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Introduction 
 
The terminology we use in society is a 
consistent reminder to people who live with 
a disability that, in some way, they are 
different from ‘normal’ society and that they 
do not belong within this niche. This 
terminology can also be seen on a national 
level; for instance, in the European context, 
Turkey is often referred to as the ‘sick man’ 
of Europe whereby the country’s inclusion 
into the Eurozone is denied because of 
perceived differences. The idea that sickness 
is the basis for exclusion adds to the 
linguistic and social binary whereby 
disabled people belong to an outside group, 
while abled-bodied people make up 
normative society. It is this linguistic and 
social difference that a person living with a 
disability needs to overcome in order to 
become empowered.  
 
For disabled people empowerment is an 
extremely important tool for collapsing this 
binary in society. In 1975 the Union of 
Physically Impaired Against Segregation 
(UPIAS) stated that, “In our view, it is 
society which disables physically impaired 
people. Disability is something imposed on 
top of our impairments by the way we are 
unnecessarily isolated and excluded from 
full participation in society” (Union of 
Physically Impaired Against Segregation, 
1975). UPIAS’s statement refers to the way 
in which society disables people rather than 
an individual’s disability being a barrier to 
full participation. From UPIAS’s comments 
Mike Oliver, an academic in Disability 

Studies, conceptualised the social model of 
disability. This model states that: “the 
medicalisation of disability is inappropriate 
because it locates the problem of disability 
in the wrong place; within the individual 
rather than in society” (Oliver, 1990, p.6). 
Oliver (1990) highlights a key inaccurate 
assumption that society places on disabled 
people. Rather than the disabled person 
being seen as a burden, society should, in 
fact, discover a way to make allowances or 
changes for a disabled person to fully 
contribute.  
 
As of 2009 four million people in Australia 
reported having a disability (Australian 
Bureau of Statistics, 2009), which means 
there is a great need for policy change in 
order to promote social inclusion. In 
November 2012 the Australian Federal 
government introduced the National 
Disability Insurance Scheme (NDIS) bill 
(“pm Introduces NDIS bill,” 2012). This 
scheme was an overhaul of the disability 
funding which took into account the needs 
of a disabled individual and their families 
(National Disability Insurance Scheme, 
2016). In Western Australia trials began on 
1 July 2014 in the Lower South West and a 
year later, on 1 July 2015, Kwinana started 
their trial. With this period of tremendous 
change for the disability sector, it is 
important for not-for-profit organisations to 
analyse their social impact for both 
themselves and their stakeholders.
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 How do disabled individuals perceive the 
 activities with Valued Lives have affected them 
 in the short-term?  

 
 

To what extent has Valued Lives facilitated self-
determination for an individual living with a disability, 
and how has Valued Lives supported a disabled person’s 
family?	
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Background 

 
The organisation that is the focus of this 
study is Valued Lives. Valued Lives is led 
predominantly by a board of individuals and 
family members who have experience of 
living with disability and or mental health 
issues.  They operate as a social enterprise, 
whereby they trade to fulfil our social 
vision. Valued Lives is passionate about 

promoting individualised, self-directed 
support and services and is committed to 
promoting community inclusion and active 
citizenship for all. Valued Lives works 
throughout the local community in 
Metropolitan Perth.  Their aim is to be 
mobile, flexible and responsive to needs in 
the community (Valued Lives, 2014).

 
The Study 

 
This study set out to answer the following 
question: How do disabled individuals 
perceive the activities with Valued Lives 
have affected them in the short-term? It also 
addresses further sub-questions: to what 
extent has Valued Lives facilitated self-
determination for an individual living with a 
disability, and how has Valued Lives 
supported a disabled person’s family? 
 
In order to answer this question this research 
has analysed the current issues surrounding 
people living with a disability and has 
decided to use the literature around Self-
Determination as its theoretical framework.  
 
Psychologist Edward Deci defines self-
determination as “the freedom to choose 
one’s own behavior in accordance with 
one’s inner needs, feelings and thoughts” 
(Deci 1980, p.112). This definition is further 
developed by other psychologists who argue 
that self- determination is realised in a 
person with a disability having a paying job 
and living in an apartment (Devlieger & 
Trach 1996, Dossa 1992). In fact, this 

standpoint is more focused on outcomes 
rather than personal subjectivity, such as 
their lifestyle choice in their own home 
(Wehmeyer and Berkobien 1991). Professor 
of Special Education Michael Wehmeyer 
highlights this point in his definition of the 
term: “acting as the primary causal agent in 
one’s life and making choices and decision 
regarding one’s quality of life” (Wehmeyer, 
1994, p.14). From each of these definitions, 
we can draw out the continuous thread that 
self-autonomy is at the center of self-
determination and it is by self- 
determination that one can begin to think 
about acting. 
Often the term self-determination is 
interchanged with empowerment. However, 
the term empowerment suggests that one or 
more agents are contesting for power. This 
view is held by psychologist Julian 
Rappaport who defines empowerment as: 
“to enhance the possibilities for people to 
control their own lives.” (Rappaport, 1981, 
p.15). For Rapport empowerment is a 
change in the social power dynamic. 
Sprague and Hayes (2000) build on this 
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viewpoint and assert: “Talking about 
empowering someone as providing the 
conditions for rights to be enacted, or more 
generally adjusting our practices and 
arrangements to be responsive to the needs 
of people with disabilities...”(Sprague and 
Hayes, 2000, p.680). Empowerment can 
therefore be seen as a process of self- 
determination. Self-determination is the 
thought of an action and empowerment is 
the action itself. This semantic discourse is a 

fundamental part of trying to understand the 
complexities around the social research 
about disabled people. It is an important 
explanation because self-determination 
correlates with a disabled adult’s quality of 
life in terms of employment, living and 
education (Martin, Mithaug, Husch, Frazier, 
& Huber Marshall, 2003; Raskind, 
Goldberg, Higgins, & Herman, 1999 2002; 
Wehmeyer & Schwartz, 1998; Wehmeyer & 
Schalock, 2001).
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Talking about empowering someone as providing the 
conditions for rights to be enacted, or more generally 
adjusting our practices and arrangements to be 
responsive to the needs of people with disabilities... 
(Sprague and Hayes, 2000, p.680). 
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Methodology 

 
 
This research project utilises interviews and online surveys in order to assess Valued Lives. 
There were two groups of people that were interviewed. The first group was the people living 
with a disability. The interview started with an informal discussion to evaluate the individual’s 
current feeling of self-determination by using a Self-Determination Scale (SDS) test. The 
conversation then went on to ask about the individual’s experiences before working with Valued 
Lives and then about times they worked with Valued Lives. The interviews ended with opened-
ended questions about the individual’s feelings towards their future.  
 
The second group was the family that lived with the individual. The purpose was to gain an 
understanding of the help the family have received. The questions were fairly similar to that 
asked of the individual but instead focused on the families’ perspectives and also looked at the 
type of support Valued Lives gave them.  
 
The final research type was an online survey that the families distributed to their other family 
members, friends and support worker in order to gain an understanding of the individuals’ wider 
network. The online survey asked questions about their thoughts concerning the issues that 
disabled individuals face in Australia and the work of Valued Lives.  
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Interview No.1 
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The first interview was with a 26-year-old 
female, her mother and one of her support 
workers. The interview took place in the 
home that daughter that had recently moved 

into.   
 
They began working with Valued Lived 
back in 2011, while the daughter was still in 
school, with the goal to decide on how to 
plan for her daughter’s future.  In the 
interview, her mother stated: “I always had 
this idea of having a group of people support 
her into the future, I did not know how it 
was going to come about.”  
 
From the first meeting with Valued Lives, 
the family began to plan her future and 
decided to set the goal of a moving out of 
her family home. This arrangement was in 

part due to some family illness and also as a 
chance for the daughter to develop.  
 
 

 
 
 
 
 
In 2015, the family bought a unit for the 
daughter to live in, however, she was 
initially not happy about moving out. 
Slowly, she spent time in the house and after 
that time of building up she moved in.  One 
of the reasons the family suggested and 
encouraged her to move in was allowing her 
to get involved with the selection of items to 
go into the house. For instance, one of her 
carers took her on a trip to Ikea where she 
selected the plates for the house, and she has 

The weekly timetable for Interviewee 
number 1.  
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been collecting old photographs from her 
grandmother’s house.  
 
Her current living arrangement is a rotation 
of carers and family assistances to ensure 
that she receives 24/7 care.  This 
arrangement is both cost-effective and 
network orientated as the daughter is able to 
engage with a various people that have 
different personalities. This rotation method 

also makes it easier on her carers as they are 
not expected to give 24/7 care.  
 
Meeting with her it was clear that she is a 
very shy person as she did not contribute 
much to the interview, but she was 
extremely attentive to what was being 
discussed. Moving out has been a positive 
experience where her family and carers told 
me that she uses the phrase, “I do it myself” 
to refer to her success in completing tasks.  
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“I always had this idea of having a group of people 
support her into the future, I did not know how it was 
going to come about.” 
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Interview No.2 
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The second interview group was a mother 
and her 29-year-old son, which was 
conducted in the son’s home that he was in 
the process of moving into.  
 

 
They have worked with Valued Lives for 
over two years and have been in the process 
of moving out for the last four. Since 
completing high school, the son has worked 
a few jobs and for the past seven years, he 
has been working at The University of  
Western Australia as a full-wage employee 
for four hours a day, five days a week. He 
gets to work by himself by taking the bus 
from his mother’s house in Mount Lawley to 
his workplace in Crawly.  
 
 

While his level of comprehension and 
historical recall were not always great, he 
was able to respond after some prompting 
from his mother who would give direct 
memories to work from. From meeting with  

the son it was clear that he was a very 
confident man and was extremely happy to 
speak to me. He enjoyed the chance to 
demonstrate his linguistical skills as he 
recited from French that he had learnt: “je 
m'appelle […] croissant s'il vous plait.” His 
confidence goes beyond his interpersonal 
skills, to his personal style, as he was proud 
to wear numerous rings on his fingers.  
 

The bathroom at interviewee number 2’s house was 
empty but ready to be moved into.  
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His personal taste extends to his social life, 
as he is a very active member of the rugby 
community being a member of the Western 
Force and Nedlands Rugby Club. He has 
been interested in rugby since attending high 
school, were he was an assistant for the 
school’s team. He is also a weekly golf 
player, where from our conversation it was 
clear that he enjoyed being able to drive 
caddy more than the ball. As well as the 
driving, he very much enjoyed the social 
aspect of playing golf and is especially 
found of the tenth hole (the local pub).  
 
When I spoke with him he was currently in 
an in-between stage of moving out of the 

family home. While it was clear that he saw 
the house as his, as he visits the house to 
check the mail, take out the bins and 
maintain the plants, there was still a clear 
sign that he was feeling a little apprehensive 
about moving out. The family is in the 
process of setting-up a home-share living 
arrangement where two individuals will live 
with him and in exchange for rent; they will 
take care of him. Similar to the first 
interviewee, this type of living will promote 
meeting new people and the family is hoping 
he will learn new skills, such as 
technological proficiency.  
 
 

 
 
 

Discussion 
 
There were two main themes that were brought out in the interviews and surveys that will be 
discussed, community and ambition for equality. Both of these themes are over-arching common 
issues that will also be discussed.  

 
Community 

 
The community was at the forefront of both 
discussions with the families. In these 
discussions, community was a holistic 
interpretation of both geographical 
boundaries and as an area of engagement. 
The mother of interviewee number two said: 
“The family has lived there for 34 years […] 
everybody knows him around here, we 
didn’t want him to leave this area for safety 
reasons.” Interviewee number 2 spoke in-
depth about the local facilities that he uses 
such as the golf course, buses, shops, gym 
and public transport. In using these facilities 

he has built up a great relationship with the 
local area, which makes it safe and 
comfortable to move around in. As his 
mother pointed out: “He plays golf on a 
Friday, they let him play for free.” Living in 
the community was extremely important to 
his family. It means that they are more 
confident in letting their son move out of the 
family home because they know that he can 
access the facilities by himself.  
 
Continuing on from this, the mother of 
interviewee number 2 gave an antidote of a 
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negative experience where her son was 
treated badly because someone did not know 
about his disability. It was clear that this 
negative experience was one of the driving 
forces to ensure that her son feels 
comfortable in the community and the 
community is also aware of him. These 
safety reasons are interwoven with being 
able to engage with the community, as there 
is a feeling of safety knowing that people are 
aware of their son or daughter and the 
community makes allowances for them.  
 
The mother of interviewee number 1 said: 
“Another thing [goal] was that she could be 
involved with a community. And to branch 
out and make friends through the activities 
that she does.” For interviewee number 1 

she was just starting to get more involved 
with community activities such as using the 
bus, visiting the local shops and going to 
local events. Her carer pointed out that: “the 
shopkeeper knows her now and tries to get 
her to make eye contact before selling her 
something.” It is through these types of 
positive interactions that her relationship 
networks are being built.  
 
This again had the underlying theme of 
safety, because if people are aware of their 
son or daughter they would be better 
understood.  For both of these families, they 
took comfort in knowing that the community 
knows about their son or daughter because it 
ensures that they minimize any negative 
interactions. 

 
 

Ambition for equality  
 
A second major theme that came out was 
both families ambition for equality. While 
this perhaps can be seen as a simplistic 
examination, both parents had a very 
proactive role in promoting change for 
disability. Unhappy with the services they 
were receiving from the government the 
mother of interviewee number 1 stated: “I 
ended up writing to the Director General of 
Disability Services and the Health Minister. 
We had her plan submitted in March 2014 
and it took them two years to action it.” 
Interviewee number 2 also has a proactive 
parent who stated: “I actually said to the 
archbishop that you refuse to allow us to use 
contraception, abortion is against the 
Catholic Church, and when we have children 
with a disability you refuse to educate 
them.” This quote was in reference to 

getting her son admission to a Catholic 
primary school.  
 
The second aspect that makes up family 
ambition is the desire to make goals for the 
future. Both families were extremely goal-
focused and clearly wanted their child to live 
the most adjusted life as possible. This can 
also be an issue for community engagement, 
but it has slightly wider goals reaching a lot 
of people. The mother of interviewee 
number 1 said: “one of our big goals was the 
way that people interact and understand 
her.” For the mother of interviewee number 
1, this was in reference to the idea of her 
daughter getting some volunteering work 
and, in general, doing more community 
based activities. Within this statement, there 
was an undertone of anxiety, as it was clear 
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that her mother understood that some people 
struggle with working with individuals who 
have a disability. However, the mother was 
very sure that by getting the right kind of 

support her daughter would, in the future, be 
able to achieve her goals.  
 

 
 
 

Valued Lives Impact 
The question that this research aimed to answer was How do disabled individuals perceive the 
activities with Valued Lives have affected them in the short-term? It also had two further sub-
questions: to what extent has Valued Lives facilitated self-determination for an individual living 
with a disability, and how has Valued Lives supported a disabled person’s family? These 
questions can be answered in the analysis of how the families and individuals felt about their 
interactions with Valued Lives.  
 
From the online survey, 80% of participants strongly agreed with the statement “Valued Lives 
has provided great change for my friend/relative.” The services that ranked the highest were 
future planning and managing funds. As these are the top two services that Valued Lives offers I 
will unpack these as they were expressed in the interviews.  
 

Family Engagement and Planning 
 
While the parents of both interviewees 
were extremely proactive in seeking help 
for their children their extended family did 
not have the same level of understanding 
of disability services. One of the major 
activities that Valued Lives does is to bring 
the entire family together to discuss the 
future and how to work out what support is 
needed. This was helpful for interview 
group 1, as the mother stated: “Our first 
meeting with Valued Lives there was 
myself, my daughter, her brothers, my 
sister and her carers. And at that meeting, 
Valued Lives asked us to imagine exactly 
want we want for her life into the future. 
‘Don’t think how but think what.’”  
 
Interviewee number 1 highlights that 
Valued Lives allowed them to start 

thinking about planning. She went on to 
state that: “She [Valued Lives] did a very 
good job at facilitation because I have 
three very chatty boys. She would just 
keep everything on track because when 
you [are] setting up someone’s life it is 
massive, you go from one extreme to 
another, to this subject to that subject. So 
Valued Lives would keep us going 
forward.” 
 
Another aspect that came up in the first 
interview was that facilitation also 
included a level of accountability, as the 
mother stated: “We met once a month or 
once every six weeks at the most. For the 
past three years, we have done that at all of 
the different planning and stages.”  One 
goal in particular that they achieved 
through working with Valued Lives was 
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setting up her daughter’s Facebook 
communication page, which allows for the 
entire family to follow the progress despite 
location.  
 
An interesting comment that came from 
the online survey was: “The girl I support 
has moved from her family home to 
independent living thanks to Valued 
Lives.” 
 
And group number 2 said that: “It actually 
made them [family] be involved, that was a 
huge thing. It’s not that they didn’t want to 
be involved it’s just that they had no idea 
about disability services. It is the best thing 
that has happened to our family.” 

 
From talking with both this groups it was 
clear that the families need an external 
body to initially guide the conversation 
about supporting one another. I believe this 
was beneficial because it disrupted the 
normal family dynamics, which allowed 
for a much more constructive conversation. 
As the mother of interviewee number 1 
referred to it as, “a collective brain.” 
 

After the initial planning stage with the 
families, Valued Lives wrote up the plan and 
used it as a submission to the Disability 
Service Commission for their funding, 
which they both interviewees received. 
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“Our first meeting with Valued Lives there was myself, 
my daughter, her brothers, my sister and her carers. 
And at that meeting, Valued Lives asked to imagine 
exactly want we want for her life into the future. Don’t 
think how but think what.” 
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Management and Administration 
 
Management and administration is an 
extremely important area that Valued Live 
supports families in, as it takes away some 
of the more tedious jobs and gives families 
more freedom. One example of this from 
group number 2 was that they spoke about 
the process of finding people to house-share 
with their son. Valued Lives advertised the 
house-share on Flatmates.com and UWA 
student accommodation and filtered the 
main round of applicants and then allowed 
the family to interview the rest of the 
applicants.  
 
Group two emphasised the importance of 
choosing housemates that had a personality 
match with their son. They felt by being able 
to conduct the interviews they had greater 
control because they were able to make a 

judgment on the applicant’s personality. 
After the family decided on the two people 
to move in with their son, they left Valued 
Lives to ensure that these two people have 
police clearances and character references.  
 
This was also important for the first 
interview group, as they were able to use 
Valued Lives to give assistance with 
managing funds and paying support 
workers.  
 
A comment from the online survey that 
supports this was: “Valued Lives helped us 
articulate our vision for our family member 
and plan for the future. They also helped us 
develop our support network and now we 
are managing the funds awarded to our 
family member.”

 
 

 
 
 
 
 
 
 

 
 
 
 
 
 
 

 

	

	

	

	

Planning 

Not how, but 
what? 

Admin 

Carers 
Management 

  
 ACTION 

	
Meetings 

Goal Setting 

What’s our 
vision? 

	

Engagement 

Getting the family 
involved with the 
future.  	

Submission  

Received 

Funding 

It	is	these	interwoven	activities	that	create	change	
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Conclusion 
 

To answer the main research question, it appears people who have worked with Valued Lives 
perceive the activities as having a positive effect on them. This can be seen in the goals that they 
have recently achieved. The first interviewee has completed her goal of moving out, while 
interviewee number 2 is very close. By giving them the tools to move out, Valued Lives have 
facilitated a good degree of self-determination because, while it was often the parent’s idea, they 
have allowed the individuals to express themselves within their home. Finally, the family has 
received support in both the comfort of knowing that their son or daughter can achieve their 
goals and also in administration, as they give over some of the tasks to Valued Lives.  
 
 

Recommendations 
 
There are two areas that I wish to make recommendations for: the first is in research and the 
second is specific to Individual and Families programs at Valued Lives.  
 

Research 
 

It was clear that the people who worked with 
Valued Lives had a great deal of self-
determination and have extremely proactive 
parents in promoting disability equality, but 
a broader research level would be beneficial. 

In particular, trying to understand the 
experiences of people who do not have the 
same access to resources. From this, we 
could see how an organization like Valued 
Lives would be able to assist them. 

 
Valued Lives 

 
One major consideration Valued Lives 
should consider is ongoing surveys or 
review sessions to assess each stage of the 
journey. While these interviews were a great 
way to understand the journey up until that 
current point in time, it is difficult to analyse 
the families’ feelings at different stages.   
 
A second area that could be explored is 
creating more industry connections. From 

the interviews, it was clear that Valued 
Lives were very aware of employment 
options for the people they work with, but 
there could be benefit in exploring these 
options more. Both of the interviewees had 
very keen interests in sports and enjoyed 
being involved with them, so I believe if 
Valued Lives strengthen industry 
connections it could help individuals find 
enjoyable volunteering placements. 
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