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Pushing and Being Pulled

Thoughts from the CFAN Chair

Dennise Albrecht from the Children’s Hospital
of Eastern Ontario helpfully said last fall that
she sees CFAN operating best in a “push-pull
fashion”: we should both be pushing
institutions, organizations, and maybe even
governments to provide better, more family-
centred health services to children and youth or
to make space for families to add their voices
to important discussions. At the same time, we
should be seeking opportunities to be pulled
into initiatives where we can provide what we
are uniquely able to offer—not just our
individual experiences but the knowledge and
insights we’ve collectively gained.

CFAN's experience is that pushing and being
pulled often go hand-in-hand. We typically
first get pulled into a project and then find

ourselves pushing for this or that change (for
instance, asking that families be offered
chances to report “near misses” with respect to
patient safety or to summon a critical care
response team in hospital when they think it is
necessary), for a different emphasis or
understanding (for instance, adding “healthy
families” to “healthy homes and communities”
in the Canadian Child Health Charter as
something children need to be healthy) or for
language that reflects the reality of our
experience (asking that families of children
with chronic conditions be regarded less as
“consumers” of services than as, in the great
majority of cases, the chief providers of care).
We think we’ve created some movement.




Feature

Women and Children Lend a Hand in Designing Their
New Hospital in London, Ontario

The new Children's Hospital of Western Ontario Gmece
Donnelly Women's Health Pavilion, at London Health
Sciences Centre’s Victoria Hospital site, will beeaf a
kind in Canada, meeting the unique health caresnetd
women and children in one facility.

Also, one of a kind is the methodology used toglethe
10-storey tower.

“We took a very bottom-up approach, creating amsigh
teams made up of children, parents, women, setdrs,
administrators and the architects,” explains ERaisen,

Integrated Vice President, Women & Children’s Sezsi

“Interestingly enough, some our most invaluablepitas
site surveys across North America, were the oras th
clearly illustrated ‘what not to do’, which likehgsulted
because of a failure to understand staff and patieeds.”

The special wishes and needs of children were tadten
consideration in the physical design of the buddin

In addition to area design teams of key stakehs|deont-
line staff and architects, essential informatiors wkeaned
through special focus groups made up of childreallof
ages as well as women who had given birth at betEC
and SJHC in the past two years.

With the help of teachers from the Thames Vallestiist
School Board, and the Children’s Health Foundation,
children and youth were invited to give feedbackow
they perceive hospitals and offer input into whatie
make them feel at home during their hospital stay.

As architects and planners looked on, teacherd BISC
Child Life Specialists led the children throughaaiety of
activities that brought out a myriad of ideas apthimns.

Kids provide feedback on hospital design

Not surprisingly, the women told us that the lookl deel
of the birthing rooms was more important while on a
prenatal tour than when in labor. The ambience mwae
important for their partners and should have spjaica
couch so that rests were made more comfortablegluri
the long hours. The space for care after the lieth very
important and should be restful and convey warmth a
care.

Seeking input upfront is in keeping with a corelgua
the Children’s Care Program—that of caring for ksds
as not to affect their normal growth and developinten
the greatest extent possible.

“In everything we do here, whether it is designspgce
or administering care,” says Ellen Rosen, “we have
remember that our little patients are developinghaini
beings. By effectively meeting their needs at thesl
they're at today, we can support and help thenheir t
journey to become the healthy, contributing citzeh
tomorrow.”

Contact: Lisa Hawthornthwaite
Family Centred Care Specialist
Children's Hospital at London Health Sciences Gente
(519) 685-8484 ext. 50102
Lisa.hawthornthwaite @Ihsc.on.ca

The comments ranged from “Can we have a pettin§"zoo
and “It should smell better — like cookies” to regts for
fish and greenery, bringing home the point thaldcan
don’t want a traditional hospital atmosphere.




Innovative
Practices

BC Children’s Hospital
Families Volunteer in
Their Pajamas

Like many family advisory groups, Partners in Caas
been asked over the years by individual hospital
departments and administration to provide famifyuin
on simple requests such poster and brochure effe&ss
as well as more critical issues like the potential
ramifications of new parking and scheduling plalrs.
the fall of 2007, Partners in Care Family Advisbad
approximately 40 family members who could “advise”
and provide the family view. However, not all weitde
to participate by coming to meetings or able to be
involved on a monthly basis.

To provide a broader “family voice” we establistead
innovative new program wherein any family member
whose child has used the hospital is now invited to
“Volunteer in their Pajamas” by becoming part o th
Partners in Care Family Advisory Virtual Focus Grou
All communication is done through email so family
members can participate at their leisure, in thrafoa of
their own home, day or night. Projects which agera
between one and two per month usually require nemo
than 5-10 minutes and include surveys, questioagair
and document review.

At this time we have a database of approximately 75
families who we can depend on. However, our gaal fo
the future is to be able to provide the views dj 30
families. Our turn around time for projects isward two

weeks as we normally give our PJ members no mare th

7-10 days to complete the project. The information

gathered is either compiled by our Partners in Care

Family Liaison and forwarded to the departmenter t
raw data is sent directly to those needing thetinpu

To recruit family members we have used a variety of

innovative ideas including having some of our mersbe
dressed in their PJ’s handing out application forons
prospective families in our main lobbies. When
families provide comments through our Comment Card
Box system and we contact them for follow-up they a
given the option to become a Virtual Focus Group
member and to continue providing their opinionsr Ou
plan for future recruitment is to directly email an
invitation to all families who provide contact
information when they submit a nomination for a
Partners in Care Family Centred Care Award and to
send out an invitation through various hospitalitiea
related community groups.

Information about the Volunteer in Your PJ’s pragra
is available on our website and we are now working
an online form which we hope will speed up recreitin
and make the application process easier.
http://www.bcchildrens.ca/YourVisit/PartnersinCafe/
lunteer+in+Your+PJs.htm

Contact:
Susan Greig
Partners in Care Family Liaison
BC Children’s Hospital
Phone: 604-875-2345 Local 5391
sgreig@cw.bc.ca

t“l
N, \{Dartners in

~ Qre The Family Advisory to
BC Children’s Hospita



Innovative Practices - Continued

The IWK
Redevelopment Project

In 2005 the IWK Health Centre in Halifax began
redevelopment of its Children’s Site: 160,000 sof ft
existing space, and constructing 48,000 sq ft of ne
space focusing on new inpatient units, periopegativ
facilities, and ambulatory care space.

Because this is their place, patients and familieie
directly involved in design — from bathroom funciadity
to bedside sleeping arrangements for families touro
schemes.

To facilitate youth input, we developed a uniqueaim
basedRedevelopment Youth Advisory Council(YAC).
20 youth, ages 14-20, from all across the Maritime
Provinces, provided input based on their own expees
as inpatients or ambulatory patients. Their thoudgh
input was plugged into the design team, wheredabe
a part of decision-making.

Some examples:
- YAC members were articulate about the (many)
types of electronics they like to bring with them

Youth Ad\}isdry

This past fall 2007, a diverse, passionate groufBof
youth were chosen via a recruitment, interview and
screening process. Health care experiences raoge fr
Spina Bifida to Crohn’s Disease to Mental Health to
Orthopaedics.

Currently, our “YAC’ers’ are in hot demand at the
IWK for their articulate, experienced points ofwie
and youth voice.

Three unigue attributes of the IWK YAC, as designed
by YAC'ers:

1. Their Show. We empower YAC to create their own
vision and projects, to talk to staff and other
patients/families to help connect the dots. Theatad
their own principles, their own ‘ways we want to

when they stay. So, plans changed for the number Q{enave in our work.” They also have an adult Ciogle

electrical outlets available bedside.

YAC recommended a nightlight built-in to the
bathroom light easier to locate at night, providing
their own stories and experience as evidence.
YAC also ‘shed some light’ for the design team
about the problem of bright lights from nursing
stations at night. It's hard to sleep! So, the tean
in lots more task lighting so overhead nursing
station lights can be turned off at night.

YAC members said they wanted to be able to
personalize their inpatient space, and had great

Supporters who are committed to protecting thelyout
throughout the process of their work.

2. Their Retreats: YAC meets as a group every two
months in a 1- or 2-day retreat format. We havadbu
this enables everyone to learn about each otlyerfi
out how to work best as a team, and be able tasfocu
on getting work done. Two hired, experienced ‘Youth
Facilitator’ consultants have led retreats to great
success.

3. Their Project Criteria: How to prevent tokenism?
Taking on too much? Requests must be aligned with

ideas. Result: space outside each patient room for YAC'’s purpose and principles, and be work that fout
photos, artwork — whatever they like, and whatever are able to carry out. Projects are partnership& Y
makes youth and children and families feel more at members can take on small projects individually,

home.

Redevelopment YAC was a one-year trial advisory
forum. In 2007 the concept developed into succéssfu
‘live’ IWK Youth Advisory Council.

The IWK YAC'ers!

The IWK Youth Advisory Council (YAC) was developed

in 2007 by a project team including youth, youth
mentors, and staff from across the Health Centre hau
experience involving youth in projects.

larger projects voted on at the next retreat. A t
favourite: if staff wants input or involvement fro
YAC, they visit YACin person Office hours are twice
a month in the Teen Lounge. Here YAC members
hang out with other youth, talk with staff, tallojgcts,
share ideas, and support each other. And eat!

Contact:
Robin England
Patient and Family Centred Care Coordinator, IWK

4(902) 470.6527robin.england@iwk.nshealth.ca




Innovative Practices - Continued

The road to
Improvement

It was of utmost importance to the statt sittinguard the
table 6 years ago while planning and re-desigrtieg t
Maternal Child areas at Prince George Regional kalsp
that it would “indeed” be a family centered care
environment. To ensure this was actually the case,
parents were invited to that very table—I was fostie
enough to be one of them. Only three years afiefinst
re-design meeting | was hired as the Family Cedtere
Care Coordinator. Today, | find myself amazedat t
changes, yet still searching and immersed in ways t
ensure the Maternal Child areas are as family-cedtas
possible.

Believing in families and giving them the opportiyrto
share their experiences and opinions truly doesraak
difference when you are pursuing a venture of this
magnitude. Family centered care was always at the
forefront of every discussion and decision madetth
the process of our re-design, thus several detedrstaff
members are due enormous credit for recognizing tha
concept and listening to “the voices” that truly
understood what was important. | commend the f'staf
that listened tahose parents & children and the vision &
dreams they had for our units. But, it is crutmal
understand that a “true family centered environrthisnt
about the staff as well—not just the patients & ifaas.
Their wishes were just as valuable!

A newly designed patient room

Did we listen to everyone at the table? Pretty déowse.
Being involved over the past few years has been an
amazing journey. In January of 2007 and July 2007
“new units” were ready. The Paediatrics, Labour &
Delivery (Maternity) and the Neonatal Intensive €ar
Unit's all moved into their new homes. Each uniiifto
embrace the family’s needs and assist staff to warke
comfortably and efficiently.

Contact:

Tannis Sigfusson

Family Centered Care Coordinator
Maternal Child Services

Prince George Regional Hospital
Tannis.Sigfusson@northernhealth.ca

CFAN In Montreal

Thirty two people attended all or part of this yedull-day CFAN workshop. Participants represente
advisory bodies at IWK (Halifax), Montreal Chilars, The Children’s Hospital of Eastern Ontario

s
-

St AANE

(CHEO), Roger’s Place (a children’s hospice in ®&p Sick Kids (Toronto), McMaster Children’s RS i A
(Hamilton), The Children’s Hospital of L ondon HemaEciences Centre, and Glenrose Rehabilitatiompitids
(Edmonton). There were also parents and a staffbeefmom Stollery Children’s Hospital in Edmontoihigh is

forming an advisory body, a staff member from Rougéey Health System (Toronto) which is tryingfaam an
advisory body, members of the Canadian Sickle Satliety, a member of the Child and Youth Homecatudrk, and
a senior staff member of The Canadian Associatid?eediatric Health Centres (CAPHC), the sponsaooiggnization

that made the workshop possible.



Innovative Practices - Continued

Hand-washing
Campaign

The Family Advisory Forum (FAF) in collaborationttvi
Infection Control staff of the hospital is helpitgglaunch a
3-month hand-washing campaign in the next few nm®nth
that is targeted to parents and children userseoMCH,
both in-patients and out-patients.

Since the FAF is in the ideal position of helpindihance
this project with government funds that are alledat
annually to all patients’/users’ committees thromgfithe
province in the best interest of patients/usersakgeable to
have a voice in how this campaign will run so ftet
benefits will be maximized favur target users — parents
and children.

This is a project in progress so we are preseatlihg into
different 'fun’ objects that can be used to appeahildren
and motivate them to wash their hands frequentiyné&
ideas are: bookmarks, placemats, buttons, colqaog,
cartoon pamphlets, etc... We are discussing theftwentof
distribution, and possibly involving the Admitting
department.

A hand-washing video is also to be shown on plasma
screens in central locations throughout the hdspRasters
are to go up and a kiosk installed at the mainagict. We
are thinking of contacting schools and enlisting aid of
students to create the artwork needed perhap$oas af
community volunteerism required by them for schoeldit.

If there are any groups out there who have beerviegidn
a successful hand-washing campaign in their pediatr
health center, we would appreciate hearing anadhilegr
from you.

The Montreal Children’s hospital [MCH] Family Adwaisy
Forum [FAF] is made up of 9 parents who work in
collaboration with approximately 4 committee staff
members, as well as are parent representativeegpital
committees on behalf of children users and thenilfas
of the MCH.

Contact:

Lisa Rosati-White

Parent Member, Family Advisory Forum
Montreal Children’s Hospital
fcf_faf@muhc.mcqill.ca

Upcoming
Events

May 8: Partnering for Patient
Safety Conference. Children’s
Hospital of Western Ontario.
www.lhsc.on.ca

For more information, contact

June 11th: 4th Annual Partners for Patient SafetyR8hop at Sick Kids. Parents are most
welcome. This year's theme will be communicatiocl(iding between families and staff)
and patient safety. For more information contaenkrGavin frankgavin@rogers.com

June 23rd: Conference on Family and Patient Cef@teed, The Ontario Hospital
Association, Toronto. For more information, pleakeck the OHA website
(www.oha.com after May 1st or contact Frank Gavirahkgavin@rogers.com

October 19: CFAN Workshop — Annual workshop, a$ pithe CAPHC conference, is
being held in Edmonton. Watch your inbox for mmfermation!

lisa.hawthornthwaite @lhsc.on.caOctober 27-30: Hospitals and communities movingvéod with patient and family-

centered care, CalgarwW\ﬁ.famiIvcenteredcare.org




Updates

Child, Youth, Family Health
Vancouver Island Health
Authority

We have just completed a redesign of our Familyriéas
brochures and posters - our new graphic design is
intended to aid in recruitment and to make our satyi
more visible within the entire VIHA area. Currenthe
majority of our members are from the greater Vietor
area.

We are hoping to recruit members from other aréas o
Vancouver Island that offer pediatric servicesnc8iour
health authority provides services for the entire
Vancouver Island region, we now cover a large
geographic location thatffers its own unique challenge
More input is needed from outlying remote areas
regarding their pediatric health care needs, homake it
more family centered and accessible to those lilong
distances from the main pediatric centres on Vaveou
Island and the lower mainland of British Columbia.

It is our hope that an upcoming evening informatod
recruitment event in May - will address our recent
vacancies due to attrition and changing familyaditins.

Members in remote geographical locations will bierefd
the chance to participate via phone or telecont=eias
well as twice yearly meetings we hope to offerhieit
region. In addition we would offer them the chatee
offer input or feedback via the internet.

Spring and early summer will also be a time forifgm
presentations to pediatric, medical and nursing&tion
rounds, in hopes that allied health professionaldoe
more informed of our role and refer families to guoup.

Contact:

Cheryl Thorpe

Chair, Family Partners Advisory Committee
Vancouver Island Health Authority

Toronto Hospital for Sick Kids

Life at SickKids continues to be busy for our FAOur members continue to represent the FAC anéathdy
perspective on numerous hospital committees fraarpnofessional Practice and Patient Safety to &ai
Planning and Families and the Surgical ExperierRRecently, our FAC representative on the Emerg@&uepartment
Governance Council participated in the planningpss for the upcoming renovation to the ED at SidkK

The ED has also sought out the input of all our imens by having a focus group style meeting withFoA€.
Similarly, our FAC has been consulted by the SeRioject Manager of Facilities Development at Siiclgdo get
our feedback on and suggestions for an upcomingyedion to various wings of the hospital. This adtetion will
be on-going as the project progresses. In addii@ommittee representation, our Education Programinues to

be busy and in demand.

Contact:

Sydney Cameron and Jill Adolphe
Co-Chairs, FAC

SickKids Hospital
Jill.adolphe@rogers.com




Updates - Continued

Glenrose Rehabilitation Hospital
Edmonton, Alberta

Parent Advisory Council

Since its inception in December 2006, the GlenReaent
Advisory Council (PAC) has grappled with the unaadr
problem of member recruitment and retention. Weetaur
active members who regularly attend our monthlytmgs.
Our numbers have dwindled because of family
circumstances, and the challenges we have cariraufo
children — many of whom have chronic conditions or
disabilities.

We need more members to respond to the flow ofations
from administration calling for a parent voice atatings,
committees and presentations, and are keen tcostiaoivn
PAC projects.

So we embarked on a Membership Drive in the fali7”20
This included:

We hope that recruitment will be an ongoing procese
have plans to create a PAC poster board to begladbe

formalization of the recruitment process, including hospital hallway, and to schedule a Strategic Rtann
creating an application form coordinating a segurit Session, facilitated by Barb Traill, a Glenroseiaogorker,
check, and arranging a phone screening for potentian late spring 2008.

members;
with the help of a student in the Graphic Design

In the meantime, our small, but mighty group iskiog

department, designing a PAC pamphlet, which was forward to co-hosting the CFAN workshop in Octohad

mailed out to all the Clinic Coordinators;
a list of the Clinic Coordinators was providedhe t

welcoming you to Edmonton!

members. We used this as a fan out list — and @achContact:
the four members called six Coordinators to follow Sue Robins, Parent Rep
up from the pamphlet mail-out, and to ask for namesGlenrose Rehabilitation Hospital

of potential PAC candidates;

Sue.robins@shaw.ca

in November 2007, three potential members came to

one of our regular meetings as an introductionuio o

group.
PAC Update is a standing agenda item on the
pediatric management meeting agendas

Not Just About [njury Prevention...

Much media coverage of the release of "Reachingh®iTop: A Report by the Advisor on Healthy Chéldrand
Youth" (Dr. Kellie Leitch) focused on just one bitfive key recommendations: developing and implaing a
national injury prevention strategy. The othersaawn childhood obesity, child and youth mental tieahore
data-gathering about child health, and a natioffaeofor child and youth health with a permanedvigor. This
last item is not the same as the establishmemn ofdependent national child and youth commissioaelidea
many of us heard about from Sir Albert Aynsley Greengland's first Children's Commissioner, in Mauner in
2006. Dr. Leitch said recommending such a posittas beyond her mandate. The full report is avaslail

www.hc-sc.gc.ca




Updates - Continued

o _ Roger’s
Roger's House newly formed Family Advisory Comnaitte
is small but already proven itself effective. #tfirst House
meeting, members came up with a unique way forlfami
and staff to remember the children who have passey,
without causing distress to families coming in fiespite.
Staff is now looking into the possibility of engrag the ) . .
names of the children on glass stars, which witicherom It provides families a formal opportunity to:

the ceiling of the playroom.
share their views regarding the services

The FAC currently has 8 members: four family mersber of Roger’s House; and
(including a youth rep), 2 members of Roger's House contribute to the development of the
Board of Directors, one staff member from CHEO's programs at Roger’s House
Palliative Care Outreach Team and one nurse frogeR
House. There is room for two more family members. Contact:
Ruth Hartanto, FAC Chair
The Family Advisory Committee (FAC) is an important ruthywati.hartanto@ottawa.ca
integrative link for families of Roger’s House, tBeard www.rogershouse.ca

and employees.

Don’t just save the date!

CFAN’s annual full-day workshop will be orusday, October 1¢"
in Edmonton. All of you in our member groups wié bsked what
you'd like to see on the agenda and how you’d tikparticipate, so
please start thinking about sharing your ideas.

The Parent Advisory Council at the Glenrose Reftabdn Hospital
will help us in planning for more opportunities fwcializing and
informal networking. They’ll show us that Edmonts more than
hockey and West Edmonton Mall!

Minutes after our workshop ends, the CAPHC confesdregins. It

will end on Wednesday, October"22This year’s theme is

“Transforming Services for Children and Youth: TimgnOur

Thinking Inside Out!” One of the main speakers Wl Juliette

Schlucter, a parent who has played a key role ikimgal he

Children’s Hospital of Philadelphia a leader in flgrcentred care.

(We're hoping Juliette can participate in part af €FAN

workshop.) The conference as a whole will featumerecedented levels of involvement by both famitiad youth and
a particular focus on transitions both within tlaegdiatric system and between the paediatric anddbk system. The
preliminary program is posted eyww.caphc.org




CFAN Activities

Continuity and Co-ordination of Care: This is an ambitious,
multi-year project being led by The Canadian Asatien of
Paediatric Health Centres (CAPHC). CFAN memberghav
participated since its inception in 2005. This yearare
considering how a “Family Forum” on the web-situate
Knowledge Exchange Network (KEN) can meet somé&ef t
usually very pressing needs of families with cleldwho have
complex, chronic conditions. We are also explotiogy families
can best contribute to the ongoing evaluation ogmms
described on another part of the KEN.
www.caphc.org/programs_continuity.html

Canadian Child and Youth Health Coalition: We were
delighted to be invited to join the Coalition I&sll. (Among the
other seven members are CAPHC, the Paediatric €bhCanada
and the Paediatric Surgical Chiefs of Canada, disase
organizations of clinician-scientists and research@mong the
Coalition projects we hope to contribute to are nestablish
measurable national outcomes for a range of hdgpitaided
paediatric services and another to help identiéyftiure human
resource needs for the child and youth health syst€o begin to
understand the challenge, just think of the optinmix of
professionals for providing mental health serviweshildren and
youth). Down the road a bit the Coalition hopetatmch an
advocacy initiative to help health professionald paople
working in the youth justice system better undewdtdoe rights of
the child—as the UN and Canadian law have defihedd rights.
www.caphc.org/partnerships_ccyhc.html

National Infant, Child, and Youth Mental Health
Consortium: This is a large group that includes
representatives from many professional organizatam
institutions as well as from other family and yougrbups.
CFAN's participation can help position mental hkaifithin
the general frame of child and youth health andettne
contribute to the reduction and eventual eliminatd
stigma. We can also help illuminate the often imatien
connection between a child’s mental health andbatal
health of the whole family.
www.caphc.org/programs_mentalhealth.html

Child Health in the 21 Century: The Role of the
Paediatrician in an Interprofessional Environment:
Many CFAN members contributed to two well-received
presentations made at the November 2006 symposiiin,
CFAN is represented on the project’s Steering Cdiemi
The final recommendations are now being prepareé. O
challenge and opportunity that will certainly pnesigself to
all our groups is how we can help medical students,
residents, and even paediatricians in practiceniyt
communicate better with families but work in full
partnership with both families and other memberthef
health care team.

... to the eleven groups across Canada that coredhliotthe survey of advisory bodies
that our American colleagues in the Patient andifyahavisory Council Network
initiated. A full third of the total responses cafram our side of the border. The survey

results will soon be available to all CFAN groups.

Interested in becoming a CFAN
member organization?

Members of CFAN are advisory bodies for: The Vancouver Island Health Authority, BC Children's Hospital, Canuck Place,
Prince George Regional Hospital, Glenrose Rehabilitation Hospital, Alberta Children's Hospital, Winnipeg Children's
Hospital, London Children's Hospital, McMaster Children's Hospital, Credit Valley Hospital, Bloorview Kids Rehab, The
Hospital for Sick Children, The Children's Hospital of Eastern Ontario, Roger's House, Montreal Children's Hospital, and
IWK Health Centre.

Would your family group like to become a member of CFAN? Contact either:
Frank Gavin, Chair — frankgavin@rogers.com
Sue Robins, Editor — sue.robins@shaw.ca
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