FROM PASSIVE TO PARTNERSHIP



The Consumer Participation Spectrum

INFORM

CONSULT

COLLABORATE/
PARTNERSHIP

EMPOWER

Consumers are the recipients of
information.

N.B. It's important to be sure that the
information you provide to
consumers is accessible and easy to
understand.

Consumers are asked for their views,
which may be taken into account.

N.B. Consultation is only participation
when information gathered can
influence the outcomes of the
project.

Consumers are partners in an activity.

Consumers have decision-making
power.

Objective

Objective

Objective

Objective

To convey information. For example,
to communicate factual information
about a policy, program or service.

Generally a decision has already
been made and the public needs to
know about it, although there is no
opportunity for influence.

Activities at this level support
consumer participation but are not
considered participation.

To seek, listen to and gather
information on consumers’ views.

Decisions are still being shaped and
should be based on the feedback
consumers provide through
consultation.

Techniques at this level are used when
there is a need for discussions about
complex issues.

There is a larger scope for consumers
to shape decisions that affect them.

There are open time frames for
deliberation on issues and the options
generated together are respected.

Activities at this level are aimed at
partnering with consumers.

There is a need for consumers and
consumer groups to manage the
process.

There is an agreement at the outset
to implement solutions generated by
consumers and groups and to
develop policies and programs in
partnership.

Examples Examples Examples Examples

e Advertising e Focus groups Working groups Advisory councils

e Mail-outs e Surveys Workshops Consumers on committees

e Brochures e Discussion papers seeking Public forums Consumers involved in planning

e Posters submissions Round tables Consumers setting the agenda for

¢ Information kits
e Web postings

e Public meetings/forums
e [nterviews

improvement and research.

Increasing level of consumer input




Table of Elements

Information for staff

Information for patients & families

=

3
A

|

]
Rights & I:l
Responsibilities: I:] Consultation with patients & families Handout to
Adults, Teens & I:l Staff training on involving consumers families
Children o o
|:| Working in partnership with consumers

Ward A Day in the [ empowering families Community Community W
information Life of a Family reps on Public reps on advocacy
sheets Advisory Accountability Health Care training

Council Committee Quality

Committee

Handbook for Carers at Kids Fact sheets Involving Family Youth m
Families newsletter children & Advisory Advisory participation

(Carer Support families in Council Council conference

Program improvemen

publication) t

e

Grace (NICU) DAM Consumer NSW Quality Family- Grace Parent Rehab Oncology
newsletter (Adolescent participation | Health Improvem | centred care | Advisory Parent Parent

Medicine policy Patient ent orientation Council Advisory Advisory

publication) Survey Surveys video Council Council
The Chemo Rights & Consumer w How to How to run a ED Email Families
Chronicle Responsibilitie | participation | box t conduct a focus group Advisory Online
(Oncology s: Adults, guidelines feedback Satisfactio | survey Panel
publication) Teens & n Survey

Children
Thc CUIIJM"ICI Pb l“t”l—"’dut"ul’ s’lcbl urrn _

COLLABORATE/

[ INFORM CONSULT I PARTNERSHIP -EMPOWER J

Increasing level of consumer input

——




Newsletters

the childr€n’s hOSplt&l at Westmead

Newsletter August 2010

Productivity Commission
Inquiry — Long-term Disability
Care and Support Scheme

&9

vwhat's It ’][ aPbDOoUt!

The Productivity Commission was asked by former Prime
Minister, Kevin Rudd, to explore ways to better fund
disability services. This includes looking at suggestions,
such as a National Disability insurance Scheme or a
population-wide levy, similar to the Medicare levy. The
Productivity Commission will also be locking at how funding
is distributed. One of the key suggestions is to give people
with a disability and their carers the option of directly
receiving funding to purchase the services they need.

NSW Health has made a submission, which The Children’s
Hospital at Westmead and the Carer Support Program
contributed to. However, the best feedback will come

from the families and carers who will be most affected by
these changes. We would strongly encourage you to make

a submission if you can find the time. This is the biggest
opportunity in many, many years to improve the disability
service system for the better, so make sure you have your say!

Everything you need to know in order to make a submission
can be obtained at the websites listed below.

The Commission has extended the due date for initial
submissions to Monday 16 August 2010.

WWw.pc.gov.au/projects/inquiry/disability-support/
terms-of-reference

Disability Care and Support Publi
Www.pc.gov.au/projects/inquiry/disability-support
Www.pc.gov.au/projects/inquiry/disability-support/make-
submission
www.pc.gov.au/projects/inquiry/disability-support/register

You can also send submissions by mail, fax or audio
cassette and arrangements can be made to record oral
submissions over the telephone.

Y

Disability Care and Support Productivity Commission
GPO Box 1428
CANBERRA 2601

(02) 6240 3377

Eme

disability-support@pc.gov.au

the childr€n’s hospital at westmead

IN THIS EDITION:

« Staff Profile — Susan Clarke
« Patient Profile - Dominic Azzopardi
¢ New Child Restraint Rules

* Grace Gala wrap up
I
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The Family Advisory
Council & Family-
Centred Care

Also contains info about other
CHW consumer advisory councils

www.chw.edu.au/parents/fac/
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[he h()Spi[kll at Westmead

e Fact sheets
— Family-centred care
— Surveys
— Focus groups
— Consumer forums

— Consumer interviews
e Consumer Participation policy
e Consumer Participation guidelines



What you told us -
and what we've done about it!

We are always trying to improve the care and service we provide for

your child and family.

The feedback you give us on the suggestion box forms is an
important part of our efforts to make the hospital a better place for

children and their families.

In the past three months, 51 suggestion box forms were filled in by
patients or family members in the Hospital. Here’s what you told us.

WHAT WAS GOOD

Book Bunker
Starlight Room
Toys for kids
Compassionate doctors
Lovely hospital grounds
Politeness and
commitment of staff
Professional staff
Nurses attentive
Emotional support from
staff
Social workers

¢ Volunteers
Getting treatment

WHAT WAS NOT
SO GOOD

Breakfast food for babies
Waiting times

Getting medications

Felt bored

Squeaky furniture

Didn’t receive pain
medication when needed
Food arrangements for
parents & carers

Air conditioning

Safety

WHAT NEEDS IMPROVING FINAL COMMENTS

Waiting time in pharmacy

Experience was great
Keeping appointments ¢ Great staff

to time schedule
Plastic baby spoons
instead of metal

SMS to confirm
appointments
Entertainment for older

Display meal and visiting
times on wards

Security should be
improved

children

HOW WE’VE USED YOUR FEEDBACK

*

We shared your feedback with the Public Accountability Com-
mittee, chaired by the CEO and the Family Advisory Council

+ Told maintenance about your equipment concerns

Told domestic services about your cleanliness concerns
Outpatients Department now using an SMS to send appoint-
ment reminders and confirmations

Wards will soon be locked overnight, allowing access to
parents and carers only. The ICUs will be locked 24 hours a
day.

Pharmacy is now being notified of discharge earlier, to begin
preparing medications

Nurses are doing rounds in each ward every hour to check on
patient comfort and assess need for pain medication

Got any questions?
If you'd like more information about anything you've read here, please talk to the Nursing
Unit Manager on your ward or phone the Service Improvement Unit on ext 53442,
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[he h()SPi[kll at Westmead

e All participants rated all aspects of the training as either
‘useful’ or ‘very useful’.

e Some comments:

Very informative and great to meet other Advisory Groups

The shared learning from all of the training participants and their
various perspectives where excellent in drawing out additional
learning.

Very worthwhile - thank you. Good suggestions, useful resources
and a great balance of knowledge and flexibility in facilitation
style.

Has motivated me to get more structure around what | do.
Great day. Learnt a lot. Thank you for giving us the opportunity



[he h()Spi[kll at Westmead

e Involving children & their families in
Improvement

e How to conduct a survey
e How to run a focus group
e Family-centred care orientation video



Save the oate!
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Consumer Participation
Conference |

—

e Half d(ay'conference
e Staff & consumers

e Learn about current activities & projects
e Break-out sessions to discuss key issues
e Networking opportunities Joyce Murphy

More details to follow

Consumer Participation Coordinator

. R ) .
the Chlldl en S hOSpltal at Westmead 02 9845 2097 joycem@chw.edu.au



[he h()Spi[kll at Westmead

e Family Advisory Council

e Youth Advisory Council

e Grace Parent Advisory Council

e Oncology Parent Advisory Council
e Rehab Parent Advisory Council



Have your say: §82

Families Online

Have your say

about the Emergency
Department (ED)

Would you like to help make the Hospital
a better place for children and families?

Do you have internet access and an email address?

i you answered “Yes™ 1o these guestions, we imvite you 10 join oor Familes Ondine emall advisory panel.

What is Families Online?

Families Online Is 2 powp that provides the Hosptal with feedback on projects that will affect familles.
This coulid be posters, possible changes to parts of the Hoapital, information sheets and o o

How does it work?

Well emusl you our guesBions, or ask you 10 Lale an online survey. and you Bl us what you Tisk.
We promise not 10 send out mere thas one o twe emsalls per moath. Your el address and detalls will be
hept confidential. Mospital s and other membess of Families Oniine will not be able 1o view your detais

Who can join?
Families from &l backgrounds and Bving in 28 parts of NSW who have = child baing trested 21 the Hospital
or who has mcefved eatment In the past. We want o bear from as many families as possibie sbout how
The Childeen's Hospital st Westmwad can be made even better

Want more information?

For more infonnation or to registse, please call Joyce Murphy, Consumer Participation Coordinator
on $845 2097 (52057 from amy Hospital phone),
email joycemyFchm adu au of log on T www.chw odu oy parents

the childr€n’s hOSpi(al at Westmead

Would you like to help
make the Emergency
Department (ED)
a better place for
children and families?

What is the ED Email
Advisory Panel?

The ED Email Advisory Panel is a group that
provides the ED with feedback from a family
perspective on any projects or issues in the ED
that may affect families.

How does it work?

You can expect to receive no more than one email
every two months and your membership would be
for a maximum period of 12 months. Your email
address and details will be kept confidential; ED
staff and other members of the ED Email Advisory
Panel will not be able to view your details.

Who can join?

Any parent/carer who has come to the ED. We
want as many families as possible who can tell us
how the ED at The Children's Hospital at Westmead
can be even better.

Want more information?

For more information or to register, please call
Joyce Murphy, Consumer Participation Coordinator,
on 9845 2097 (52097 from any Hospital phone)

or email joycem@chw.edu.au i

kids

Westmsad

the childr€n’s hospital at westmead




[he h()SPi[kll at Westmead

FAC Handout to families

e How to deal with issues

e What to do if you have any concerns or want to make a
complaint

e How to manage your relationship with staff
e How to give feedback about your experience
e How to show thanks, if you wish

e You can get involved with making the Hospital a better
place for children and their families

e You have an important role
* The parent/carer resource centre
e About the Family Advisory Council



[he h()Spi[kll at Westmead

e Consumers on key hospital committees
(planning, advocacy, web steering, cultural
diversity)

e Using Facebook to interact with young
people
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