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Glossary of Terms
AHS

Area Health Service

AODR

Australian Organ Donation Register

Clinician

A professionally qualified, registered healthcare worker in direct
patient contact

CSSU

Central Sterilising Supply Unit

DSN

Donor Specialist Nurse

HETI

Health Education and Training Institute

HREC

Human Research Ethics Committee

NCAHS

North Coast Area Health Service

NNSW LHD

Northern New South Wales Local Health District

NRA

National Reform Agenda

MNC LHD

Mid-North Coast Local Health District

ODM

Organ Donation Model

P&CA

Parent and Citizens Association

RRCBP

Rural Research Capacity Building Program

RTA

Road Traffic Authority

SANOK

Senior Available Next of Kin

U3A

University of the Third Age
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Abstract
Are there barriers which prevent rural families from discussing their organ donation wishes?
Background: Organ transplantation is the definitive treatment for many patients with endstage organ failure. Australia however, has a persistently low donation rate, which results in
many Australian’s dying before transplantation.
In New South Wales (NSW) in 2011, 31% of families for whom consent was requested,
declined permission for their loved one to become an organ donor. However, evidence
suggests that when families have had a memorable discussion about their organ donation
wishes, they are more likely to support their loved ones wish to become an organ donor.
Aims:
1. To identify if barriers exist which prevent or inhibit families from holding a
memorable discussion about their organ donation wishes.
2. To identify factors that facilitates organ donation discussions within families.
Methods: Four focus groups were conducted in rural NSW, incorporating a continuum of
ages from senior school children to retired seniors. The focus groups included year 10 and 11
students, sterilisation technicians employed in the Central Sterilizing Supply Unit (CSSU) of a
local hospital, university lecturers from Southern Cross University (SCU) and members from
the University Third Age (U3A).
The senior students and the sterilisation technicians had been involved in an organ donation
education session prior to participating in the focus group, while the university lecturers and
members of U3A had not been involved in an educational session prior to participating in the
focus group. The focus group data was transcribed and coded to identify key themes using an
interpretative phenomenology process.
Results: The identified barriers to family discussion about organ donation wishes were lack of
knowledge about organ donation, geographical distribution of family members, the hectic
pace of family life and age. The findings also showed that school children and adults were
able to initiate family discussion with ease once they had been involved in an education
session.
Conclusion: Despite the barriers, family discussions are facilitated when individuals have
participated in an education session and given the opportunity to ask questions.
Key Words: Organ donation, family discussion.
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Executive summary
Background
Organ transplantation is the definitive treatment for people with end stage organ failure.
Recent significant advancements in both immunology and surgical techniques have taken
organ donation and transplantation from an experimental level to being the therapy of
choice for people who suffer with end stage organ failure. Unfortunately, Australia, like
many other nations has an persistent shortage of available organs for transplantation,
resulting in prolonged waiting times during which time the potential transplant recipients
carry an increased risk of further deterioration in their health and death.
When organ donation does takes place, there is a requirement in Australia to obtain consent
from the immediate family, irrespective of the potential donor registering their intention on
the Australian Organ Donation Register (AODR) to become an organ donor. Australia’s
family consent rate is low, with approximately half of all families approached for organ
donation, denying consent. It is known that when families have had a memorable discussion
about their organ donation wishes, families are more likely to support the wishes of their
loved one.
Aim
This study aimed
1. To identify barriers which prevent or inhibit families from holding a memorable
discussion about their organ donation wishes.
2. To identify factors that facilitates organ donation discussions within families.
A literature review demonstrates that there are many factors which can influence an
individual’s decision to become an organ donor. These factors include, concerns about bodily
integrity, institutional mistrust, the fear of bringing on death prematurely, and mistrust of the
organ allocation system. Many individuals who do make a decision to become an organ
donor subsequently fail to discuss and convey their wishes with their family. This vital step
impacts enormously on potential donor numbers in Australia, as the immediate family of the
potential donor are always asked to give their consent before the donation can proceed.
Evidence suggests that when families know their loved one’s wishes, the family are more
likely to support the organ donation wishes of their family member.
Approximately 50% of Australian families refuse organ donation for their loved ones. As a
result many people on the Australian organ donation waiting list do not have the
opportunity to receive an organ transplant and die.
To save more lives we need to increase the rate that families consent to organ donation. To
do this we need to encourage more families to discuss their organ donation wishes. The
identification of barriers and facilitators to discussion is a vital step in this process of
establishing evidence for effective interventions to promote family organ donation
discussions.
Methodology
This qualitative study was based on interpretative phenomenology principles, which aimed to
describe accurately the lived experience of the participants within the focus groups. The
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principle investigator conducted four, age specific focus groups in rural NSW, to explore the
barriers and facilitators of memorable family discussions of organ donation wishes.
Transcripts were analysed for emergent themes using an inductive approach to thematic
analysis, where the themes emerged from the data and enabled an open coding process and
triangulation rigor.
Results
This study identified three recurrent themes which inhibit family discussion about organ
donation wishes within families. These include
•
•
•

A lack of information prevented individuals from initiating family discussions about
organ donation wishes.
The geographical distribution of families and the hectic pace of family life can inhibit
family discussions about organ donation wishes.
Age can influence a person’s willingness to initiate family discussions about organ
donation.

This study also found that school children initiated organ donation discussions with ease once
they have been involved in an educational awareness day. The study also found that when
groups of people participate in an education session about organ donation, where
information is provided and participants are given the opportunity to ask question, which in
many instances allows participant to dispel existing myths and concerns that they may have
about organ donation, participants are more likely to initiate a family conversation about
organ donation wishes.
This study highlighted just how powerful community education session are in breaking down
cultural barriers to organ donation and in providing confidence to individuals to initiate a
conversation in a household where it is know that the general attitude to organ donation is
not supported.
Conclusion:
Findings from this study demonstrate that there are barriers to family discussions about organ
donation wishes, and highlighted the importance of providing educational sessions to the
general community about organ donation. Educational sessions in this study were the catalyst
that initiated family conversations about organ donation wishes, by providing participants
with the knowledge, and confidence to raise the subject within families even when it was
known that organ donation was not supported, or where traditional cultural resistance had
previously existed.
A challenge exists to engage social and community groups to allow educational sessions to
take place. It is relatively easy to engaged retired groups such as Rotary, PROBUS, and Lions
clubs, although attendance by participants at these meetings often falls when the presentation
topic involves end of life decisions. It can be extremely challenging to engage wider
community groups such as essential services, education groups, and small businesses.
Recommendations:
This study identified that school children initiate family conversations about organ donation
after being involved in an educational event, irrespective of family structure. The researcher
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believes this finding identifies an area of attentive minds which could be engaged in an age
appropriate way to facilitate family discussions about organ donation wishes. This strategy
will have a lasting gradual effect in changing community attitudes and encouraging family
discussions about organ donation wishes. This study strongly supports the incorporate of
organ donation education into the school curriculum nationally.
Introduction
This report is the culmination of a two year research grant funded by the Health Education
and Training Institute: Rural Directorate. It is intended that this report will inform health
administrators of the importance of continuing community education and the impact that
face to face education has in assisting individuals to have family conversations about their
organ and tissue donation wishes.
The report explains why there was a need to undertake the research and how it was
undertaken. The report concludes with recommendation and future research opportunities to
augment this current research.
The purpose of the research was to identify barriers which prevent or inhibit rural families
from holding a memorable discussion about their organ donation wishes, while also
identifying the factors that facilitates organ donation discussions within families.
Search Strategy:
A literature review was undertaken using Clinical Information Access Project (CIAP) and
databases searched were the Cochrane Collaboration, Medline, Cinahl and Embase. Search
terms included, family discussions and organ donation. Dates chosen were from 2000 to the
present.
Whilst there is extensive material related to the many aspects of organ donation, including
attitudes towards organ donation, influences of media, and types of requesting styles, there is
little written on families holding a discussion about organ and tissue donation wishes. Due to
limited results a snowballing technique was used to obtain references from the reference lists
of the limited material available.
The principle investigator also sought assistance from a health librarian to ensure a thorough
search had occurred. This secondary search did not provide any additional information.
Background and literature review
Organ donation is the definitive treatment for people with end stage organ failure in the 21st
century(1), due to improvements in both organ transplant immunology and surgical techniques
over recent decades(2). There is also an increasing incidence of end stage organ failure
worldwide(3). Like many other nations Australia has a significant discrepancy between the
numbers of people on transplant waiting lists, and the number of organs being donated for
transplantation(1).
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The lack of available organs for transplantation in Australia results in an average waiting time
of between six months and four years for patients on the transplant waiting list. In 2011,
35% of patients listed for a liver transplant were removed from the listing due to death,
becoming too sick, tumour progression and infection(4). The average waiting time for the 1158
patients listed for a kidney transplant in 2011, was between 3.6–19.2 years (5).
In 2008, the National Reform Agenda (NRA) (6) was implemented to address the factors that
contribute to low donation rates in Australia. The twin objectives of the NRA are to increase
the capability and capacity of the health system to maximise donation rates, and to raise
community awareness and stakeholder engagement across Australia to promote organ and
tissue donation, thereby improving the chances of Australians on the transplant waiting list of
receiving an organ transplant. (7)
A community education program has been implemented as part of the NRA. The education
program aims to provide clear, factual and relevant information, to ensure that the Australian
community is provided with sufficient information to assist in making an informed choice,
and to engage in family discussion about organ donation wishes. It is anticipated that
increased community knowledge will lead to increase donation rates (6). Community
education will also assist to normalise organ donation discussions within families. This is
extremely important because before organ donation can take place, family members of
potential donors will always be asked for permission to proceed,(7) (8)and the final decision is
often influenced by whether the decision maker or family actually know the individual’s
wishes. (9)
There are a number of factors which influence an individual’s decisions to become an organ
donor. These include: having sufficient knowledge about organ donation and the processes
involved, having an understanding of the concept of brain death, and having a desire to give
an altruistic gift to save another person’s life. There are also a number of factors that can
influence a person’s decision not to be an organ donor, including: lack of information,
cultural and religious beliefs including the need to keep the body whole, fear of mutilation,
distrust of the medical system, and fear of being declared dead prematurely (9) (10). Irving et al
(2012) identified relational ties, family influences, previous interaction with the health care
system, and fear of an early organ donation process as major reservations about the process
of organ donation, and therefore being influencing factors in organ donation decisions.
Thinking about death is difficult for many people as it can create feelings of unease, anxiety
and discomfort. These powerful emotional feelings may become barriers to open
conversations about death and organ donation and lead to avoidance of initiating a
discussion about end of life wishes (9). Other barriers identified in initiating this conversation
include, the hectic pace of family living, and a lack of time when families do meet together to
have discussions (9). School students also report that it was difficult to communicate with their
family about their own death and the death of a family member (11).
Knowing a family member’s wish about organ donation has been shown to be the most
powerful predictor of family consent, which in turn is determined by whether organ donation
was discussed with family members(2) (12). Only about half of all individuals who wish to be an
organ donor have discussed their wishes with family members (13). As a result about 50 % of
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families often refuse to support the potential donor’s wish. Even if the potential donor has
registered an intention to become an organ donor(14) on either the Australian Organ donation
Register (AODR) or the Road Traffic Authority (RTA) (9). Consent is also less likely when
there is family conflict, or when family members are not in complete agreement about
donation (15).
A study by McDonald et al(11) suggests that the factors that affect the willingness and ability to
communicate with family members need to be identified. This is particularly important as
participants in that study scored high on the willingness to communicate even though that
communication had not yet taken place.
One theory that is helpful in understanding the process that individual’s navigate to initiate a
family discussion about organ donation is the Theory of Motivated Information Management
(TMIM). Before proceeding with a description of the Theory of Motivated Information
Management, it is important to clarify what is understood by the term information.
Information is defined by as a stimulus from the person’s environment that contributed to his
or her knowledge or belief (16). Consideration must also be given to how families are defined.
Previously families have been defined as individuals connected primarily through legal and
biological ties. Significant changes have taken place in recent decades to this perception with
families now being defined as groups of intimates who generate a sense of home and group
identity and who experience a shared history and a shared future (17). It is also important to
acknowledge that family interactions typically aim to foster harmony thereby avoiding
conflict (17).
The Theory of Motivated Information Management (TMIM) proposes a three phase process
of information–management in interpersonal encounters (18). The three phases are described
as hierarchical in nature beginning with an interpretation phase followed by an evaluation
and decision phase in a progressive manner. A number of assessments take place in the
evaluation phase and these assessments affect choices made in the decision phase which in
turn influences future evaluations.
An interpretation of the TMIM is diagrammatically represented in figure 1. The
diagrammatical representation of the TMIM, is based on the researchers interpretation of the
theory.
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Figure: 1

Theory of Motivated Information Management –Diagrammatically represented

Phase One: Interpretation

Uncertainty discrepancy (Due to lack of knowledge)
Anxiety

Phase Two: Evaluation

Outcome assessment

Outcome expectancies
Outcome importance
Outcome probability

Efficacy Assessment

Coping efficacy
Communication efficacy
Target efficacy Perceived target ability
Perceived target honesty
Phase Three: Decision
Seeking relevant information
Avoid relevant information
Cognitively reappraise the situation

Phase One: Interpretation
In the initial interpretation phase an individual becomes aware that a knowledge discrepancy
exists. This knowledge discrepancy creates a degree of uncertainty about an important issue,
with the individual acknowledging that the degree of uncertainty is more than they desire.
This discrepancy is labelled uncertainty discrepancy and it is the uncertainty discrepancy which
creates a level of anxiety for the person (19). The presence of anxiety in an individual
contributes to an individual moving to the second phase, the evaluation phase (20).
Phase Two: Evaluation
In the evaluation phase expectations about the outcomes of an information search and
perceived abilities associated with that decision direct behaviour. The theory of motivated
information management suggests that individuals are more likely to seek information when
they possess positive expectations about the outcome of the information search. (20)
The evaluation phase is influenced by two assessment components, termed outcome
assessment and efficacy assessment. The outcome assessment and the efficacy assessments are
further influenced by three additional assessment components each. Outcome assessment
includes an assessment of outcome expectancies, outcome importance and outcome
probability. Efficacy assessment is influenced by coping efficacy, communication efficacy and
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target efficacy components. A description of the influences that each of the outcome
assessments and efficacy assessments follows.

Outcome assessment

In the outcome assessment phase there is the belief that individuals consider their actions prior
to selecting a strategy. The assessment is based on an assessment of the possible outcome of
an action, where the individual assesses the cost and benefits of a particular information
seeking strategy identified as outcome expectancies. Followed by an assessment of the
outcome value of such a strategy, that is the importance of the expected costs and benefits,
identified as outcome importance and assessment of outcome probability, where the
likelihood that a particular strategy will result in the expected outcome. (19)
The outcome processes allow individuals to assess the benefits and costs they expect from an
information seeking strategy, as well as the importance, and probability of a particular
strategy. It is suggested that outcome expectancy is the central variable, with outcome
importance and outcome probability playing more peripheral roles (19).

Efficacy assessment

The second component of the evaluation phase, efficacy assessment is the extent to which
individuals perceive themselves as able to successfully reduce the anxiety through such a
search. Efficacy beliefs refer to an individual’s perceptions of their ability or the ability of a
target object or person to successfully perform the behaviour or produce an outcome (19)
Afifi & Weiner (2004)(19)has further developed efficacy assessment by suggesting three
components of assessment that incorporate coping, communication and target efficacy.

Coping efficacy considers the individuals belief that they have the emotional, instrumental
and other resources to engage in a strategy and manage the outcomes expected from the
strategy under consideration.

Communication efficacy is where the individual believes that they possess the skills to
successfully complete the communication tasks involved in the information management
process. Communication efficacy is considered to be a critical component of the process in
the theory of motivated information management.

Target efficacy contains two subcomponents which are termed perceived target ability and
perceived target honesty. These two subcomponents represent the belief that the information

target is able and willing to provide complete information. Both target efficacy components
are important parts of the information management process. Afifi & Weiner (2004
p.179)(19)suggest that “individuals are unlikely to seek information from targets who are not
considered able to provide the information, whether because they do not have access to the
information (target ability) or because they are not deemed as willing to provide it (target
honesty)”.
Afifi & Weiner 2004(19) suggests that information seekers assess whether they have the ability
to cope with the outcomes that they expect from initiating the information management
strategy (coping efficacy), and whether they have the skills to engage in the communication
activities required as part of the strategy (communication efficacy) and if a particular target is
able to offer the information being sought (target efficacy).
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Phase Three: Decision
The decision phase involves the selection of information-management strategies. Within the
decision phase there are three general strategies for individuals motivated to manage
uncertainty related anxiety. They include seek relevant information, avoid relevant

information or cognitively reappraise the situation. (19)

Seeking relevant information can occur as a direct interaction in asking the target for
information, however in the majority of social circumstances less direct mean of seeking
information takes place. These less direct methods can include talking around the issue,
disclosing information in the hope of receiving reciprocal information, and relaxing the target
(19).
Instead of seeking relevant information, an individual may choose to avoid relevant
information. This can include active avoidance, where an individual actively avoids
information, or avoids a situation or persons who may offer relevant information. Passive
avoidance occurs when individuals let the issue unfold without pursuing the environment or
targets for clues. An individual may choose passive avoidance if they consider that the process
of seeking information is too risky as a result of outcome assessments or efficacy beliefs (19).

Cognitive reappraisal occurs when individuals reduce anxiety by making psychological
adjustments that change the original need for information. Anxiety therefore is reduced as a
function of cognitively altering the need for uncertainty management, instead of actually
obtaining information. (19)
The theory of motivated information management begins with identification of a gap
between desired and actual knowledge, creating an uncertainty discrepancy and anxiety
about an important issue. The motivation to reduce anxiety triggers the assessment of various
information management strategies to achieve an alteration in uncertainty related anxiety.
Following the process of outcome and efficacy assessments, individuals choose a strategy that
they consider the most appropriate, given physiological, social and behavioural concerns and
cognitive limitations. This theory proposes a dynamic and fluid process that relies centrally
on the cognitions and action of individuals (19).
Aims of the Research
This study aims to identify
1. If barriers exist, which prevent families form holding memorable family discussions
about their organ donation wishes?
2. To identify the factors that facilitates organ donation discussions within families.

The study incorporated participants who reside in the Northern New South Wales (NNSW)
and Mid North Coast (MNC) Local Health Districts.
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Method
A qualitative study was planned where participants were invited to participate in an
unstructured focus group discussion. The focus groups supported small group discussions with
groups of between five to ten people that aimed to explore specific issues regarding families
holding discussions about organ and tissue donation. Participants were encouraged to talk
and interact with each other to assist with exploring and clarifying individual and shared
perspectives (21)
Principal researcher:
The principal researcher is a hospital based Clinical Nurse Specialist (CNS), Donor Specialist
Nurse (DSN) in Organ and Tissue Donation covering the newly aligned NNSW LHD. A
component of the role, involves raising awareness in the community about organ and tissue
donation and encouraging families to hold a memorable discussion about their organ and
tissue donation wishes.
The researcher holds a Graduate Diploma in Critical Care. Training for the role of Donor
Specialist Nurse, has been provided by the NSW Organ and Tissue Donation Agency. Training
in research techniques has been through the NSW Primary Health Care Research Capacity
Building Program (NSW PHC)
Ethics approval for the research was received from the North Coast Area Health Service
(NCAHS), Human Research Ethics Committee (HREC) on the 28th July 2011: reference:
LNR/11/NCC/52. Approval for an amendment to the study was approved by the NCAHS,
HREC on the 11th January 2012.
The study sample included people who reside within the former North Coast Area Health
Service (NCAHS) which has since been divided into two Local Health Districts (LHD). The
Northern New South Wales Local Health District (NNSW LHD) and Mid North Coast Local
Health District (MNCLHD). Collectively the NCAHS covered an area of 35,570 square
kilometres extending from the Queensland Boarder, Southward to Port Macquarie. The
NCAHS also extended westward from the coast to the Great Dividing Range. The NCAHS is
the fastest growing rural Area Health Service (AHS) in NSW. The total estimated residential
population of NCAHS in 2006 was 479,544 and it is projected to increase by 7% to 511,146
by 2011. (22)
Sampling
A maximum variation sampling(23) technique was employed to recruit groups of participants.
The researcher aimed to incorporate a range of chronological ages and educational
attainment within the focus groups. The four focus groups included senior school children,
sterilisation technicians who hold a Certificate 111 in sterilization services, university lecturers,
and retired seniors. Contact was made with each of the groups by passive snowballing. (24) A
key person was contacted in each group, who facilitated the distribution of a flyer or
information packs to potential participants.
In this research project, the senior school students, and the hospital based sterilisation
technicians participated in an education session about organ and tissue donation prior to
Are there barriers to rural families having discussion about their organ donation wishes?
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participating in the focus group discussion.
The information provided encouraged
participants to discover the facts about organ and tissue donation, to make a decision that
was right for the individual, and to discuss their wishes with their family and friends. The
educational presentations according to the theory of motivated information management
would have highlighted a potential uncertainty discrepancy in the participant’s knowledge of
their family member’s wishes. This uncertainty discrepancy would have created anxiety
among participants thereby initiating the three phase process of information management,
facilitating a family discussion.
The senior school children who participated in the focus group discussion were the student
leaders who helped to facilitate the education awareness day, titled “Do you have a heart?”
The student leaders were invited to participate in the focus group by initially making contact
with the lead teacher who was the principle facilitator of the awareness day. The lead teacher
distributed information packs to the student group which included an invitation letter
(Appendix A) the information sheet (Appendix B) and consent form (Appendix C). This
information was taken home for parental approval and consent, as all senior school students
were aged between 14 and 16 years.
The hospital CSSU workers were invited to participate by initially contacting the Nursing Unit
Manager (NUM) of the CSSU department. The NUM displayed an invitation in the tea room
(Appendix D), and the invitation letter, information sheets and consent forms were provided
to participants wishing to participate by the NUM.
The university lecturers and the retired seniors were asked if they would like to be involved in
the research project by snowballing sampling, where contact was made with these
participants from within the community. Flyers were displayed in the university lecturer’s tea
room (Appendix E) and at a University of the Third Age (U3A) meeting (Appendix F).
Invitation letters, information sheets and consent forms were distributed via the group’s main
contact person.
The university lectures and the members of the U3A had not been provided with an
educational session prior to conducting the focus group discussion. They may however, have
been exposed to recent television advertisements or newspaper stories, which highlighted the
importance of family discussion in relation to knowing family member’s organ donation
wishes.
A group of office workers from a local accounting firm were also invited to participate,
however despite initial verbal support, no follow up contact was made with the researcher.
Written consent was collected from all participants at the focus group meetings. Participants
were encouraged to ask any questions about the research project prior to the commencement
of the focus group discussion. Each participant was provided with a copy of their consent
form. Participants were again reminded that participation in the project was voluntary and
they were free to withdraw from the project at any stage prior to the final data processing
and analysis. As data was de-identified, there would be difficulty withdrawing transcriptions
from the cohort after data processing and analysis.
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The recruitment of the retired seniors from the U3A, involved the researcher initially speaking
to approximately 80 retired seniors about participating in the focus group. It was anticipated
by the group leader that there would be a response rate of at least 20 participants. However,
only five members responded to the invitation.
The setting for the focus groups varied due to the diversity of the participants. The locations
were chosen:
•

In consultation with the group leader’s to facilitate convenience for participants.

•

In an environment that participants were familiar with.

•

The selected venue was appropriate to conduct an interview without disruption.

•

The time was chosen by the leaders to accommodate convenience, with school, work
and life commitments.

The selected venue’s included a high school meeting room for senior students, an area specific
tea room for the sterilisation technicians, a lecture room for the university lectures and a
service club meeting room for the retired seniors.
At the senior school student group the lead teacher was present in the meeting room but did
not participate in the group discussion until saturation of responses had occurred from
students. The President of the schools Parents and Citizens Association (P&CA) also attended,
refraining from the discussion until students had reached a saturation of responses. The
President specifically asked to attend the focus group, but was not related to any of the
children in the room.
A trial focus group and pilot of focus group technique was conducted on the 4th October
2011, prior to facilitating the first focus group meeting. Participants known to the researcher
were invited to participate. Following the trial, a self-critique of the interview technique and
lead questions took place resulting in the researcher modifying interview techniques based on
listening to the recorded trial. The researcher felt that the lead questions were adequate in
prompting a group discussion, and that the principle investigator was able to adequately
conduct a focus group discussion and use the digital recording equipment. The four focus
groups were conducted and facilitated by the principle investigator. The duration of each
focus group was from 30 to 60 minutes, with a mean interview time of 42 minutes.
Participants were provided with light refreshments, and the university lecturers were provided
with a $20.00 iTunes© gift voucher as an additional incentive to gain engagement in the
study, and in appreciation of their time and contribution. A copy of the transcripts was
available to the participants, but all participants declined this offer.
Initially, it was planned to conduct four focus groups, with an option to conduct an
additional focus group if saturation of themes did not occur. At the completion of the second
focus group a clear repetition of themes occurred. The researcher held discussions with a
mentor to discuss the value of continuing with focus groups that had been provided with an
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educational session. It was decided to submit a variation to Human Research Ethics
Committee (HREC) thereby including individuals who had not been provided with an
education session prior to participating in the focus group. The amendment was approved by
the NCAHS, HREC on the 11th January 2012, resulting in the incorporation of university
lecturer’s and members of the University of the Third Age. All focus groups were conducted
by the principle investigator.
The researcher used an inductive approach to thematic analysis, whereby the themes emerged
from the data. As the principle investigator was a novice researcher, once the interviews had
been transcribed and analysed for emergent themes, to enable an open coding process. The
investigator submitted all code books to the investigators research mentor, ensuring thematic
consistency and research triangulation. All coding and analysis was completed by hand.
Focus group demographics
The following provides a brief description of the individual group makeup, to help
contextualise the context of the group discussions.

Teenage school children: A lead teacher at the rural school had previously had a personal

family experience in organ donation. As a result of this experience the teacher held the belief
that there was a need to incorporate organ donation awareness into the educational
experience of children. The teacher’s quest to achieve this outcome resulted in contact being
made with the researcher as an expert in organ donation. This resulted in the researcher being
involved in the development and implementation of an educational day for all levels of
school children from within the Nambucca Valley in rural NSW. This educational day
showcased a number of learning mediums to explore information and knowledge about
organ and tissue donation. The learning mediums included art, music, play writing, acting,
rap dancing, and poetry. The participants in the focus group were the student leaders who
designed and directed many of the learning activities displayed on the educational day. There
were 10 participants aged between 14 and 16 years. There was one male participant and nine
female participants. Six students were from year 10 and four students were in year 11. Seven
students were from two parent families, two students were from single parent families and
one student lived with a grandparent.

Sterilisation Technicians, Central Sterilizing Supply Unit (CSSU): The researcher’s role as a

Donation Specialist Nurse in the NNSW LHD, involves providing community information and
education related to organ and tissue donation. The researcher has provided various hospital
departments with the opportunity to learn about organ and tissue donation, encouraging
participants to hold a family discussion about their organ donation wishes. The CSSU were
one of the hospital units to which education and information had been provided. There
were six CSSU participants who were aged between 21 years and 58 years. There was one
male and five female participant’s whose occupational title is sterilisation technician. A
sterilisation technician is a person who works in a hospital or medical facility sterilising and
cleaning medical instruments used by physicians and nurses. A sterilisation technician is
required to complete a Certificate 111 in Sterilisation Services(25)

Are there barriers to rural families having discussion about their organ donation wishes?

Page 17

University lecturers: There were nine university lecturers from a Health Science Faculty.
Participants were aged between 24 years and 58 years. There were two male and seven
female participants. Educational demographics were not collected from this focus group. The
university lecturers were not provided with an educational session prior to participating in the
focus group. They may have been exposed to information about organ donation through the
DonateLife advertisements that had been screened via television and print media.

Retired seniors: Members of University of the Third Age (U3A) Northern Rivers: The

University of the Third Age (U3A) is a non-profit, worldwide movement, allowing older
people to learn new skills from each other in a friendly non-political, non-religious
atmosphere. U3A provides an opportunity for like-minded people, to exercise their mind and
body at their own pace. It is suggested by U3A that keeping your mind active helps you
enjoy your retirement even more (26). Five members from U3A Northern Rivers participated
in the focus group meeting. Participants were aged between 73 years and 80 years. There
were two male and three female participants. The U3A participants were not provided with
an educational session prior to participating in the focus group. They like all participants in
the focus groups may have been exposed to information about organ donation through the
DonateLife advertisements that had been screened via television and print media.
Instrumentation:
The focus groups were recorded using a 2 Gb Pulse smart pen as the principle recording
devise and a second digital recorder as a backup devise. The information on the smart pen
was transferred into a password protected electronic audio file on a secure drive, after which
the recording was deleted. The backup digital recorder had all recordings deleted once
transcription was complete.

Findings
Three major themes were identified after an analysis of the transcripts. The recurrent themes
were
•
•
•

A lack of information prevents individuals from initiating family discussions about
organ donation wishes, and education sessions were identified as the catalyst in
initiating family discussions.
The geographical distribution of family members and hectic pace of life can inhibit
family discussions about organ donation wishes.
Age can influence a person’s willingness to initiate family discussion about organ
donation.

This study also found that school children and adults initiated organ donation discussions with
ease once they had been involved in an educational event or session. Education sessions
appear to be the catalyst in initiating family discussion about organ donation wishes as it
provided participants with knowledge, an opportunity to ask questions, and highlights the
importance of knowing their families wishes.
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Theme one:– “People can’t talk about what they don’t know” (ST-1). Lack of information
prevents individuals from initiating family discussions about organ donation wishes.
A lack of information made it is difficult to initiate a conversation with adult children. “it is

difficult for us to say, well look we think you should consider donating your organs because
there is a shortage of them, but we can’t tell you what’s going to happen” (with the organ
donation process) U3A-5

U3A-5, explained that in his working life he had worked where autopsies had taken place and
that the body was chucked around. U3A-5 was of the belief that “organ transplant is a bit
like that, like oh well we’ll take this bit and that bit”. This perception had inhibited family
discussion. Fear that “if they (the potential donor) say “yes”, they don’t know what is going

to happen even though they are dead like”.

One participant reported that she had tried to raise it with her adult children,

“One child very uninterested and the other one said “we will never need to know”. “They
are rejecting discussing it, because of lack of information and denial on behalf of my
children”. (U3A -1) (Denial of the death of their mother)
Another participant described the difficulties in initiating a family discussion with her children.
“I am constantly seeing the donation forms and I am constantly taking them home to give
them to my boys, but I never quite get there. Somehow the forms never get into their hands.
Now that I have been here and heard a few of the criteria you need to meet ahm, I will try
and address it again” (ST-3)
Adults also had difficulty in having conversations with older parents due to misinformation.

“I have had the discussion with my parents; they think they are too old. Their perception is
that organ donation is just heart and lungs”. (SCU-5)
Education sessions were identified as the catalyst in initiating family discussions. “Without
having that discussion here, I wouldn’t have thought anything about it” (ST-1)
This theme was further supported when participants engaged in a group discussion.

“A lot of families out there don’t know much about organ donation. Yeh, people have their
own ideas about what it is and 90% of that is wrong. We all did before this education
session” (ST-4)
It’s the kind of thing that slips your mind, until it knocks on your door (ST-5),
The effect of being involved in an education session was described by one participant who for
cultural reasons traditionally did not support organ donation. The participant explained:

“I’ve been down that track with a few of my relations, where I have been the one who’s
been left to deal with ahm them coming to their end of their life and they wanted to donate
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their organs and I said no”. “That’s just my way, that’s the way I’ve been brought up; it’s
quite spiritual for us. Of course the world is changing”. (ST-2)
The education session was the catalyst in initiating this conversation with the participant’s
husband, which was prompted by concerns about the participant’s grandchildren.
“I said well because of our grandchildren, I said what if something could help them someday,
you know that’s where I’m looking from and with that….he goes you can’t donate mine and
I said no, everyone’s got their own opinion, but would you donate mine? (ST-2)
This participant some weeks later also raised it with her daughter. The participant reported
that her daughter responded by saying “I didn’t think you would go for that mum. You have
never walked down that track before”. The participant responded “I have been starting to
think about it, only because of the kids, so not quite there yet, but it’s still in the mind” (ST-2)
ST-6 stated that the education session was responsible for bringing “up a lot of discussion in
my family, I explained to (my husband) and mum that you have to be on life support and

they didn’t know that”

Some participants from the university lecturers group had initiated family conversations as a
result of seeing media
SCU-6 had the discussion with her parents following seeing a segment on a television
program, 60 Minutes (about organ donation). Mum and I said yeh yeh. Dad was not so

sure; he said “what if I have an open casket”; he thought about it, so it took a while, it wasn’t
straight forward. He thought through the process and said yes”

SCU- 7 had the discussion with her husband after viewing the advertisement on television
“We made a funny joke of it emphasising the Ok”(part of the advertisement)
The senior school children all reported initiating a family discussion about organ donation,
following the education activities and awareness day. Lack of information was not identified
as a barrier in this cohort. Predominantly family discussions were initiated by the participants,
but on other occasions they were initiated by siblings who participated in the school
awareness day.

“We sat down at the dinner table and he (participant’s sibling) had been talking about it the
whole afternoon, like how it was a good day and everything and he sat down at the table
and said, “like mum are you an organ donor”? And she was like “yeh, I’ve ticked it on my
licence”. And he was like “yeh but are you gonna donate your organs when you die”. She
was like “yeh of course”, and he was like cause I am. And he’s 11 and he was asking
everyone, he wanted to know”. (SS-1)
Participants of the senior school group reported initiating conversations outside of the family
home amongst friends from sporting groups. One of these conversations took place as a
result of the netball team wearing the Zaidee’s rainbow shoe laces in a netball grand final.
These shoe laces had been acquired by the students as part of the “Do you have a heart?”
education day.
“Everyone was watching, like what’s on their shoes and they realised it was the laces”. “I
explained it to all my friends and they were” “oh my god it is just so cool”. What a brave
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little girl and then they were like where can I get a pair of those shoe laces, and then they
were like, I want to donate my organs one day” (SS-10)
Another participant reported that the education day resulted in a change of opinion. The
participant reported that her mother did not support organ donation, resulting in the
participant also deciding not to be an organ donor.
“I know my mum isn’t donating and I wasn’t real keen either, ‘cause I had the idea that I

wanted to be buried whole or whatever. But after the day when I saw what they go
through, they need them and I don’t when I’m dead so I decided I would. My mum knows
that but she’s still not keen on doing it” (SS-8)

A parent requested permission to attend the focus group. The parent is the President of the
Parent and Citizens Association (P&CA). The parent only contributed to the focus group
discussion following saturation of discussion by the senior school children. The parent
reported that her children had initiated conversations about organ donation as a result of the
educational awareness day.

“I wasn’t in attendance on the day, I had other things I had to attend to, but my two children
who are in kindergarten and year 3 came home and discussed it, and had so many questions
for about half an hour. I had to sit and answer all those questions, and it was all very
positive. Being such a difficult subject to talk with young kids about, it was quite good”. (SSParent)

Theme Two - “Life’s too busy, I see the kids a couple of times a week, sit down and have

dinner most Sundays to discuss what is happening in our lives throughout the week, and I just
think life’s got too busy” (ST-2)

The geographical distribution of family members and hectic pace of life can inhibit family
discussions.
Geographical distribution of families also affects family discussions about organ donation
wishes in the university lecturer’s cohort and members of U3A. Senior school children do not
seem to be affected by this barrier.
The geographical distribution of families can result in family members “not meeting up very
often” (SCU- 1).

“My sister died last week: this event was the catalyst in the family meeting up and in
stimulating family discussion about end of life wishes between family members. Discussions
involved organ donation wishes amongst family members. The family realised they should
have discussed it much sooner”. (SCU-1)
SCU 2 reported, “My children have grown up, one lives in Canberra and one lives overseas.

This was the main reason for not having the discussion. When I do catch up with them I
haven’t thought of it”.

The hectic pace of adult life, resulting in family members not seeing each other on a daily
basis, appears to be a barrier to family discussions.
ST-4 explained “I just went home from work and talked about it, that was it. I was doing all
the talking and he just listened. I am undecided and I don’t think he has decided. When
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asked “what would be required to bring the topic up again”, ST-4 stated “just me to open my
mouth again. ST-4 acknowledged that the shifts that she worked can reduce the opportunity
for that discussion to take place.

In the senior school students cohort family structure and distribution did not appear to inhibit
family discussion. Family discussions are often initiated by both parents and children about
the school day activities.

“I just started talking about my day and I told her (students mother), and I just asked her if
she was an organ donor and she said yeh, and we had a discussion about it. It was just me
and my mum. And when I went to my Dads (house) I asked him. He said he wanted to be”
(SS-4)

“Before the day I didn’t know that your parents could override your decision and all that

kind of thing. I didn’t know and then after the day it was just fresh in my mind and I just had
to ask” (SS-6)

“Ah I just got home and had my T shirt on and mum just asked me about it, and what I heard

on the day and I just told her. And I asked mum if she was donating her organs and she said
“yes” (SS-9)
“I don’t know about everyone else’s parents but my nan always asks me what I learnt at
school today. And if you were learning about organ donation school as a subject then you
can easily say “oh I learnt about organ donation today and like 50% of people are waiting
for a kidney donation and I can help” (SS-5)
U3A participants did not find the distribution of family members a barrier and reported using
the telephone to have important conversations. U3A-3 reported “I wouldn’t have to wait for

a family gathering. If I was on the phone and it went through my head I would just say like
now listen, have you thought about what you are doing”

U3A-3 stated “I’m fairly outspoken, you talk about what you need to talk about. I lined
them up one day and said whatever is working they are welcome to it. It’s on my licence”.
However U3A-3 reported “my children know my wishes, but I don’t know my children’s
wishes. They are aged 51 and 52”.
One senior school student stated that she lived with her grandmother and while visiting her
grandmother in hospital, raised the topic of organ donation.

“My nan was like I want to donate my organs, and I know L (Nan’s friend) wants to donate
her organs and nan’s friend was there and he wanted to donate his organs, and I was like
when I die I want to donate my organs and she was like alright then and continued to eat
dinner” (SS-5)
Theme three: “My Grandparents believe they are too old” (ST-4)
Age can influence a person’s willingness to initiate family discussion about organ donation.
Age appear as a recurrent theme among the U3A cohort, parents of the university lecturers
and grandparents a sterilisation technician.
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“I raised it with my father, who said no one would want his body parts” (SCU-7)
“For the older people generation, it is a taboo topic, many don’t want to talk about it, it
happens to other people”. U3A-1
This statement perhaps helped to explain the lack of interest by members of the U3A cohort
in participating in a focus group discussion, despite being a group of retired seniors who
actively seek learning on an ongoing basis. The group leader reported “that anytime we talk
about matters dealing with death and dying we see a significant drop in numbers (attending
sessions), despite it being important information for us”. (U3A-1)
This study also found that school children of all ages raise organ donation discussions within
families without hesitation.

“Ahm I have four brothers and sisters and all of them had the discussion with me, like it
wasn’t just with mum. They all came into my room and asked me, like are you gonna and
stuff. They were saying how silly it was if you don’t. Like that afternoon that’s pretty much
all we talked about like the whole afternoon was about it. It just continued on when we got
home ‘cause we had the shirts on and it was like it was just a reminder” (SS-2)
Discussion:
This study identified that a lack of information, the geographical distribution of family
members, hectic pace of family life, and age were barriers to initiating family discussions
about organ donation wishes.
A lack of information prevented participants from initiating a family discussion about organ
donation. It was suggested by participants that they could not initiate a discussion because
they did not know what to discuss or it had not occurred to them to initiate a conversation.
Participant felt that the involvement in an education session provided them with the
knowledge to initiate family discussions about organ donation wishes. The education session
was therefore instrumental in all participants subsequently initiating family discussions.
The hectic pace of life today limits the amount of time that families spend discussing issues like
organ donation. Work demands and commitments of daily living can act as barriers and
prevent family discussion about organ donation. Despite this the education session enabled
participants to initiate a conversation thereby alleviating this barrier.
Age was also a barrier to family discussion about organ donation wishes. Retired seniors may
consider that they are too old, or that their organs would not be of any use. Retired seniors
often shy away from thinking about death and will often avoid information sessions which
discuss end of life discussions. When retired people can be engaged the education session will
provide accurate information often dispelling many of the myths and misconceptions that
exist for this group of people. Retired seniors may be instrumental in initiating family
discussions as they have a greater amount of time to ensure family discussion do take place,
The geographical distribution of family members was also a barrier to family discussions about
organ donation wishes. Many young adults relocate from rural areas to larger metropolitan,
interstate, or international areas for work or career development. This results in families
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meeting up infrequently. When families do gather, organ donation is not a subject that is
thought of for discussion.
This study found that when people have been involved in an education session, the
participants subsequently initiate family discussions. Senior school children in this study did
not identify barriers in initiating family discussions, and initiated family and social
conversations about organ donation with ease once they had been involved in an educational
awareness day. Similarly sterilisation technicians from a hospital CSSU, had participated in an
education session and subsequently initiated family discussions overcoming existing cultural
and information barriers.
The education sessions provided current comprehensive information about organ donation,
highlighting the existence of a knowledge discrepancy among participants and their family
members. The knowledge discrepancy according to the TMIM, created a degree of
uncertainty which was more than participants desired. The Theory of Motivated Information
Management suggests that the knowledge discrepancy then initiates a prolonged cascade of
evaluations processes which originate from anxiety created by the uncertainty discrepancy.
The participants in this study did not identify that the knowledge discrepancy created anxiety
in them but instead identified a knowledge deficit as being the main inhibitor of the family
discussion. This knowledge deficit was addressed within the education session and provided
the participants with sufficient information to enable a family discussion to take place. The
Theory of Motivated Information Management was initially incorporated within this study to
assist with identifying the barriers that people encounter in initiating a family discussion about
organ donation. It is possible that participants actually do participate in outcome assessments
and efficacy assessments before making the decision to seek relative information from family
members. These assessment processes did not appear apparent to the researcher in the focus
group discussions.
The participants in this study instead appeared to initiate a more simplified lineal process in
initiating family discussions. The lineal process is diagrammatically presented in figure 2
Figure 2:

Family conversation model for Organ Donation – diagrammatically presented
Education session
Knowledge deficit identified by participants
Educational information provided resources to initiate a family conversation
Family communication

Barriers overcome from the educational sessions included the knowledge deficit, hectic pace
of life and age. The remaining barrier of geographical distribution of family members was not
able to be assessed through this research project.
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The findings from this study suggest that people are more likely to hold a conversation with
their family when they have had an opportunity to be given accurate information about
organ donation and have a physical opportunity to have that discussion with their family. A
lack of information, which has been identified in previous studies (9, 10, 27), was a significant
barrier inhibiting family discussions about organ donation wishes. While some people in this
study had initiated conversations as a result of watching television programs such as 60
Minutes, or following viewing television advertisements which encourage family discussion,
the majority of participants in this study, who had not been involved in an education session,
had not held a family discussion. Providing an education session and the opportunity for
people to ask questions about organ donation appears to provide participants with
information and confidence to initiate family discussions about organ donation wishes.
Strengths and Limitations to the study
This study was exploratory in nature, incorporated a small sample size of predominantly
female participants from a specific rural area within NSW. These factors therefore limit the
generalisability of the results. The findings therefore may not represent the views of the larger
population.
Two of the focus groups were provided with an education session prior to participating in the
focus group discussion. The two remaining focus groups were not provided with an
education session prior to participating in the study. This change in strategy took place due to
saturation of themes, and concerns that facilitating additional focus groups in the initial
format may not provide any addition information. A change in study design, to incorporate
participants who had not previously been involved in an education session resulted in the
identification of additional themes not previously identified. This change in strategy reduced
the overall sample size again limiting the generalisability of results.
While every effort was made to ensure that the researcher was adequately equipped with
skills to conduct a focus group, the researcher acknowledges the level of skill is that of a
novice researcher and this may again influence the interpretation of the findings.
The strength of this research is the sound methodological approach, with early saturation of
ideas. Additional strengths included age variation, (14 years to 80 years) and the
incorporation of senior school children, participants with a trade qualifications, university
qualifications, and retired seniors as this provides the broadest and most generalisable
findings.
Conclusion
This study identified that barriers do exist which prevent rural families from having a
conversation about their organ donation wishes. The barriers to family conversations
identified in this study include a lack of information, the geographical distribution of rural
family members, the hectic pace of family life, and age.
Educational sessions in this study were the catalyst that initiated family conversations about
organ donation wishes, by providing participants with the knowledge and confidence to raise
the subject within families even when it was known that organ donation was not supported,
or where traditional cultural resistance existed. Family discussions were also able to be
facilitated overcoming an identified barrier which was the hectic pace of family life as a result
of being involved in the education session.
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School children in this study embraced information about organ donation and subsequently
initiated family discussions despite family structure or the business of family life. Some of the
school children then extended the discussion outside of the family into social groups.
Recommendations
Engaging the community and providing current comprehensive information about organ
donation is a vital strategy in increasing family discussions and organ donation rates in
Australia. Community service groups such as Rotary and PROBUS and Lions clubs are keen to
have guest speaker’s talk to their members and it is relatively easy to engage these groups. It
can be extremely challenging to engage wider community groups such as essential services,
education groups and businesses.
School children were the strengths in facilitating family communication about organ donation
wishes in this study. Children generally live within family environments which is conducive to
talking about what was learnt or what happened at school that day. This study therefore
supports the incorporation of age appropriate organ donation education into the school
curriculum which will have a lasting effect in encouraging family discussions and changing the
culture surrounding organ donation in Australia.
The geographical distribution of family members is a barrier which may only be partly
addressed by education sessions, and may be subject to when the family next meet or
communicate. Screening the DonateLife advertisements on television near traditional annual
holiday times like Christmas when families are more likely to gather may assist in overcoming
this barrier.
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Appendix B: Participant information statement
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Appendix C: Participant Consent Form
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Appendix D CSSU flyer
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Invitation to be part of a research focus group
Background:
In June 2011, I presented some background information on Organ Donation in Australia, and discussed
the importance of having family discussions about your wishes.
I would now like to invite you to partake in a group discussion to identify if you were able to hold
that discussion with your family. If you were not at the presentation you are most welcome to
participate.
Date: 2nd November 2011
Time: 2.30 pm
Venue: Staff tea room, CSSU
Afternoon tea will be provided
If you are willing to participate would you please write you name below and I will distribute an
information pack and consent form to you.
1____________________________________

8.___________________________________________

2 ____________________________________

9._________________________________________

3 ___________________________________

10.___________________________________________

4__________________________________
5__________________________________
6__________________________________
7__________________________________

Many Thanks
Mary Campbell
Appendix E Southern Cross University flyer
Are there barriers to rural families having discussion about their organ donation wishes?

Page 34

Organ Donation ~ Focus group discussion ~ Invitation

You are invited to participate in a focus group discussion on
having family discussions about your organ donation wishes.
Date: February 2012
Time: To be advised
Venue: Southern Cross University –Tweed Heads campus
Morning Tea provided
If you would be willing to participate please write your name
on the form below.
A participant information package will be provided prior to the
focus group meeting.
In appreciation of your time a $20.00 gift voucher will be
provided to participants.
If you are willing to participate would you please write you name below
and I will distribute an information pack and consent form to you.
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1__________________________________
2__________________________________
3___________________________________
4__________________________________
5__________________________________
6__________________________________
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8__________________________________
9__________________________________
10___________________________________

Mary Campbell ~ 0421612186

Appendix F University of the Third Age flyer

Are there barriers to rural families having discussion about their organ donation wishes?
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Organ Donation ~ Focus group discussion ~
Invitation
You are invited to participate in a focus group discussion on
having family discussions about your organ donation wishes.
Date: 9th February 2012
Time: 10am - 1130
Venue: Lismore Workers Club
Morning Tea provided

If you are willing to participate would you please write you name below
and I will distribute an information pack and consent form to you.
Are there barriers to rural families having discussion about their organ donation wishes?
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Mary Campbell ~ 0421612186

Are there barriers to rural families having discussion about their organ donation wishes?
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