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AN INTRODUCTION TO LIVE IT FORWARD TOGETHER
Live it Forward together (LIFt) is an innovative small grants
program supported by the Department of Health WA and offered
by ConnectGroups to provide funds to both new and established
Self Help and Support Groups and Services for people living with
chronic health conditions across WA. Live it Forward together
provides practical assistance to facilitate the important and growing
role of Chronic Condition Support Groups and Services in the
community.
Funds are provided for initial start-up, ongoing development, training,
referral, networking and research activities. The program was
delivered in line with the WA Chronic Conditions Self Management
Strategic Framework 2011-2015 and the WA Health Chronic
Conditions Framework 2011-2016.
The grants program explored how relatively modest sums could
be used more strategically if they integrated the flexibility of a
community-informed response with government accountability.
Sometimes small items and services have greater long-term impact
if applied at just the right time. Live It Forward together allows for
the flexibility of choosing where and when to apply funding so it may
be more effective than larger programs that are not equipped to
deal with diversity and change.
Project proposals needed to clearly demonstrate one or more of
the following outcomes:
•

Focuses on the role of Self Help and Support Groups in
encouraging and assisting individuals to actively participate in the
self-management of their chronic condition(s);

•

Provides information about Chronic Conditions Self
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Management through development of workshops, forums,
websites, flyers and fact sheets;
•

Increases the awareness of the existence of Self Help and
Support Groups to health care providers and the wider
community as a means of increasing membership and referrals;

•

Improves Self Help and Support Groups internal administration
systems;

•

Activities that support the Self Help and Support Groups to
ensure their sustainability and viability.

•

All applications were reviewed by a panel consisting of
representatives from ConnectGroups, the Department of Health
and a community representative.

Summary:
1.

30 submissions received in one funding round

2.

17 grants approved

3.

$52,011 total amount requested from 30 submissions

4.

$25,956 funds allocated

The projects reflected in the following pages represent those
awarded during the 2015 year and completed in 2016.
These are some of their stories.
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ABOUT CONNECTGROUPS
ConnectGroups is the Peak Body for Peer Support in WA. Funded
by the Department of Local Government and Communities,
ConnectGroups provides practical assistance to both new and
established Self Help and Support Groups to support their effective
management and role in the community.
What we do:
•
•
•
•
•

Links to community networks and information.
Assistance with group development and management.
Support with community resources and services.
Individual and group skills training.
Brokering of funds.

Vision:
For Self Help and Support Groups to be widely recognised,
promoted, supported and valued for the benefits they bring to the
community in the prevention and management of adverse mental
health conditions associated with stress caused by diseases or lifedisrupting events.
Mission:
To support, nurture, advocate for and build capacity in Self Help and
Support Groups in Western Australia.

Services:
•

•

Connecting individuals and families to existing Self Help and
Support Groups from an extensive database of over 700 groups.
Providing training and hands-on assistance for new and existing
Self Help and Support Groups.
Advocating for Self Help and Support Groups by engaging with
Government and non-Government agencies.
Conducting research.
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STORY 1
Angelman Syndrome Association of WA Inc.
Outcomes:





Provided information about Chronic Condition Self-Management
Increased awareness of the existence of groups and services
Improved groups and services internal administration systems
Ensured groups and services sustainability and viability

The Angelman Syndrome Association of WA (ASAWA) was founded
in Perth in 2007 to support the families of children and adults
with Angelman Syndrome and to raise awareness of this rare
genetic condition which affects 1 in about 20,000 births. ASAWA
aims to support, inform, educate, network, promote research, and
advocate for people with Angelman Syndrome and their families.
The association fosters mentoring and peer support among families,
as the syndrome presents a number of challenges both for people
with Angelman Syndrome and their caregivers. ASAWA strives to
increase awareness of the disorder among the general community,
and amongst medical and health professionals to help diagnose and
support the many misdiagnosed or not yet diagnosed with Angelman
Syndrome.
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Live it Forward together provided
funding to update ASAWA’s website
which, due to search engine changes,
was no longer mobile-friendly. The
website is an important source of information for many parties,
including family and carers, parents of those newly diagnosed,
service providers, and health care professionals. The outcomes
of this update allowed ASAWA to engage with new families and
direct them to relevant services, resources and funding sources.
“We sincerely appreciate the grant provided by
ConnectGroups, as it enabled our website to be
brought up to contemporary ‘mobile friendly’ and
current search engine standards, which in turn
enables more families and professionals to be
able to source the WA-based supports, networks,
resources and information that our group can
provide.”
Leticia Grant

This better positioned families for improved treatment options and
also improved mental health outcomes. People who previously
were unable to find a local support network or information about
Angelman Syndrome can now connect locally rather than relying on
support from interstate or overseas sources.
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STORY 2
Bunbury Parkinson Support Group
Outcomes:





Assisted individuals in the self-management of their conditions
Provided information about Chronic Condition Self-Management
Increased awareness of the existence of groups and services
Ensured groups and services sustainability and viability

The Bunbury Parkinson’s Support Group provides support to people
with Parkinson’s Disease and enables them to better cope with their
condition. Knowing they are not alone and having the opportunity
to share their feelings and experiences empowers members to
take control of their condition. The group holds monthly meetings
including occasional visits from a Parkinson’s Nurse Specialist as well
as other guest speakers including physiotherapists.

maintain their vocal muscles
and abilities, as well as
providing cardio and breathing
exercise and strengthening the lungs. Singing exercises the vocal
chords which helps to increase participant’s speech volume and
pronunciation of words.
Participants found improvement in posture, lung capacity, breath
control and memory. Participating in a group activity also assisted
members in warding off depression and social isolation. Bunbury
Parkinson’s Support Group received an array of positive feedback
with members reporting they were grateful for the program, felt a
sense of wellbeing and pride in their progress, improved motivation
and a sense of team work.
“After my singing class I got my whistle back
and I definitely had a less pronounced shuffle
on my way home.”
Parkinsong Participant

Live it Forward together provided funding for a facilitator to run
a series of ‘Parkinsong’ sessions aimed at assisting people with
Parkinson’s to control and manage their symptoms. Singing has been
proven as a successful method of helping sufferers of Parkinson’s to
10
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Additional funding went towards a series of advertisements in the
local newspaper, which increased the Support Group’s membership
and allowed more people with Parkinson’s and their families in the
Bunbury region to benefit from the service. Parkinson’s books and
audio CD’s were purchased to address the need for information on
treatment and exercise which had previously been unavailable for
those in the Bunbury region. The resources have been housed in
the Bunbury Regional Library which has allowed not only Support
Group members, but also the wider community the opportunity to
borrow them.
The Live It Forward together Program 2016
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STORY 3
Coeliac Western Australia
Outcomes:
 Provided information about Chronic Condition Self-Management
 Ensured groups and services sustainability and viability
Coeliac Western Australia (Coeliac WA) provides support to
people with coeliac disease, gluten intolerance and dermatitis
herpetiformis. Their primary objective is to enhance the quality of
life for individuals requiring a gluten-free diet. They do this through
providing information and support as well as raising awareness and
providing education across the broader community.

The one month follow up survey done by Coeliac WA reflected
a 30% increase in participants’ knowledge around coeliac disease
and the gluten-free diet. Participants repeat surveys at six months
and one yyear ppost-diagnosis
and these results inform the support
g
pp
services for children provided by Coeliac WA.

“The LIFt grant funds have seeded a project
that is one of the first in Australia where
newly diagnosed children are followed from
diagnosis through to twelve months postdiagnosis.”
Nikki Watson
Live it Forward together (LIFt) provided funding towards a
workshop targeted specifically at educating and supporting the
families of newly diagnosed children. The grant funded a pilot
program to run a seminar for parents of newly diagnosed children,
and then provided twelve months membership to ensure continued
information and support. The seminar included a presentation from
a local paediatric gastroenterologist on the process of diagnosis, and
from the Coeliac WA dietitian on implementation and management
of the lifelong gluten-free diet.
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STORY 4
Fibromyalgia Support Network of Western Australia
Inc.
Outcomes:
 Increased awareness of the existence of groups and services
The Fibromyalgia Support Network of WA (FSNWA) aims
to provide support and education for people diagnosed with
Fibromyalgia, to educate health professionals in the management of
symptoms, to increase community awareness of the implications
of a diagnosis, and to ensure the provision of updated research
information and associated management strategies for Fibromyalgia.
“Many of our members are quite
isolated. Knowing that we are here and
that we run events all over the city
and in regional WA makes a very real
difference.”

FSNWA provides activities and services
including monthly educational meetings with
guest speakers which are videoed and made
available for members online. They hold
Coffee Catch Ups each month in 12 locations
across regional and metro WA. Over 100
members attend each month to catch up and socialise with others
who experience the similar challenges that accompany living with
a chronic condition. These events provide support and education
for people diagnosed with Fibromyalgia, provide consumer-centred
care at a grass roots level and enable the sharing of experiences in a
relaxed social setting.
Live it Forward together funded a series of advertisements in
Community Newspapers throughout metropolitan Perth to increase
the scope of FSNWA’s regular activities and to increase awareness
and attendance of their Support Group meetings. This has resulted
in a huge spike in membership through the FSNWA website and,
in particular, a surge in membership from younger people via the
FSNWA Facebook Page.

Stuart Woods

Fibromyalgia is a chronic pain condition that affects the muscles,
tendons and ligaments, but not the joints. It is a condition that
challenges both patients and healthcare professionals. Symptoms
are wide ranging and wide spread, including amplified pain and other
sensitivities, sleep disturbance, and chronic fatigues. As yet there is
no cure for Fibromyalgia, but there are treatments that help reduce
symptoms.
14
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STORY 5
Haemophilia Foundation of WA
Outcomes:
 Assisted individuals in the self-management of their conditions
 Provided information about Chronic Condition Self-Management
Founded in 1985, The Haemophilia Foundation of WA (HFWA)
works towards gaining better treatment for people with bleeding
disorders and supporting families and carers by providing
information, advocacy, and peer support for the bleeding disorders
community.
Haemophilia is an inherited
bleeding disorder where the blood
does not clot properly. Specialised
treatment is needed to help blood
clot normally and is often infused
or injected into a vein. Over a
period of time, bleeding into joints
and muscles can cause permanent
damage such as arthritis, chronic
pain and joint damage requiring
surgery.
Live it Forward together funded
a series of activities for HFWA’s
youth members, carriers, and
siblings of affected youth aged
12-18 years. The aims of these
activities were to encourage
16
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youth to take responsibility for their
condition, become aware of the importance
of making informed choices about their
health and lifestyle, to foster a knowledge
and appreciation of the roles of healthcare
providers, and to encourage them to become future leaders within
the bleeding disorders community.
The youth events resulted in discussions around challenging topics,
knowledge sharing amongst peers, and increased interaction
between the age ranges. The activities provided an opportunity for
youth to communicate with others outside of their immediate family
and share experiences with others who are able to contribute to
what they might do or have done. These events demonstrated an
increase in attendance numbers at subsequent events with positive
feedback
ack received from parents as well as children.
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STORY 6
Kalamunda Prostate Cancer Support Group
Outcomes:
 Improved groups and services internal administration systems
 Ensured groups and services sustainability and viability
The Kalamunda Prostate Cancer Support Group is one of over
20 varied Prostate Cancer Support Groups in WA affiliated with
the National Prostate Cancer Foundation of Australia (PCFA). The
Group holds monthly meetings for people affected by Prostate
Cancer and their partners, to gain both informational and moral
support from people who have been through a similar situation, and
to benefit from their experiences.

Group to reach out to a
wider audience, providing
them with chronic condition
self-management information
and support.

“Keeping abreast of current information is not always
easy for the average member. I, and the group
in general, are able to offer presentations to the
community, sporting and business groups on the topic
of Prostate Cancer, hopefully raising awareness of the
issue within the community.”
Ken Robertson

Live it Forward together provided funding for a good quality
projector to assist with presentations at meetings and at community
awareness campaigns. The portable projector has already enabled an
increase in presentations at local clubs which, prior to the funding,
had limited suitable equipment available. This, in turn, allows the

18
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STORY 7
Lung Information and Friendship for Everyone
Outcomes:
 Provided information about Chronic Condition Self-Management
 Improved groups and services internal administration systems
 Ensured groups and services sustainability and viability
Lung Information and Friendship for Everyone (LIFE) offers support
and information for people living with chronic lung conditions.
The group provides information about chronic lung conditions and
responds to enquiries from those who have recently been diagnosed.
The group meets 14 times a year, has 92 members and is the oldest
respiratory Support Group in Australia, having started in 1992.
Live it Forward together funded the continuation of LIFE’s recently
established Lung Leaders’ Network that links together the leaders
of 10 WA lung condition Support Groups. Funding was provided to
support bringing leaders together at least twice a year to explore
common interests and experiences in leading Self Help Groups.
A laptop and software were purchased to allow for audio visual
displays in conference rooms, teleconferencing for group leaders
based in country areas who have difficulty travelling due to the
nature of their lung condition, or reimbursing out of pocket costs

for parking for all attendees and
fuel for country representatives.
A workshop with the theme of
self-management and getting the
best out of health professionals was conducted, with 11 lung group
leaders from 7 groups in attendance. The new laptop and software
was used for a PowerPoint presentation to focus the discussion
and cover self-management support, including any resources that
are available on this topic. The project had a positive impact on
lung group leaders, who gained a better understanding around how
to help their members better self-manage their lung condition and
overall health, including mental health. Lung Group Leaders living
in rural WA were particularly engaged in the network and have
appreciated the help and support they have obtained by meeting
with other leaders and sharing ideas and resources.

“Country group leaders particularly appreciated the
opportunity to join face-to-face with other group
leaders to exchange ideas. In April the Lung Leaders
Network decided that, whether or not any further
funding could be obtained, members wished to meet,
meeting any costs of attendance from out of their own
pockets.The Network has been truly established.”
Jenni Ibrahim
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STORY 8
PROST! Exercise Club 4 Prostate Cancer
Outcomes:

Knowing there is an AED available and that several
are trained to use it has given members a sense of
wellbeing, particularly from those members who
have had a previous heart condition.

 Ensured groups and services sustainability and viability
PROST! is a not for profit organisation that provides professionally
guided exercise training to support men in the community who have
been diagnosed with Prostate Cancer, and caters to men both prior
to and post-treatment. The group provides a twice-weekly Support
Group and coffee meet-up after the gym, which helps facilitate
discussions, including topics around improving continence and
erectile function.
Live it Forward together provided funding to go towards an
Automatic External Defibrillator (AED) which enabled a safe
and positive environment and helped to secure the sustainability
of the exercise group.
With members’ ages
ranging from late fifties
to mid-eighties, PROST!
recognised the need
for an AED in order to
provide duty of care to
its members. Funding also
covered St John of God
first aid training for 10
members to ensure correct
use of the AED, should an
incident occur.
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STORY 9
Pulmonary Hypertension WA
Outcomes:
 Provided information about Chronic Condition Self-Management
 Increased awareness of the existence of groups and services
Pulmonary Hypertension WA (PHWA) is a patient-run group
devoted exclusively to improving the lives of individuals living with
Pulmonary Hypertension (PH). PH is a rare, serious and complex
disease. This makes early diagnosis very important, as treatment
can slow the progression of the disease and alleviate many of the
symptoms associated with it, improving people’s quality of life both
physically and emotionally.
PHWA educates and supports
individuals and their families
while referring them to
appropriate medical teams and
treatments. The group helps
people living with the condition
to overcome gaps in service
when identifying and diagnosing
the disease. PHWA offers a
range of services to assist in
reducing anxiety and distress
including regular meetings, guestspeakers, and research.
Live it Forward together
provided funding to go towards
a “PHAware” project aimed at
24
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increasing awareness in service providers
about PH. The major outcome of this
campaign was better informed patients
feeling more supported around their
condition. Often PH has a lengthy diagnosis
time which is a significant contributor to
a reduced quality of life and lifespan, and
health care professionals do not always
have up-to-date knowledge about PH and
the diagnostic, referral and treatment options. By encouraging earlier
diagnosis, treatment can slow the disease so patients are able to lead
healthier and happier lives.
With the funding, PHWA was able to develop promotional materials
to raise awareness and build relationships with service providers,
allowing them to provide an informed consumer-centred approach.
This promotional material has had a positive impact on PHWA with
an increased membership base as well as increased partnerships
within the community, both in Australia and internationally.

“Projects like this one
make all the difference
to us in the management
of our disease and the
impact on our mental
health.”
Melissa Dumitru
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STORY 10
Trigeminal Neuralgia Support Group WA Inc.
Outcomes:
 Assisted individuals in the self-management of their conditions
The Trigeminal Neuralgia Support Group provides information,
support and encouragement to people suffering from Trigeminal
Neuralgia (TN) and related facial pain conditions. The group has
approximately 100 members and meets every 8 weeks in Perth
and 6 weeks in Midland. The meetings offer opportunities to hear
about medical specialists’ experiences in treating TN and research
developments, and allow sufferers to meet others with the condition
and discuss the effectiveness of treatments they have undertaken.
“It is with gratitude that the Trigeminal Neuralgia Support
Group of WA acknowledges their receipt of a LIFt Grant from
ConnectGroups in 2015. This enabled the purchase of a
camcorder to record the specialist’s presentations and the
purchase of 6 “Striking Back” text books. The provision of
these resources will enable new and existing members access
to current information to better understand and aid in the selfmanagement of their condition.”
Julie Russell
TN is a chronic disorder that usually affects people in middle
or later life and only rarely in children or young adults. It is an
excruciating facial pain that tends to come and go in sudden shocklike attacks and is due to a chronic disorder of the trigeminal nerve
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which is the largest
of the body’s 12 pairs
of cranial nerves.
TN is generally
considered to be
the most painful of
all human afflictions,
but fortunately it is
not fatal; rather it is
a treatable disorder
that can be effectively
managed and, often
times, long term control can be achieved.
Live it Forward together provided funding towards the purchase
of new equipment which enabled the group to record and upload
videos of medical specialists’ presentations to the group’s website
and Facebook Page, allowing those living in rural and regional WA to
be able to view online and learn how to self-manage their condition.
These recordings and visual storage of presentations also act as an
accessible resource for future members to gain further knowledge
about managing their condition.
The grant also covered the purchase of educational books for
the Support Group members to borrow. These books are a
comprehensive guide for sufferers of TN and allow members to
enhance their knowledge and understanding, and help with the selfmanagement of their condition.

The Live It Forward together Program 2016
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STORY 11
Wheatbelt Wheezers
Outcomes:
 Increased awareness of the existence of groups and services
The Wheatbelt Wheezers are a Northam-based Support Group
providing support to carers and people with Chronic Obstructive
Pulmonary Disease (COPD). They provide regular meetings, social
events, and guest speakers on matters that concern people with
COPD.
COPD is a long-term disease of the lungs which causes shortness
of breath. COPD is an umbrella term for conditions including
emphysema, chronic bronchitis, and chronic asthma which is
irreversible. While there is no cure for COPD, there are methods of
self-management to allow easier breathing and to improve quality of
life.

“Members of the group have been more
proactive in personally recommending
the group [and there is] much more
local awareness of the group and
more awareness by public and health
professionals.”
Colin Easther

As a relatively new Support Group, with membership numbers at 13,
the Wheatbelt Wheezers received funding to go towards marketing
materials including flyers and a pull-up banner for exhibitions. Live
it Forward together provided funding for the design and printing of
these materials, as well as the postage costs to distribute the flyers
to residents in Northam and surrounding suburbs, an initiative to
generate awareness of the existence of the Support Group and
increase membership.
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STORY 12
Williams Syndrome Association of WA Inc.
Impact:
 Increased awareness of the existence of groups and services
The Williams Syndrome Association of Western Australia Inc
(WSAWA Inc) aims to improve the lives of families and individuals
with Williams Syndrome (WS). WS is a rare genetic disorder that
can cause multiple developmental problems.
WSAWA Inc raises community awareness and bridges the need
for connection of the Williams Syndrome families in WA with each
other and the community. The association provides members with
support through regular meetings, social gatherings and fundraising
activities, and organises medical conferences as required.
WSAWA Inc received funding for the production of brochures
and branded letterheads. The brochures were printed with the
details and aims of the association and were sent to companies to
request sponsorship. Sponsorship assisted in capacity building and
sustainability by ensuring that core expenses are covered in the
years to come.

will continue to be distributed and will help
to raise WSASA’s profile and increase their
memberships and ultimately have a positive
impact on the mental health and general wellbeing of all involved.

“WSAWA would like to sincerely thank the staff at
ConnectGroups, as well as the WA Department of Health for
all the ongoing support provided. The most significant impact
to our members is the knowledge that this brochure will provide
information on WS to new and existing members and signpost
members to other resources to promote consumer-centred care
and self-management of WS, whilst also increasing awareness
of WS in general and the WSAWA Inc to health care providers
and the wider community.”
Anthony Garrett

The brochures were also distributed to special needs support
associations and groups, medical facilities and government
departments for promotion of WSAWA Inc.
The brochures were also included in welcome packs, with the
intent of reinforcing a sense of belonging for new members and to
provide them with further resources and information on WSAWA
Inc, support services and self-management of WS. The brochure
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