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What are respite services?

“Respite services provide planned short term, time-limited breaks for families and other

unpaid carers of children, young people and adults with a disability with the intention that
families/carers resume care at the end of the respite period. They are services that assume
the caring role during the period of respite”.
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244 Kambah Pool Road
Tuggeranong ACT



INTRODUCTION
Cheryl Pollard, Tandem Chief Executive Officer

Tandem Respite Inc is a not for profit organisation that provides respite, personal care and
assistance with community access to individuals and their families living in the Australian
Capital Territory (ACT).

Tandem is in its third year of operation following the amalgamation of FaBRiC and Respite
Care ACT- two well established respite agencies that operated within the ACT for nearly 20
years.

We are the largest respite service in the ACT. In 2010 we provided more than100,000 hours
of support to more than 600 Canberrans, employing 250 staff. We support families by
delivering much needed support to children, young people and adults living with disabilities
and mental illness and to the frail and aged in their own homes and through community
outings.

We want to expand our scope of respite and take pressure off existing respite and
disabilities services, by providing a teenage specific respite house offering after school,
holiday and weekend respite for local teenagers living with a disability delivering up to an
additional 34, 470 hours of respite care in the ACT each year.

Thanks to Lions Youth Haven we have been given an opportunity to establish and develop a
centre based service — for respite or short breaks — that will be able to provide additional
respite choices for children and young people with a disability or mental illness. The Tandem
Board, through efficient and effective planning, has enabled us to explore the possibilities that
may come from the development and operation of Tandem House.

We have identified six key areas of need in the ACT that will be addressed through the
programs and services to be offered at Tandem House. They are:

1. Affordable overnight and weekend short breaks (respite) for children and young
people living with a disability or mental illness;

After school and holiday care for teens;

Daytime skills based activities for school leavers with a disability;

An environment conducive to staff training, development and retention;

Living and social skills programs; and

Respite for carers.

ok own

An annual ongoing operating budget of 740K with annual adjustments for CP| will deliver the
six key areas above. In the latter part of this submission these areas are detailed in what is
required in the ACT and how it can be delivered within this budget.

There are 43,000 carers in the ACT2. These Canberrans give their time, often around the
clock and with great impact on their own quality of life, to care for a family member or friend
who is frail and aged, has a disability or is living with a mental illness.

Both the ACT and Commonwealth Governments have shown in recent years a commitment to
further recognising carers through their policies, various inquiries such as the Commonwealth’s

2 http:/ /www.carersact.asn.au/wp-content/uploads/2010/10/Submisssion-to-respite-services-inquiry 1.pdf




Who Cares: Report on the inquiry info better support for carers, the ACT Government’s Inquiry
info Respite Services in the ACT and through the increased funding of advocacy services.

We welcome the ACT Government’s feasibility study into respite services, however we
already know that Canberra needs additional services for people living with disabilities and
their carers now as highlighted by the recommendations in the Love Has Its Limits — Respite
Care Services in the ACT report.

This is also clearly heard in anecdotal evidence from Tandem’s current and past client base
and more broadly the carers community, which has identified significant unmet need for - in
particular - children and young people living with a disability or mental illness as highlighted
in the latter parts of this submission.

The initial services at Tandem House will address a number of the important recommendations
contained in the Love Has Its Limits — Respite Care Services in the ACT report including:

e Recommendation 3 - has a focus on therapeutic and creative outlets for residents at
ACT Government centre based respite houses;

e Recommendation 4 - calls for an after-school program for children at the four ACT
Government special schools; and

e Recommendation 12 - suggests the need to investigate new and responsive models of
care.

Tandem House will provide respite for family carers and a place where children and young
people with a disability can stay, meet new same-age peers and be part of fun and exciting
age appropriate activities.

Tandem House will offer a wide range of activities that will provide the children and young
people with a disability who are guests, with ways to enhance and learn new living skills
through hands-on sessions of cooking and gardening.

The focus on learning will be complemented by social and fun activities that children and
young people enjoy such as movie nights, pizza parties, playing computer games and make-
up and fashion sessions.

Tandem House will be a valuable addition to the services Tandem currently offers to families
with children, young people and adults with a disability, adults living with mental illness and
those who are frail and aged, and to existing respite services in the Territory.

From July 2011 we will need the support of the ACT Government to deliver more and ongoing
services to meet the needs of children and young people with disabilities and their families
and carers.

We are very proud of the services we already deliver and look forward to providing an
enhanced range of services that will go some way to meeting the very clear need for short
breaks for those Canberrans living with disability and mental illness.

CHERYL POLLARD,
Chief Executive Officer




MISSION, VISION AND VALUES

Tandem’s mission is

“To promote independence and quality of life of individuals and their families through the
provision of high quality, innovative and tailored support services at home and in the
community”

Tandem’s vision is

“To contribute to the ACT community by working in tandem with individuals and their
families to achieve quality outcomes”

Tandem’s values are

“To be passionate, persevering and professional; creative and caring; respectful and
responsive; active and accountable”

Tandem works within the frameworks of Social Role Valorisation (SRV) and Strengths Based
Practice, ensuring that all service delivery, planning and organisational direction is developed
and conducted with a person centred focused.

SRV aims to create and support socially valued roles for people, enabling an individual to
access more easily and enjoy a life with meaningful and rewarding activities.
SRV principles include:

e An individual’s social image will benefit from their having valued social roles;
g g i

e Discrimination and marginalisation due to difference reduces the individual’s
opportunities for fulfilment and enjoyment; and

e Real roles provide real engagement and meaning.

Strengths Based Practice involves working from a person-centred, respectful and valuing
perspective when working with people.

The principles of Strengths Based Practice include:
e All people have strengths and abilities;
e People are empowered through choice and voice;
e Change and growth comes from strengths;

e People are not defined by their challenges.




OUR EXISTING PROGRAMS AND SERVICES FUNDED BY THE
ACT GOVERNMENT

e The Children and Young People’s Program provides ongoing and regular respite and
social support to support and strengthen families of children/young people with a
disability, or complex medical needs. The flexible and individualised support
encourages positive and age appropriate outcomes for children and young people, as
well as providing families with much needed respite

e The Adults Program provides regular in-home respite, personal care and community
based support to adults with a disability. The support provided benefits carers by
giving them a break from their demanding role and assists individuals by providing
social and recreational activities, enabling them to attend regular activities, support
with personal needs and helping them with daily living activities

e The Mental health Program provides flexible support to people living with a mental
illness and their carer, both in their own home and community. This service aims to
reduce social isolation, provide motivation and companionship, and assist with planning
and undertaking activities of daily living to increase independence for individuals in
their journey of recovery

e The AFFIRM Program uses a flexible family support model that provides holistic
support to children and young people with a disability and high and complex needs
and their families to assist in developing skills and strategies to prevent family
breakdown

e The Living Skills Program provides respite and social support to individuals who are
frail and aged, have a disability or a long term illness to assist them to increase their
functional abilities and enable independence in one or more activities of daily living

e The Leisure Link Program is volunteer based and provides flexible support and
companionship within the home or in the community to people with a disability, those
who are frail and aged or living with mental illness, and who are socially isolated.

ALREADY MAKING A DIFFERENCE

Tim is 15 years old active boy who lives with challenges of Autism and behavioural difficulties.

He enjoyed learning to play the drums and dreamed of performing in public, but found it
difficult because of his disability and not being sure of how other people would react to him,
which lowered his self confidence.

Tandem recognised his talent and partnered him with a support worker, John, who had been
playing drums and guitar for a number of years. They started practicing and writing songs
together during support sessions.

Not too long after, Tim performed in his first public concert, in a rock band with other young
musicians his age. Tim still has behavioural issues but these have been minimised thanks to John
and Tandem’s support in helping Tim build his self confidence.




1. Affordable overnight weekend respite for young people and
teenagers living with a disability or mental illness.

THE NEED

“Young adults in the 15 to 24 age group with challenging behaviours and severe
disabilities are often excluded from family activities and other social activities. Research
has also found that this group may have restricted access to respite due to their high
support needs’

There is a chronic shortage of overnight and weekend short break (respite) options for children
and young people with intellectual and physical disabilities and young people with
challenging behaviours in the ACT. The ACT Government’s existing services, Kese and Teen
Houses provide good and reliable services, however there is strong evidence within the
Canberra community and through Tandem’s existing clients that families and carers would
welcome more choice, availability and flexibility.

“While there are some good respite options in the ACT, feedback from families indicate
that these are not only inadequate to cater for existing demand but certainly fail to
address the current needs of a number of Caring families — particularly those caring for

dependents with a disability and/or mental illness” 4

An example of this is the attempts made earlier this year by a Family Support Practitioner in
Tandem’s AFFIRM program, to find short term respite for a young person with a disability and
challenging behaviours. The practitioner was unable to secure an overnight stay for this young
person which supports the anecdotal evidence of families caring for children with disabilities
that there is currently a dearth of services and choice within available services.

It is with this knowledge and insight gained from families living this experience, that the
decision to progress Tandem House was made.

The 2006 update of the Australian Institute of Health and Welfare (AIHW) report on
children with disability concludes that nationally 4.3% of children (0-14) fall into the
categories of always or sometimes needing support in one of the core activity areas of
mobility, communication and/or self care. There are 84,067 children and young people
under the age of 18 in the ACT (Access Economics, June 2008). An extrapolation of the
national percentage gives an estimate of 3,600 children in the ACT who sometimes or
always need support because of their disability.®

3 Gill, P., Papachristoforou, E. And Cooper V. (2006) Support for family carers and young people with developmental disabilities and
challenging behaviours. Child: Care Health and Development cited in http://www.dadhc.nsw.gov.au/NR /rdonlyres/548 AOD4A-E3F0-4250-
B182-4E44F26DB46A /5333 /NewdirectionsfordisabilityservicesinNSW.pdf

4 http:/ /www.carersact.asn.au/wp-content/uploads/2010/10/Submisssion-to-respite-services-inquiry 1.pdf

5 ACT Government policy and framework for children and young people with a disability and their families, 2009




Tandem currently provides respite and support to 300 children and young people with
disabilities, many of whom are not able to access enough — or sometimes any - short-term
overnight respite. Similarly this cohort of children and young people is often unable to access
a short break on weekends, due to cost, the lack of available resources and other obstacles to
accessibility.

The cost and accessibility barriers were described in submission 72 to the Who Cares inquiry
by Helen. Helen is a mother in Canberra who has a six foot tall, 17 year old son with an
intellectual disability and autism.

“My son will never be able to be left on his own so | need respite for EVERY outing that is
outside school hours. This includes work. (A daunting prospect).....

“I had one respite provider price out from 3pm Friday until 9am Monday at over $3000!
Clearly my son will not be going therel”¢

There are many families living in Canberra who are at breaking point because they are
unable to access any or enough respite. The waiting list for Tandem’s Children and Young
People’s Program currently sits at 84. Seventeen of whom are assessed as Very High and 45
of whom are assessed at High. This wait for service is contributing to family stress and
breakdowns, jobs under threat due to time needed for carer duties and serious physical and
mental health issues with a flow on to the wider community.

HOW THIS CAN BE DONE

Tandem House will offer a short break from after school on Friday to Monday morning for up
to five young people aged between 12 and 18 years offering up to 25,100 more respite
hours to ACT families.

Parents and carers will be able to have a full weekend break whilst their, young people are
guests at Tandem House, learning new skills, taking part in age appropriate activities and
spending time with other young people.

Tandem House will offer, clients, families and other carers affordable accessible flexible short
breaks, built on Tandem’s philosophy of matching people with similar interests, to expand
friendship circles and provide opportunities for social and life skills building.

Tandem House will work together with other organisations to identify clients and families in
need. We will work in partnership with government and non government organisations to
utilise Tandem House short breaks to go some way to fill some existing gaps in respite
availability and provision.

6 http://www.aph.gov.au/house /committee /fchy /carers/subs.htm




2. After school and holiday care for teenagers with disabilities

THE NEED

After school and holiday care in Canberra is targeted predominantly at mainstream primary
school aged children. The need for teenagers with a disability to have access to these types of
services is met in a very small way.

Many parents are forced to work part-time to care for their children which is limiting their
earning capacity, superannuation and job opportunities.

“In February 2008 the ACT Department of Education and Training (DET) census identified
1,759 students accessing special education programs across the ACT public school
system - 327 students attending a special school and 129 children enrolled in 11 early
intervention units,” 7

The average school year has 12 weeks of holidays and the average job offers only four
weeks for working parents. This is difficult to manage for parents without children with a
disability but for those with a child with a disability, the reality is that there is limited capacity
nowhere for these teens to go when the school day finishes or during school holidays.

HOW THIS CAN BE DONE

Tandem House has the capacity to provide after school activities on Monday to Thursday
afternoons, between 3pm and 7pm. In an average year this would provide more than 5,120
additional respite care to the ACT.

During the school holidays in January 2011 Tandem is partnering with Noah'’s Ark to deliver
two school holiday programs. One is for primary school children at Malkara School and the
other for teens at Tandem House. Based on a 9am -5pm offered for two weeks four times a
year a further 3,100 more respite would become available, particularly for working parents
or carers.

Dependent on the individual needs of the students, there will be activities such as cooking,
outdoor sports and activities and gardening. These will be complemented by other fun
recreational activities including computer games, bike riding and basketball.

The format of the holiday programs will offer another avenue of needed respite for parents
and carers so they can have a choice about remaining in the in the workforce or simply
enjoying time to themselves or with other family members.

7 ACT Government policy and framework for children and young people with a disability and their families, 2009



3. School leavers’ day programs

THE NEED

Recent changes in the ACT to the school finishing age at special schools such as the Black
Mountain School, has left a gap in services for teenagers who are 18 years or older.

Many parents are contemplating the reality of retiring early to care for their young person, as
there are currently limited transition options, with those available often difficult to navigate.

Due to the change in their established routine and social skills interactions in the educational
environment, many of these school leavers will also experience a reduction in some of their
gained living and social skills.

HOW THIS CAN BE DONE

During term time, Tandem House will be available during the day to offer additional living
and social skills programs to young people who have transitioned from school. Based on a
three hour program this would add a further 1,104 hours of respite for families and clients.

They will be able to enhance and improve on their existing skills and build their independence,
through everyday tasks and activities such as gardening, cleaning and cooking. An added
benefit of this is to maintain contact with their school friends and also meet new and different
peers. The opportunity to create and maintain social connections is vital to this cohort.

This program will also assist parents and carers to maintain their participation in the
workforce, or offer additional hours of respite for those who are providing full time care.

This program will help older teenagers build their independence and confidence through
learning new skills, with the assistance and guidance of dedicated and skilled support workers.




4. Staff recruitment retention and training

THE NEED

“Workforce planning is a continuous process of shaping the workforce to ensure that is
capable of delivering organisational objectives now and in the future. The provision of
quality human services to any community requires and adequate supply of well frained
workers, supported by an appropriate standard of infrastructure”.s

Canberra’s low unemployment rate has made it very difficult for Tandem and other community
organisations to recruit and retain support workers. There is a serious skills shortage across the
sector which means reductions in services.

This was highlighted in recommendations 37 and 38 in the Commonwealth’s Who Cares:
Report on the inquiry into better support for carers. It also demonstrates the need for further
training for the community sector. It states that:

Recommendation 37:
“The Minister for Education, Employment and Workplace Relations examine options to
build capacity in the community care workforce, particularly initiatives to encourage
retention of frained workers in the sector”.?

Recommendation 38:
“That the Minister for Families, Housing, Community Services and Indigenous Affairs
through the Health, Community and Disability Services Ministerial Council, encourage
states and territories to provide additional funding for disability support workers in long
day care, out of hours care an school holiday care to improve access for employed
carer.”10

HOW THIS CAN BE DONE

Offering a weekend short break care for up to six children or young people in one home-like
environment allows the support worker resource to be applied more readily. This in turn alleviates
the pressure on staffing time slots that families request but which are often hard to staff.

Tandem House will also provide the organisation with a venue for skills training and
diversification. Up-skilling staff and offering a new and exciting work environment opportunity
within the organisation will assist in increasing retention rates; an acknowledged challenge
across the community sector.

Tandem House will be able to provide training for new employees giving them specialist
intensive training, in turn leading to a more skilled and engaged workforce.

8 KPMG, Investigation info workforce capacity issues. 2006, National Disability Administrators cited in
www.dhcs.act.gov.au/ .../Executive Summary Disability Workforce Strategy.doc

9 http://www.aph.gov.au/house /committee /fchy /carers/report/chapteré.pdf

10 http://www.aph.gov.au/house /committee /fchy /carers /report /chapterZ.pdf




5. Living and social skills programs

THE NEED

“Respite should be a positive experience for both the carer and the person with a
disability with services providing positive and meaningful experiences for the person with
a disability at the same time as giving the carer a break from their usual care-giving
role,”1

Teenagers and young people with disabilities simply do not have same opportunities to
develop their living and social skills due to a number of reasons such as stigma and historic
service models that focussed on doing for, rather than doing with.

Canberra does not have enough services that specifically teach these skills. Canberran
teenagers with a disability are frequently unable to access classes that focus on ability-
appropriate teaching of domestic skills such as cooking and cleaning, with the additional
benefit of practising social skills.

The need was also highlighted in Recommendation 3 of the Love has its limit report which has
a focus on therapeutic and creative outlets for residents at ACT Government centre based
respite houses.

HOW THIS CAN BE DONE

Tandem works within the frameworks of Social Role Valorisation (SRV) and Strengths Based
Practice, ensuring that all service delivery, planning and organisational direction is developed
and conducted with a person centred focused.

SRV aims to create and support socially valued roles for people, enabling an individual to
access more easily and enjoy a life with meaningful and rewarding activities.

Children and young people with intellectual disabilities such as autism and Down Syndrome
and physical disabilities such as Cerebral Palsy are children and young people first, with
needs the same as their peers who do not have a disability.

Recognition of this similarity — rather than a context of difference — would do well to be
acknowledged through the provision of educational and support programs to enable them to
achieve their goals.

Tandem House will offer choice within a range of activities and programs to provide
opportunities for inclusion in everyday activities for children and young people with a
disability, with the aim of increasing independence in their day to day lives.

1 http://www.dadhc.nsw.gov.au/NR /rdonlyres/548 AOD4A-E3F0-4250-B182-
4E44F26DB46A /5333 /NewdirectionsfordisabilityservicesinNSW.pdf




6. Respite for carers

THE NEED

Carers often provide around the clock care for their loved ones. It also well documented that
if the work of carers in the ACT was to be replaced by government funded care it would cost
$524.6 million a year.'2 There is no arguing that carers need more respite breaks for their
social and work life.

Parents caring for their teens with autism and other disabilities report that they are often at
breaking point. There are not enough hours to go around as highlighted in the numerous
submissions to the ACT Inquiry into Respite Services in the ACT.

The sad reality is that there are limited opportunities for where these young people can go
after school, on the weekends and during school holidays where they will receive age
appropriate care that focuses on independence to further reduce pressure of carers.

HOW THIS CAN BE DONE

By opening Tandem House and offering a range of different respite options for teens and
young people, carers will directly benefit from these services in the form of additional respite.
By funding Tandem House a further 34,400 would be available to carers in the ACT.

It is well known that the majority of carers want to remain or return to the workforce, not only
for financial reasons but also for increased social inclusion and self worth and also so they can
continue caring for their loved ones for as long as possible.

This service will allow carers more hours to spend how they choose: at work, with other family
members or with friends or simply spending some quality time by themselves.

12 http://www.carersact.asn.au/wp-content /uploads/2010/10/Submisssion-to-respite-services-inquiry 1.pdf




FUNDING REQUIREMENTS

Budgets have been developed for the first two years that address the establishment and long
term view of the operations of Tandem House. A model from a similar sized respite house
from Disability Trust was used to determine funding requirements.

Based on this existing service model, Tandem House would require 740K to operate at full
capacity each year.

This figure includes the costing of staff wages, food, electricity, program funding, medical
supplies and general up keep of the house.

Program Additional hours | Unit cost Annual cost
annually
Weekend 25,112 22.37 $561,861

Overnight Respite

After School Care | 5,120 19.89 $101,834.61
Holiday Program | 3,136 16.69 $52,326.99
School Leavers 1,104 22.02 $24,311.22
Total 34,472 21.48 $740,334.18

ADDITIONAL SOURCES OF INCOME

In addition to ACT Government funding, Tandem is exploring other avenues to supplement
government contributions.

Sources of possible income may be generated by:

® Income using Tandem’s current respite funding not for in home but for overnight respite
with the family paying any additional cost;

e Brokerage from other agencies to provide accommodation and support for their
clients;

o Federal Government funding for respite accommodation;
o Commercial charges on a fee-for-service to clients who wish to use this option;
e Fees from day activities at the Centre; and

e Corporate Sponsorship.




WORKING WITH GOVERNMENT PRIORITIES

Tandem recognise that the establishment of this house is in line with both the ACT and Federal
Government’s disability priorities.

Tandem House’s ethos is closely aligned with three of the six components in The National
Disability Strategy.

Tandem is committed to delivering within the policy direction outlined in the Strategy
especially relating to:

e Personal and community support — through a person centred approach with
responsive available services that acknowledges carers;

e Learning and skills — that are inclusive, responsive that have real outcomes and
provide pathways; and

e Health and wellbeing —by improving outcomes through social inclusion.
Tandem House will also work to achieve the six strategic priorities that underpin the ACT
Government policy and framework Future Directions : Towards Challenge 2014. These
priorities are:

e | want the right support, right time, right place;

e | want to contribute to the community;

e | want to socialise and engage in the community;

e | want to know what | need to know;

e | want to tell my story once; and

e | want a quality service system.




APPENDIX

AN OVERVIEW OF TANDEM HOUSE

The House

The purpose built house has a large living area, meals area, kitchen, staff room, 4 bedrooms
and 2 bathrooms that are disability friendly and whilst located in suburbig, is in a rural setting
with other community facilities surrounding its premises.

The house can accommodate at least four young people at any time overnight, with the
possibility of this number increasing to a maximum of six. The latter would depend on a
number of factors including the positive relationships that may already exist or have the
potential to develop, the staff to guest ratio, and the range of care and support needs of
each individual guest.

The house can also accommodate other groups of guests at designated periods throughout the
year for overnight stays or for activities during the day, including:

e Weekday, weekend and overnight respite accommodation for people with disabilities;
e Siblings’ retreats;

e Day/evening drop-in centre for a large range of social, educational and life skills
developmental activities;

e Respite for clients of other ACT organisations;

e  Short-term accommodation for people with disabilities who are visiting and holidaying
in the national capital;

o Overflow respite for clients of regional NSW community services (there is a very large
waiting list in NSW); and

e Social enterprise opportunities including the production of kitchen and/or garden
produce for sale at local markets.

Measuring Success

Tandem is well recognised within the ACT as representing best practice and innovation. This is
evidenced by the introduction in recent years of the new and innovative AFFIRM, Living Skills
and Mental Health programs, and working within a strengths based framework and social role
valorisation philosophy. Tandem’s best practice was confirmed in 2009 through the attainment
of a very satisfactory result in the HACC audit.

In establishing Tandem House, research will continue to be conducted nationally and
internationally on best practice models of respite options that provide specialised and
therapeutic approaches to supporting vulnerable individuals and families to achieve positive,
beneficial and age appropriate outcomes. This research has already commenced with the
attendance of the Operations Manager at the International Short Breaks Association
conference in Galway, Ireland, the widely recognised international event promoting
inclusiveness and choices in living independently for people of all ages who have a disability.







