL was sometimes
regarded as stupid or was simply bypassed in conversation. If they were
not able to deal effectively with this treatment, family members often felt
obliged to intervene. In these circumstances, the family was precipitated
into a joint defensive posture.

In terms of our core category — the prevailing social construction of a
committed relationship and its rights, obligations and benefits — we infer
that a substantial proportion of participants felt short-changed in their
opportunities for intimacy and shared social enjoyments. Participants ex-
pressed a variety of mutual criticisms such as a lack of support or under-
standing, and poor hearing tactics. These complaints must be viewed in
a social context of significant disadvantages for people with a profound
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hearing loss in the job market (if not loss of employment), and little public
recognition of the needs of people with APHL (LINK Centre, 2005).

Authors such as Schlau (2004) have rightly argued that there are stages
of adjustment to APHL but her view that it is desirable for the person con-
cerned to accept a new identity as a ‘deafened person’ who goes through a
defining moment of acceptance, learns to sign, finds deaf friends and accepts
deaf ways, is unlikely to be generally accepted. In fact, only one-third of her
respondents had managed to achieve this and the remainder were described
as ‘struggling’ or ‘resigned’. Our participants did not seem to place such an
emphasis on identity, which might reflect differences between a US and
UK cultural context. Our participants depended primarily on lip-reading
and only one signed regularly. Adopting the identity of person who is deaf
is not a preferred way forward in the UK where the deaf community tends
to exclude most people with APHL.

A focus on individual adjustment also neglects to consider how the
family of the affected person fits into this developmental picture. As Hétu
etal. (1993: 375) have rightly stressed, professionals must attend to the inter-
active dimension of the difficulties and of the coping process. The impact
on family members often seemed greater than on the person with hearing
loss, him or herself. Given the variety of individual circumstances, it would
be difficult to define an ideal outcome of adjustment applicable to all. In a
similar vein, Jones et al. (1987: 215) paint a complex and non-prescriptive
picture of family adjustment in the hard-of-hearing community.

As noted earlier, we were unable to do sufficient justice to variables
such as age, gender, the prior quality of the relationship, personality char-
acteristics and having to cope with other medical conditions or sensory
impairments. We are currently analysing our data to investigate the influence
of gender, which has been found to be an important variable (Stephens et
al., 1995; Wallhagen et al., 2004). Like other qualitative researchers in this
field, we have found it necessary to locate these variables within higher
order constructs. Hallberg et al. (2000) derived a core concept of ‘finding
flow’, with the implication that individuals enter a ‘positive circle’ if they
do or a ‘negative circle’ if they do not. This formulation hints at a dynamic
system but in fact their concepts refer to individual dispositions related to
Antonowsky’s (1987) concept of sense of coherence. These authors were
investigating coping with everyday life situations, such as work, and the
dispositions they describe may or may not be suited to maintaining flow in
family relationships.

Our model and the findings on which it is based are entirely consistent
with the views of Hétu et al. (1993) working with older people with AHL.
These authors stress that counselling should focus equally on the needs
of the hearing impaired person and their partner. The aim is to facilitate
communication about conflicting views, roles, needs and costs, so that mis-
understandings and disagreements can be resolved by negotiation. Hétu
and colleagues recommend that this can be done in groups. Our research
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suggests that taken-for-granted assumptions about the grounds of commit-
ment to a relationship can be put into question by the consequences of
APHL. When a relationship is seriously threatened, couples counselling
is indicated. In the acute stage of onset of hearing loss, especially if this is
sudden, counselling may have to focus on managing a crisis and extreme
emotional responses. The most appropriate intervention would depend on
the individual case and the stage of adjustment.
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