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Procedure

Participants were recruited through the Alfred Hospital and the Acoustic Neuroma Association of Australasia Inc.  Four focus group sessions were held at the Caulfield campus of Monash University during November and December 2005.  Each session was led by a professional focus group facilitator, and attended by researchers, Dr Sue Burney and Ms Joanne Brooker.  The duration of each session was approximately two hours.

Demographic and Treatment Details

Twenty-one individuals participated in the study.  There were five participants in each of the first two focus groups, seven in the third group and four in the final focus group.  The average age of participants was 54 years with a range of 29 to 73 years.  The average time since original diagnosis was 3.5 years with a range of 1 to 11 years.

A summary of participant demographic characteristics and acoustic neuroma treatment details is shown in Table 1.

Table 1

Demographic and Acoustic Neuroma Treatment Characteristics

	Characteristic
	Value
	Total

	
	
	

	Gender
	Female
	9

	
	Male
	12

	
	Total
	21

	
	
	

	Relationship Status
	Living with spouse or partner
	18

	
	In a relationship, not living together
	1

	
	Not in a relationship
	2

	
	Total
	21

	
	
	

	Education Completed
	Secondary school
	6

	
	Undergraduate tertiary
	9

	
	Postgraduate tertiary
	4

	
	TAFE
	2

	
	Total
	21

	
	
	

	Occupational Status
	Retired
	7

	
	Self-employed
	3

	
	Employed outside home
	10

	
	Home executive
	1

	
	Total
	21

	
	
	

	Treatment
	Surgery only
	8

	
	Surgery followed by fractionated    stereotactic radiotherapy
	1

	
	Surgery followed by stereotactic radiosurgery
	2

	
	Stereotactic radiosurgery only
	4

	
	Fractionated stereotactic radiotherapy only
	5

	
	Acoustic neuroma under observation
	1

	
	Total
	21




Impact of Acoustic Neuroma on Quality of Life

Quality of life is a broad term reflecting an individual’s sense of wellbeing, and can be broken down into several domains, including physical wellbeing, social wellbeing, psychological wellbeing, functional status (the ability to engage in the tasks of everyday living), and occupational status.  Among focus group participants, there was considerable diversity with regard to the impact of the acoustic neuroma on quality of life.  For a small number of participants, the acoustic neuroma and its treatment had dramatically reduced their quality of life.  In contrast, some participants reported a very good outcome following treatment and were able to maintain their quality of life to a large extent.  For all participants, however, hearing loss impacted negatively on wellbeing.  Each domain of wellbeing is examined below.

Physical Wellbeing

Participants experienced a range of physical symptoms.  Table 2 shows the number of participants who reported that they were currently experiencing these symptoms.  (It does not include individuals for whom the symptoms were transient.  For example, the ten participants who reported fatigue do not include those participants who experienced temporary fatigue following surgery).

Table 2

Physical Symptoms Currently Experienced by Focus Group Participants

	Symptom
	No. of individuals 

who reported symptom

	Hearing Impairment
	21

	Balance Disturbance
	16

	Fatigue
	10

	Tinnitus
	 9

	Eye Problems (e.g., dry eyes)
	 6

	Facial Paralysis
	 3

	Facial Numbness
	 3

	Headaches / Pain
	 3

	Dizziness
	 2

	Facial Spasm


	 1


Social Wellbeing

Participants reported that social interactions were affected by communication difficulties associated with hearing impairment.  For example, social gatherings involving large groups had become less enjoyable because of the inability to follow conversations in a noisy environment.  

Balance problems also contributed to reduced social wellbeing.  For example, many participants were unable to participate in social activities such as dancing, bushwalking and sports because of balance difficulties.  

Facial paralysis did not emerge as a significant deterrent to social engagement, although it did make some individuals feel more self-conscious.  Furthermore, for some participants facial paralysis made communication more difficult because of the greater effort required to speak clearly.

Psychological/Emotional Wellbeing

Participants reported a range of emotions at various stages of their acoustic neuroma experience.  For some these included depression, anger and frustration associated with having the condition and the impact it exerted on their life.  Furthermore, many participants reported a sense of loss as a result of social isolation and their inability to engage in some previously enjoyed activities.

On the other hand, many participants reported a sense of relief that the tumour was benign and treatable.  For those who felt that their treatment outcome was good, there was often a sense of relief and gratitude.

Functional Impact

For many participants, day to day functioning was adversely affected by the acoustic neuroma symptoms.  For example, hearing impairment and balance problems meant that large shopping centres were overwhelming because of the background noise and lighting.  Walking, listening and enunciation required higher levels of concentration, which in turn led to increased fatigue.

Loss of directional hearing emerged as a major problem, creating difficulties with locating sounds such as people calling out, bells on building lifts, and sirens on approaching emergency vehicles.  

One participant was no longer able to drive because of balance problems, while a few commented that it required greater concentration.

Craft activities requiring acute vision and concentration were made more difficult or impossible because of eye problems and fatigue.

For some participants, fatigue and pain exerted a negative impact on all aspects of life.  For example, one participant was incapacitated by severe pain for almost a year following surgical removal of the tumour.

Occupational Status

Among participants who were employed at diagnosis, most were able to continue their current jobs following treatment of the tumour.  Several others, however, were forced to give up their previous positions because of symptoms such as hearing loss and fatigue.  In contrast, one participant expressed that the acoustic neuroma experience had provided a catalyst for making positive career changes. 

Benefits Associated with the Acoustic Neuroma Experience

Although, being diagnosed with an acoustic neuroma negatively affected the wellbeing of participants as discussed above, some individuals reported positive gains from the experience.  For example, a few felt that it had given them a clearer perspective on life, and had caused them to be more reflective and less stressed about the daily hassles of life.

The ability to block out the noise of the neighbourhood when sleeping emerged as a consistent benefit.

Factors that Assisted Adjustment to an Acoustic Neuroma

The ability to cope with and adjust to symptoms associated with the acoustic neuroma was enhanced by a range of factors including:

· Understanding, emotional support and practical assistance from family, friends, medical staff, and employers

· Support and information from members of the Acoustic Neuroma Association of Australasia Inc

· Determination to make the best of life and to pursue goals in spite of physical symptoms

· Having an optimistic outlook on the future

· Acceptance of physical symptoms

· Comparing their own situations to others with worse treatment outcomes or worse life situations

· A sense of purpose in life and being engaged in meaningful activities such as volunteering, working, and helping other people

· Spirituality / religious faith

· Financial security

· Access to helpful medical services.

Factors that Hindered Adjustment to an Acoustic Neuroma

In some cases, social interactions were more difficult because of lack of understanding by other people.  For example, a number of participants reported that people who were aware of their hearing loss continued to speak to their “deaf side” in spite of reminders not to do so.  

Worrying about the perceptions/opinions of other people emerged as a concern, particularly for some female participants.  For example, some participants worried that people thought they were rude if they did not hear and respond to them, or that they might be regarded as affected by alcohol because of balance problems.

In some cases, participants had pre-existing medical conditions that made coping with the burden of acoustic neuroma symptoms even more difficult.

Treatment Decision Making

A number of participants expressed frustration in obtaining sufficient information from their doctors to make an informed choice of treatment.  In contrast, other participants reported that they had been provided with a presentation of the various treatment options by both surgeons and radiation oncologists.  

Many participants invested a great deal of time and effort to find information before deciding on a course of treatment.  The majority of participants looked for information about treatment options from other sources apart from their doctors.  These sources and the number of participants who accessed them are listed below:

· The Internet (10 participants)

· The Acoustic Neuroma Association of Australasia Inc. (9 participants)

· Medical practitioners from their own social networks (6 participants).

The factors that influenced treatment decision-making among participants who underwent surgical removal of the acoustic neuroma included:

· Advice from surgeons and radiation oncologists

· Large tumour prevented irradiation treatment
· The presence of hydrocephalus (fluid on the brain) prevented irradiation treatment
· Concern that participant would be too old for surgery if irradiation failed

· Not being aware of irradiation as a treatment option

· Young age – uncertainty about long-term outcomes of irradiation.

The factors that influenced treatment decision-making among participants who underwent fractionated stereotactic radiotherapy or stereotactic radiosurgery included:

· Advice from surgeons and radiation oncologists

· Not having a large tumour

· Concern that surgery might cause facial paralysis and eye problems

· Prior negative experiences with surgery for other conditions

· Not wanting to undergo general anaesthetic

· Not wanting to endure a long recovery period or pain following surgery

· Heart problems prevented undergoing surgery.

There was a general consensus that a “one-stop-shop” facility at which patients could obtain a comprehensive understanding of all treatment options is needed.  

Implications of the Focus Group Study

The focus group sessions provided valuable information regarding the impact of acoustic neuroma on quality of life and treatment decision-making processes among Australian patients.  Furthermore, a review of the international literature in this area indicated that this is the first time that a focus group study has been conducted with individuals diagnosed with an acoustic neuroma.  

The existing research on acoustic neuroma symptoms has focussed mainly on hearing loss, balance disturbance and facial paralysis.  The findings of the current study highlighted that fatigue and pain are also important outcomes that warrant further research.  The findings also indicate that there is considerable room for improvement in providing patients with easy access to accurate information about all treatment options.

The participants in the study had a high average level of education and were highly articulate.  Accordingly, participants were able to provide clear and detailed accounts of their experience.  Interpretation of findings, however, must bear in mind that the sample of 21 focus group participants may not be representative of the broader group of acoustic neuroma patients.  

Future Directions for the Research Project

Phase 2 of the Project

A questionnaire has been developed based on a review of previous research and the findings of the focus group study.  Following pilot testing of this questionnaire, a final questionnaire will be mailed to patients diagnosed with an acoustic neuroma within the last five years who did not participate in the focus group study.

Phase 3 of the Project

The research team will also follow newly diagnosed patients to observe changes in their quality of life over time, from pre-treatment to three years post-treatment.
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