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Executive Summary

1.0Introduction

The Caregiver Framework (CF) for Children with Medical Complexity (CMC) provides a flexible

mix of health and social supportas well as ongoing counselling and care managenent,

FlLYAfe OFNBIADBSNRER 2F / al/ ftecuma@dvivg act®itiesltSsled I & NR &
by the Hospital for Sick Children (SickKids) in partnership with the Toronto Community Care

Access Centre (TC CCAC) and Holland Bloorview Kids Rehabhtitesaial (Holland

Bloorview). lis funded by the Tordo Central Local Health Integration Network (TC LHIN).

Drawing on funds averaging about $3,500 per caregiver, per gpacjally trained care
managersKey Workersengaged | i chi@givdrséin a dynamic process of problem
identification and problerrsolving, leading to theo-creation of individualizedupport
packages.

2.0 What We Did

Our earliefFormative Evaluatioh & { SR a A T¢é 0 KST /AQ/ aikkAdat RS A0 2f ydal AdyAd
third phase (CFP3) we focus2d/ & K ghéufd evbliigo maximizevalue for caregivers, CMC

and other stakeholders

2.1 Review ofJoint Workingand Key WorkeModels

Weconducted GF NBASGSR NBOASG 2F GKS AYOGSNYyFdAz2y| f
providers of services for children with complex neeBgcauseuch children typically require

Ydzf GALXE S AaSNBAOSE FNRY Ydzf GALIE S LINRPDARSNE | ON
or collaborative team approaches are widely seen to promote better coordination and more
appropriate care We also interviewedenior leadersofi KS / KAf RN Yy Qad ¢NBI G4YS
(CTN)f Simcoe York; CTN had been identified by key informants in the daolisrative

Evaluatiomas an innovative model of care for children with complex needs and their caregivers.

2.2 Follow-up Key Informant Interviews withCF Stafand Key Workers

We conducted irdepth, qualitative interviewsvith CF projecstaff and ey Workers to

understand FNR Y HKASYANG GLINRER/LISOG A @S a s> vihergitsliolldS / C K
aim togo in the futue.

2.3 Analysis of Caregiver Assessment and Care Plan Data

We receivedand analyze@ssessmenand care plan data for 42 CFpaticipants includingd1
caregivers and 42 CM@vo were siblings). Our analysis focusedgoalidentification and
attainment
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2.4 Caregiver Interviews

We conducted semmstructured, in depth, qualitative interviews lasting about 30 minutes with a
number of caregivers. We asked about their overall experiences with the CFP3, and about how
it had impacted on caregivers afanmilies.

3.0What We Found

3.1 Review of Joint Workingind Key Worker Models

Children with multiple chronic needs and their families can face formidable challenges
accessing and coordinating needed services and supports on their 8wh challenges hee

led many researchers and providers to look to collaborative téased approaches or models
2F a22Ayid 62 NJ Ay 3 éthatilhdeshultadistipyinary inted disgiplinagy dzdzY
and transdisciplinaryteams. While valuable in and of itselfne value of the Key Worker role

can be magnified when they lead, or are embedded within, collaborative teams or other forms
2T a22Ayl 62N]AYy3IDE

/| KAt RNBYyQa ¢NBFGYSYyld bSGg2N] o/ ¢bo 2F {AYO2
2F |

¢KS /KAt RNBYyQa ¢NBIGYSy(d béehidengfiddas ankexeroplary

local model of care for children with ongoing complex needs and their caregi&ersng its

key characteristic€CTN uses a common assessment, shared client record, and single plan of
care whichestablish the operationalexuwsfor inter-professional and inteorganizationateam
focused on the needs of the child and familjoint working is encouraged through mechanisms
including financial incentives; accountability agreements; technology; and regular meetings and
training sesions. Evaluations have shown uniformly positive results.

3.2 FollowUp Key Informant Interviews with CF Staff and Key Workers
CF staff and Key Workemghlyratedii KS / CQa LISNF 2NXI yOS RdzNR vy 3
observed that:
1 The CFP3 had seerpasitive shift toward longefterm goalsetting. This facilitated
useful dialogue between caregivers and Key Workers about what was needed to sustain
the caregiver, as well as the CMC and family over the longer term
1 A new administrative review process woekl well. Because it placed budget allocation
decisions in the hands of an administrative team (instead of the Key Worker), the new
process had alloweley Worker/caregiver conversations to focus more on goals.

Some challenges remained:
1 Not all caregiverembraced goaketting. Those who had participated in earlier phases
of the CF were more difficult to engage
1 Some caregivers found the assessment and geetting process taxingKey Workers
noted that theprocessoften required multiple visits

! B C
esea luation Group

Al
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1 CF staff and Key Workers faced time constrain@F staff and Key Workesaid there
KIFRy QiU 0SSy ®kaFeRddomipetgassessheritand éngage irgoat

setting
YS@ AYTF2NNIyda 2FFSNBR | ydzyYoSNIn@&F &adza3Saitrzy
1 Provide Key Workers with ongoing trainindkey Workers and CF staff identified that

additional and ongoindraining aroundproblemsolving andyoatsettingwould enhance
GKS / CQa LISNF2NXIyYyOS

1 Clarify administrative guidelines around moneyKey Workers said that clearer
guidelines around what money families are eligible for and what they are likely to
receive would allow them to concentrate more on setting and attaining goals

1 Shorten the frontend assessmentCurrently, assessmentsllectmedical information
about the childwhich is also collected elsewhere; duplication could be reduced by using
a common electronic record

1 Purposefully design the process so that it takes place over two to three visits
Caregivers and Keyofkers suggested that would be benefical to extend the goal
setting process over multiple visits to develop a fuller picture of what the family needs

1 Consider that not all care plans may require dollarkey Workers felt that familiethe
funding conponent of the CF could be more closely tied to economic means

1 Better integrate the CF within the ICCM and with other provide!GF staff and key
22NJ] SNA a4dzZ33SadSR KIFIGd GKS /bo@@togetmdOSaa 02
other organizations and pwiders who are also caring for the same children and
families

3.3 Analysis ofCaregiver Assessmeand Care Plan Data
A range of goals, ecreated by caregivers and Key Workers, are recorded in the assessments.

1 Some goals still focused on the (mogtinedical) needs of the CMG~or example,
AYyO2yGAYySyOS &adzllXf ASa SYSNHSR Fa | aadaya
O2yOSNYy A& GKS FAYIFIYOAIf o0dz2NRSYy 2F (GKS R

1 Many goals were caregivefiocused. Key Workers said thahey encouraged caregivers
to sort through their own physical, social and mental needs and to consider what was
required to maintain their resilience and capacity

1 Other goals looked more broadly toward maintaining the integrity of the family.
Caregiverskey Workerand CF staffepeatedlycommented on the high levels of stress
experienced by many families caring for CMC; family breakup wasfaetqpaent
outcome. Not surprisingly, many of the goals recorded in the assessments aimed at
sustaining families

The health careneeds ofCMGCstill figure prominently in care plansdHowever, supports for
caregivers were diverse, stretching well beyond health care to include:
1 Selfcare (including gym memberships, counseling and yoga)
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1 In-home supports andespite (including coverage at night and assistance with
household chores)

1 Connections to community support@ncluding respite agencies, church resources, and

organizations like Plan Toronto which provide specialized services for families)

Health care(including physician, dentist and acupuncture services)

Home modifications and equipmenfsuch as ceiling lifts, a baak generator, and

accessible housing)

1 Transportation(such as obtaining a modified vehicle, applying for funding for vehicle
modificatiors,and purchasing aMetropass)

 Employment support®d A y Of dzZRA Yy 3 adzLILI2 NI F2NJ A YLINR gAYy 3
engaging in volunteer work to identify potential careers).

3.4 Caregiver Interviews
Caregivers rported high levels of satisfaction with, and support for the Caregivers
AYOSNIASGSR KIR y20KAY3 odzi LINFA&S F2NJ KAA /
GFFYyal aGA O¢ THeynBtedd LJI2 & A G A @S € @
1 ¢KS / CQa TAYl yOXhrégiveisumphlaizédithatdhe &F pebkided f
needed care, respite and a sense of peace; the funding helped to rslimgs from
financial concerns
1 The personal connections developed with Key Workers were very valuaklaregivers
said that the best aspect of the @fas theconnection with the Key Worker wheent
above and beyond to understand and support caregivers

As a result of the CF:

9 Caregivers said they were more able to continue to cata.the shortterm, the CF
2TFSNR GLISIF OS 27F Y Adykch Beededrspite ® yeehargedmnizlLIJLI2 NI
refresh caregivers. In the lofgrm, it helps to improve their confidence and resilience

1 Caregivers had new opportunities to connect with other familieshe CF helpesome
caregivers to builehetworks of mutuatsuppat and knowledge transfer (e.g., sharing
information about doctors, specialists and medicatipns

1 Caregivers were better able to connect with needed formal servicAs one caregiver
AKIFNBRX A0 a2LISYywSRE6 KSNJ SéSadingimdre 6 KS RATT
connected.

Caregivers made the following suggestions:
T Conduct assessments more frequentlfBecause CMC are often medically unstable and
their needs can change rapidly, more frequent assessments (e.g-asemally or every
9 months) carensure more appropriate and effective care for CMC and families
1 Consider different funding methodsOne caregiver suggested that funds be provided
in the form of a credit or gift card to make management and tracking easier
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4.0 Conclusions

While caregiver burden and stress are often conceptualized primarily or solely as a function of

the needs of the CMC, the results of this evaluation clarify that caregiver burden and stress also
NBadzZ 0§ FNRY (GKS &KSSN-B&F2 Y dogh&khiRssdigesiand y I OA I |
providers, each with varying eligibility requirements, assessments, benefits aruf-potket

costs.

This is where the CF generates so much value. All stakeholders agree that by having specially
GNIAYySR YSeé 22N]J SNAR Sy3lr3asS ard NrRalé OFNBIAGS
connect with needed services and supports across different provatetsectors, the caregiver

role is validated and reinforced, the family unit is strengthened, and CMC are more likely to get
0KS &adzllll2NIia GKSe ySSR G2 O2yiaAydzS G2 tAGS i
and residential care.

Our prevousFormative Evaluatiodemonstrated strong support for the continuation and
expansion of the CF; the current evaluatjmovidesA Y A A K Ay (2 GK2¢6é GKS /
evolve to maximize value for CMC, caregivers, and other stakeholdensminasy, we
observed that:
1 CF staff, Key Workers and caregivers continued to be strong supporters and advocates
for the CF.CF staff and Key Workers highly rated the performance of the CFP3;
OF NB3IAOBSNBE RSaAaONAROSR (GKS / C yIRGRFYd&E& 2 2 NJ SN
9 Caregivers valued the financial assistance provided by the Céregivers said that the
money goes a long way to addressing immediate care naedallowing themto think
about what they need to stay healthy and resilient over the longer term
g 1ttt adl 1SK2t RSNAR | LILX | dzR S ROrnie KafegivelQealleda K A T (i
K2g GKS LINRPOSaa KIR da2LSYywSR86 KSNJ SeSa¢ (2
and Key Workers said this shift catalyzed more meaningful dialogues between
caregvers and Key Workers; it presented new opportunities for Key Workers to actively
engage with caregivers, establish trust arevdlop personal relationships
1 In setting future goals, more light was shed on caregiver needgey Workers used goal
setting & an opportunity to encourage caregivers to sort through their own physical,
social and mental needs and to consider what was required to maintain their resilience
and capacity
1 The administrative review process, which shifted budget allocations away frosy K
Workers, strengthened the goadetting process.in addition to leading to greater
consistency, this often improved relationships with caregivers, and allowed for more
thinking about the future
T ¢KSNBE | NB 2LJJI NIdzyAldASa onnancef KeXibfdtrBants A YLINE @S
suggested that the CF be more closely integrated with the Integrated Complex Care
Model (ICCM) through mechanisms including a common care record, and with other
providers through team approaches

Vi B C
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5.0 Recommendations
We offer three sets of recommendations to guide the ongoing development of the CF,
emphasizing, once again, that it continues to draw strong supported from all stakeholders.

5.1 Continue to Strengthethe CF
Ouir first set of recommendations aims to improve ferformance of the CF without requiring
any major changes to its current structure or direction.

1 5.1.1 Provide planned opportunities for learningCF staff and Key Workers suggested,
and we recommend, that CF personnel engage in regular training andsprafnal
development opportunities particularly around the gestting process

T pdMdH [/ 2y &A RSNJI ¢ adeltiiB praedsskey \Bodkérs sugnestsd, ahe | f
we recommend, that the goaletting process be spread over two or three visits during
the caurse of each year

1 5.1.3 Augment the administrative review proces€larify the administrative criteria
used to make decisions about how much caregivers are eligible for and how much they
actually receive; in addition to improving transparency, this waoeleétve Key Workers
of the need to try to explain how decisions had been made

1 5.1.4 Aim to assess outcome®ur evaluation documents continuing strong support for
the CF; however, we have not yet been able to demonstrate hard outcomes. A good
first stepwould be to elaborate and pilot a set of qualitative and quantitative outcome
measures, possibly linked to the ongoing development of the ICCM scorecard.

5.2 Encourage Collaboration and Joint Working
Our second set of recommendations aims to impudchanisms, separately or in combination,
GKAOK LINRY23GS 02ttt 02N GA2Y YR aGa22Ay0 @2NJAY
1 5.2.1 Position Key Workers to work with team¥ey Workers suggested, and we
recommend, that stronger linkages be forged between the CFo#imel programs and
providers also serving CMC and caregivers such as the ICCM, other home and
community care providers, rehabilitation, mental health, primary care, and school
boards; such linkages can be operationalized through consultative teams whose
membership and focus would adjust to the changing needs of the CMC and caregiver
1 5.2.2 Establish electronic care plans accessible to providers and caregiengs.
Workerssuggested that electronic records shared with other programs and providers
involved n the care of their clients could improve the continuity and coordination of
care and promote better follovup; making these records accessible to families would
empower them to becomenore active partners in care
1 5.2.3Introducetechnologyenabled virual rounds with caregiver participationWe
recommend that virtual rounds be initiated not only to facilitate joint working among
providers, but to promote greater participation of caregivers and families in deeision
making.

Vi B C
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5.3Build Towarda Network
Our third set of recommendations looks to the future evolution of the CF as the nucleus for a
sustainable networkvhichg 2 dzf R SELX AOA (Gt & &AGdzr 0S8 G(KS OF NB3
2F OF NB d¢
1 5.3.1Use financial incentivesWe recommend that the CF consider using some of its
budget resources to bring more partners to the table; we further recommend that the
TC LHIN consider enhancing the CF budget to enable it to act as the nuclaus for a
expandinghetwork
1 5.3.2 Establislaccourtability agreements Accountability agreements can clarify the
roles and responsibilities of partners, and specify what families can expect and what is
expected of them. Even prior to establishing a formal network, the CF can elaborate
accountability agrements with its current partners
1 5.3.3Engage in regulapartner meetings. During its third phasdehe CF instituted, with
considerable success, an administrative working group to review care plans and allocate
resources. We think that the mandate and mieership of this working group could be
expandedas the foundatiorfor an emerging network.

viii B C
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Caregiver Framework for Children with Medical Complexttigase FEvaluation
Final Report

1.0Introduction

The Caregiver Framework (CF) for Children with Medical Complexity (CMC) is led by the
Hospital for Sick Children (SickKids) in partnership with the Toronto Community Care Access
Centre (TC CCAC) and Holland Bloorview Kids Rehabiltatspial (Holland Bloorview)t is
funded by the Toronto Central Local Health Integration Network (TC LHIN).

Initiated in October, 2011, the CF provides a flexible mix of health and social syjsontsl
asongoingcounselling and care managemetd,famif @ Ol NE3IA JSN&E 2F [ al/ 2dz
NAailé &  NBadzZ G 2F GKSANI OFNBIAGAYy3T | OGADAL

CMC are defined azhildrenS ELISNA Sy OAy 3 aYSRAOIf FNIIAEAGES (
health needs thateavethe child vulnerable to multiple hospitalizationgiplanned
NBlI RYA&dadA2ya YR | @2ARIF6fS SYSNHSyOe NR2Y @Aa

G!'d NRA1E OFNBIAGSNE INB (GK2a$S adzyRSNJ aliNBaas
effort in meeting the needs of the child; the physical, emotional, social or financial impact of

meeting the needs of the child; or the collateral physical, emotional, social, or financial impact

2y GKS FrYAfe@ Fta || gK2f So¢

Drawing on funds averaging about $3,500 per caregiver, per gpacjally trained care
managersi{ey Workerkengage caregivelia a dynamic process of probleientification and
problemsolving, leading to theo-creation of individualizedaregiversupport packages.

TheFinal Report of the Formative Evaluation (20t8ncluded that in addition to addressing
short-term needs andnanaging crisis, the CH its first two yearshadgenerated longeterm
value As a result of the CF
1 Caregivers said they were less nervous or stressed; more confident about their ability to
continue to care for CMC; more in control of their livesre able to attend to the
needs of other family members; and more confident about knowing where to go to find
help when they needed it

T YSeé 22NJ] SNA NBLRNILISR (KFKG GKS@ KIFIR aySg G2
building trust; identifying and addreisg) problemsproactively and avoiding crisis

I williams, A.P.Spalding, KPeckham, A., Rudoler, Balib, D.Tam, T., & Watkins, J. (201&)aregiver Framework
for Children with Medical Complexity: Formative Evaluatiéind Report.
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1 CF staff and other stakeholders observed that the CF offers considerablkgiong
potential to sustain caregivers, while strengthening linkages between provéahers
contributing toward system integration

Sakeholders strongly recommended the@BE O2 y (i Ay dzt GA@ther YR SELJ yaa:
recommendations includta review and possible broadening of eligibility/selection criteria to

engage more caregivers earlier on; conta YLIK I aAa 2y -WBUAHABNBERE &St T
GKSNBE Ol NE3IAJSNAEQ pofesSibrakey WarkersaNdSestablisiEnerd of 80R 0 &
accountability framework emphasizing the identification and attainmergesonalizedyoals.

Funding for the CWwas subsequentlgxtended intoa third yeaifCF Phas& (CFP3)Building on
its successnd informed by the recommendations of tk®rmative Evaluatigrthe CIP3 aimed
to:
1 Expand numbexof caregivers and families served through retention of some or all
current participants and recruitment of new participants
1 Clarify eligibility/selection criteria to ensure transparency, consistency and fairness for
caregivers and children, and the besteuof available resources
1 Continwe to develop a project infrastructure informed lest practices
1 Identify and evaluat clear goals
TheBalance of Care (BoC) Research and Evaluation Qrasgd at the University of Toronto,
was commissioneth October, 2013to conduct the CFP3 evaluatidhe Grouphad conducted
i KS ear@@armative Evaluatianit hadalso evaluatedh sister initiative, theCaregiver
Support Projecadministered by the Alzheimer Society of Torarftoded bythe TCLHN,
whicha A YA I NI & dza S¥I VI 8 8 dppdfdhiaasSi®a [AS TN a1 ¢ OF NBE3IA
high needs older persons at the point of losing independence and requirirgrgsl long
term care (LTQ)

In this report webegin by detailinghe data and methodsised in our CFP3 evaluatiandthen
present key findings. Wsubsequentlyoffer recommendations ta@ontinueto strengthen the
CF going forward.

Iwilliams, A.P., Peckham, A., Rudoler, D., Tar§ Watkins, J. (2013). Caregiver Support Project: Formative
Evaluation, Final Report. Accessedlioe athttp://www.alzheimertoronto.org/documents/evaluations/
csp_evaluation_report 2013.pdf
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2.0 What WeDid

Inthe earlierFormative Evaluatiowel 8 {1 SR G A Fé ( KS intheCRBé&@wtiolR O2 y
we focus?2 Yy & K ghéudd evblisgo maximize value for caregivers, Clli@l other

stakeholders

In doing this, weaurned to the literatureand considered the experiences an Ontariebased
carenetwork for children with complereeds andheir caregivers; examined assessment and
care plandata from CFP3ndspoke withthosemostdirectly involved in the projecCFstaff,
Key Workersand caregivers

2.1 Review ofJoint Workingand Key WorkeModels

We begarnwith a targeted review of thexpandingh Y § SNy F G A2y € AGSNI (dzNBS
between providers of services for children with complex needs with the aideatifyingbest

practicesand insightgo inform the continuingevolution ofthe CF Becausesuch children

typicallyrequire multiple services from multiple providers acrbeslth and social cargectors,

G222 Ayl scalndpratiyedm appdaches are widely seengmomote better

coordination andmore appropriate careThis literature tarifiesthat Key Workers maybe

embedded inor leadmulti-disciplinary?, inter-disciplinary#° and transdisciplinaryteams.

We then interviewed senior leadersofi KS / KA f RNBy Qa ¢ N&BSinmicyeSy & b Si ¢
York; CTN had been identified by key informants ingdier Formative Evaluatioasan
innovativeintegraing model of cardor children with complex needs and their caregive@I'N

conducts a inter-disciplinaryassessmenof child and cargiver needs (including healtnd

extending to social supports, education and beyond); develapsgleplan of care and uses

an electronic care record. In our interviews we asked about these mechanisms and the extent

1 Morton, R., Billings, K., Hankinson, J., Hart, D., Nicholson, J., Rowlands, A., Saunders, R., & Walter, A. (2003).
Individual responsibilities in multidisciplinary workir@@urrent Paediatricd.3(1), 23,29.

2Rahi, J. S., Manaras, |., Tuomainen, HHu&dt, G. L. (2004). Meeting the needs of parents around the time of
diagnosis of disability among their children: evaluation of a novel program for information, support, and liaison by
key workersPediatrics114(4), e47%482.

3 Carter, B., Cummings, & Cooper, L. (2007). An exploration of best practice in ragiéincy working and the
experiences of families of children with complex health needs. What works well and what needs to be done to
improve practice for the future3ournal of clinical nursind6(3), 52%539.

4Greco, V., Sloper, P., Webb 8Beecham, J. (2006). Key worker services for disabled children: the views of staff,
Health and Social Care in the Community, 14 (6);55

5 Abbott, D., Townsley, R.,\&atson, D. (2005). Mutagency working in services for disabled children: what

impact does it have on professionald@alth & social care in the communifyd(2), 15%,163.

6 Alston, M., Barber, N., Micek, S., & Witrgganes, K. (2007). Draft Interinvést to Grown Evaluation Report.
WaggaWagga: Charles Sturt University.



Caregiver Framework for Children with Medical Complexity Phase 3 Evaluation:
Final Report, Mag014

to which lessons learrieby CTNmight behelpful to the CFWe alsorevieweda number of
published articles documenting the CTN atscoutcome$?34,

2.2 Follow-up Key Informant Interviews withCF Stafand Key Workers

We conducted 6 wdepth, qualitative interviewsvith CF projecstaff and ey Workers to
understand fromtheirad ¥ NE VYIS ¢  LISHE thaSOB hae@I8ed, andvhere itshould
aim togo in the future.

Interviews were conducted by telephone orperson by pairs of evaluation team members
who took detailedield notes and subsequentlyasschecked notes for accuracynterviews
averaged about 30 minutes in lengtheytook place between January and Mar@014.

Key informants were asked combinations of tbbowing questions:
1 How has the CHevelopd/changed/adaptedver the last year?
1 Which components of th€Fseem toproducethe most enduringoenefits?

T WKIFGQa ySSRSR (idwa®y dAydzsS G2 Y20S

2.3 Analysis ofCaregiver Assessmeand Care Plabata

We received assessmeand care plan data for 42 CFp&ticipants includingdl caregivers
and 42 CM@wo were siblings)in April, 2014 Theseassessmentdescribe thecharacteristics
and needs of CMC and caregiverduding themedical, functional, and behavioural status of
the CMC; iformal caregiver supporfsand overall family functioning

Sine wehadpresentedassessmentlatadescribing the characteristics of CMC and caregivers
in the report of our earliefFormative Ealuation and since only a minority of CMC and
caregivers were new t€FP3we concentratecbur analysi®n goalidentificationand

attainment

Theassessmentrad care plan data were transmitted the evaluation team via hand
deliveredencrypted data kepnly after CF stafhadstrippedthem ofall personal identifiers.

!Thurston, S., Paul., L., Ye, C., Loney, P., Browne, D., Browne, G., Wong, M., Th&Rosehbaum, P. (2010).
Clinical study. System integration and its influence on the qualiliye of children with complex needs.
International Journal of Pediatrics. Vol 20161l 2. http://www.hindawi.com/journals/ijped/2010/570209/cta/
2Thurston, S., Paul, L., Loney, P., Wong&\Browne, G. (2010). Clinical study. The quality of life of a
multidiagnosis group of special needs children: Associations and Costs. International Journal of Pediatrics. Vol
2010. 313. http://www.hindawi.com/journals/ijped/2010/940101/cta/

3Thurston, S., Paul, L., Ye, C., Loney, P., Browne, G., Thab&rRpdenbaum, P. (2010). Interactions among
ecological factors that exgin the psychosocial quality of life of children with complex needs. International Journal
of Pediatrics. Vol 2010-10 http://www.hindawi.com/journals/ijped/2010/404687/ca/

4Ye, C., Browne, G., Grdisa, V., Beyen&, Thabane, L. (2012). Measuring the degree of integration for an
integrated service network. International Journal of Integrated Care. 15, 1
http://www.ijic.org/index.phplijic/article/viewArticle/835/1783
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To further enhance securitgll individualassessmentaere password protectedtheyare
stored on a password protected computiera locked office accessible onlyttee evaluation
team.

2.4 Caregiver Interviews
During theearlierFormative Evaluatiogrwedistributeda caregiver survey; howeveagsponse
waslovE NB Tt SOGAyYy3a O NBrlhighewh @strksS | g8 g2 NJ f 2 Ra&

For the CFP3 evaluation, we aghiti i SYLJG SR (2 K ShyN\ffedrg th&rathed S N&E Q
opportunity to participate in a telephone interview at a time of their choosimg@.minimize any

real or perceived risk to privacy, the evaluation team was not ghaeegivemames or contact
information. hstead, CF staff provideadshort description of the evaluation aaah invitation

to participate they were asked to contact the evaluation team directly if they wisheleto
interviewed However,onceagain,response was limitedynly 4 caregvers contacted the

evaluation teanto be interviewed

Nevertheless, & condicted semistructured, in depthinterviewslasting about 30 minutewith
each respondingaregiver. Interviews were conducted by telephone by pairs of evaluation
team members wh took detailednotesand crosscheckednotesfor accuracy.Interviewstook
place betweenJanuaryandMarch 2014.

During these interviewse asked:
1 Whatisyour overall experience with the caregiv&rpportinitiative?
0 Has the caregiver initiative mgbur needs?
o What was bestvorst?
o What, if anything, would you change?

1 How has the caregivesupportinitiative impactedon you and your family?
o Has itimproved your ability to continue to care over the shedrm; over the
longterm?
o Do you feel you arenore connected wittyours or otherfamilies?
o Do you feel you are more connected with formal service providers?

As it turned out, a number of caregivers optedamvide feedbacko us indirectlyia theirKey
Workers we have included this feedback in amalysis
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3.0What We Found

3.1 Review ofJoint Workingand Key Worker Models

3.11Models2 ¥ aW2AYy (G 22NJ]Ay3Ié

TheFormativeEvaluationobserved thatkey Workerglaya pivotal rolein connecting CMC and
caregivers ta range oformal providers andservices We turned to the international
literature to add depth to this observation.

The results of outargetedreview emphasizéhe reality, well documented in thEormative
Evaluationthat children with multiple chronic needs and their familes face formidable
challenges accessing and coordinating needed services and suppdhsir owrt?. A

population study found thatamiliesof children with cerebral palsgequiredan average of
different servicegrom different provider$; recall thatthe 53 CMC in the OPhase Zaveraged 7
different diagnosed medical conditions; one lived with 14 medical conditions. As a result they
requiredcare from an average of @nd up to 14lifferent physicians (both generalists and
specialists)this number @es notconsider noAamedical serviceand providersalsorequired by
CMC and familieg.g., rehabilitation, social work, personal support, education).

Such challenges have led maegearchers and providets look from serviceby-service
approaches whicbhecome increasingly difficult to manage numbers of services and

providers riseto more collaborativeteam-based approachesrmodelsofd 22 Ay (.6 d2 NJ A y 3

this connection, the literaturelescribes a continuum thaincludesmulti-disciplinary inter-
disciplinaryand transdisciplinaryjoint working"® (see Figure 1)

1 Multi-disciplinary workingccurs when individual professionals work within a single
agency.An example is when a health visitor, hospital consultant and speech and
language therapist might work together within a health agency to introduce tube
feeding for a child with complex needs

1 Inter-disciplinary workings defined as individual professiosdtom different agencies
and possibly secto@ssessing the needs of the children and families separately, but

1 Beattie, A. (19998ervice C& NRAY F GA2yY t NP FS&aA 2 y-hgercyServide Swdingtof (1 KS
for Children with DisabilitiesThe Handsélrust, Birmingham.

2Cass, H., Price, K., Reilly, S., WisbeachMec&nachie, H. (1999). Supporting children with multiple disabilities.
Child: Care, Health and Developmeat3), 191211.

3 Parkes J., Donnelly, M., Dolk, H. & Hill, N. (2002). Useysigtherapy and alternatives by children with cerebral
palsy: a population studyChild: Care, Health & Developme2(6), 46%477.

4Watson, D., Townsley, R. Abbott, D. (2002). Exploring mutigency working in services to disabled children
with complex healthcare needs and their famili@surnal of Clinical Nursingj1(3), 36 %375.

5Choi, B. C. K., Rak, A. W. P. (2006). Multidisciplinarity, interdisciplinarity and transdisciplinarity in health
research, services, education and policy: 1. Definitions, objectives, and evidence of effectiGinesd.and
investigative medicine. Médecinecliniquegiekmentale 29(6), 35%364.

w2 f
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meeting together to discuss their findings and establish go&lsr instance, a health
visitor, special needs teacher and social worker mightikvtogether to develop a
package of care for a tubfed child who is about to attend schoohssessment andare
planning arecompleted at different agencies but with a medtgency discussion

Transdisciplinary workings describeds a more holistic approach that shifts the focus

of the service delivery to both the child and famillhe initial assessment examines the
needs and wishes of the family and child so that the package of support and care is

designed specifically to meeteir needs.¢ KS & LINA Y NBE LINR GARSNE AY
responsibility for providing, advising on andaalinating services for the chilahd
family?.
Figure 1 Main features of multidisciplinary, interdisciplinary andrans-disciplinary
working?
Multi-disciplinary Interdisciplinary Transdisciplinary
Features (separate services) (co~ordination of services) (synthesis of services)
Likely perceptions of Low Medium High
service quality by families

Focus of service delivery

Professional roles & knowledge
Assessment & provision

Partnership with family and
child

Criteria for measuring quality
of provision

Funding

Who co-ordinates services

Single agency e.g.
healthcare

Single discipline

Separate professionals/
agencies

Low

Goals set by single
agencies/ professionals

Single agency

Family

Multi-agency e.g. health
& social care

Single discipline

Separate agencies but with
multi-agency discussion

Medium

Guoals set by multi-agency team
with input from families

Single or multi-agency

Multi-agency group

Family and child, e.g. the needs
& wishes of the family & child

Multi-discipline

Multi-agency, in partnership with
famuly & child

High

Goals set by family and child with
mput from professionals

Multi-agency

One key professional

While definitions vary, theeommon ake-away message is th&br children with multiple needs
and their familiesmore elaboratedeam approache$acilitate more holistic care planning and
better coordinateddelivery. They also benefit providers who han®re immediate access to a
wider range of expertisand collegialsupportwhen addressing complex problems

For example

1 Researchergvestigated views from professionals about mialgency working and

F2dzy R i

KIi G4KSé@

¢ S NB3. RagidpSnsindichtedtiay 3 ¢ &

L2 aAd

improvements to their working lives (e.g., professional development, communication,

Watson, D., Townsley, R., & Abbott, D. (2002). Exploring-agsticy working in services to disabled children
with complex healthcare needs and their famili@surnal of Clinical Nursingj1(3), 36 %375.
2Watson, D., Towirsy, R., & Abbott, D. (2002). (See n.1 above).
3 Abbott, D., Townsley, R., & Watson, D. (2005). Magency working in services for disabled children: what
impact does it have on professionald@alth & social care in the communityd(2), 15%,163.
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collaboration, and relabnships with families) promoted more effective care to support
and meet famy needs

1 Bvaluationof the Rural Beginnings Projeahichuses a tranglisciplinary approach to
0dzA f R (G KS a& G S| "bsérwd@inkexédsedipdtedt cap&chyfamtidiptake
interventions by parents because of the common understanding and reinforcement of
strategies high levels osatisfiction with communication with staff; high levels of staff
commitment fostering atrong collaborative organizational culture

What also emergess a strong sense that more elaborated team approachgsort and
empower family caregiversWhere joint working amonfprmal providers idimited, informal
caregiversnaytake onmore ofthe coordinating roleand the burdernwhichthat entails where
joint working among formal providers is more extensieg professionals do the coordinating,
caregiver burden is lesseneérurther, where coordination across multiple providers is led by
G2e S& LINE TsBppaitdd dy/atdarife focus of service deliveganshift more
completelyfrom what individual agencies cao, to whatchildren and families need.

3.1.2 Key Workers

¢ KS GRS RiEthudiduétlyassociated withoint working For example ni their

examination of a multidisciplinary teaat the Ronnie MacKeith Child Development Centre,
5SNbeakKANB / KAftRNSesa@rersourt shath Key V2 N SXD X a aSaasSyld
manage appointments and ensure effective communication betwéerchild, parents, and

various providers like pediatrician, physical therapist, occupational therapist, speech and

language therapist, clinical psychologist, social worker, and representatives of education

services.

Key Wrkers also provide informatiorsupport and facilitate coordination of health,
educational and social service&n evaluation of a prograrior families with visually impaired
childrenfound that Key Wirkers provigd crucialinformation, support and liaiscn

Other studies havebserved that

1 The Key \Wrker role can be seen as a best practice in the care of children with complex
Yy S S R & X ardnts\ar® §iveriichdice, throughout the child's-jiderney, to have a

1 Alston, M., Barber, N., Micek, S., & Witrgganes, K. (2007). Draft Interim Invest to Grown Evaluation Report.
WaggaWagga: Charles Sturt University.

2Morton, R., Billings, K., Hankinson, J., Hart, D., Nicholson, J., Rowlands, A., Saunders, R.A&{2a08Y),

Individual responsibilities in multidisciplinary workif@urrent Paediatricd 3(1), 23;29.

3Rahi, J. S., Manaras, |., Tuomainen, HHu&dt, G. L. (2004). Meeting the needs of parents around the time of
diagnosis of disability among their children: evaluation of a novel program for information, support, and liaison by
key workersPediatrics114(4), e47¢482.
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person who could act as a coordinator of care and who haepth knowledge of them
FYR GK3ANI OKAf RE

1 Peer suppdris an importantcomplement to i€y Worker services becauseprovides
agl t dzSR 2 LI NI dpkA INBSS & yiF2 N¥WS Siih aigijoRk hawng & dzLILJ2 N
a diverse team of professionadsl & da I ifpNRPARKR Yy 3 || NRy3IS 2F SE

In other wordswhile valuable in and of itselfhe value of the Key Worker role can be
magnified when they lead, or aembedded within, collaborative teanms other forms of
G22AYy0 62NJAYyIdE

3.13/ KA f RNB yem sletwotkECTN) ¥ Simcoe York

In the Formative EvaluatiorKey Informants identifiethe/ KA f RNBYy Q& ¢ NBF GYSy i |
of Simcoe Yorks an exemplaripcalmodel of care for children with ongoing complex needs

and their caregives.

Established in 2005, CTN is funded by the Ministry of Children and Youth Services. It takes a
broad-based team approachtocare. OO2 NRAYy 3 (2 AGa 6So0arAiasSzI /¢b
and organizations committed to providing comprehensive care addinated serices to

OKAf RNBY YR @2dziK gAGK YdzZ GALIX S ALISOAIfT ySSR
CTN now has @v 50 partners includingchools, hospitals, rehabilitation providers,
NEONBIFGA2yAaGazr az20Alf dkiRwittOspecinldegds.i & & SNIIA

O
(0p))
Qx

In 2008 CTN received the Rotman Award in PediatricéHOare Innovation from the SidklkK
Foundation; in 2009, it received a Public Sector Leadership Award from the Institute of Public
Administrationof Canada (IPAC) abebloitte.

CTN has been extensively documented and evaluad&iii  Af & 2F GKS / ¢bQa 2N
operation can be found dittp://www.ctn -simcoeyork.ca/aboutctn/questionsandawers.php

L Carter, B., Cummings, & Cooper, L. (2007). An exploration of best practice in ragkincy working and the
experiences of families of children with complex health needs. What works well and what needs to be done to
improve practice for the future3ournal of clinical nursing6(3), 52¢539.

2Greco, V., Sloper, P., Webb8Beecham, J. (2006). Key worker services for disabled children: the views of staff,
Health and Social Care in the Community, 14 (6);325
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and in a number of published articlgs4. Alisting of selectedevaluation tools used by the
CTN can be found in Appendix A.

Anumber ofcharacteristicseem particularly relevartb the CFE
1 First,CTN usea common assessmerdhared clientecord, and single plan of care
which establish the operationalexws for inter-professional and inteorganizational
teamfocused on the needs of the child and famikx designated care coordinator
(similar to a Key Worker) is the link betweerm ttamilyand the provider team

f Second, care plarese built around tke familyQsionand goal;a s KSNBE R2 T YA
gLyl (G2 0SS Ay &AE Y2yGK& 2NJ I &Sk NKé D2 f
Gye OKAfR glydGa G2 32 Gl yi D AND Kieljedlofd il INEI1e ¢ é
the team is to puin needed services and supports to achieve these goals

i Thrd, joint working is encouragettirough mechanisms including:

o Financial incentives: participatirorganizations receive funding

o Accountability: contracts signed by all participating organizations identify
expectations including participation aareteams, information sharing, and
compliance with privacy and confidentiality requirementlich have been
determined in collaborationvith health regulatory colleges

o Technology: virtual team meetings are technolemabled; an electronic care
recordisaccessible to all team membeasdfamilies

0 Regular meetings and training sessionsnthly Network meetings discuss
organizational chadinges and opportunitiesmonthly clinical meetings raise
issues and work toward solutions

1 Fourth, CTN undergoes regular evaluatinndividual and Network levels:
o Care plans are evaluated to ensure thitnecessary services have been put in
placeandthat goals have been met

!Thurston, S., Paul., L., Ye, C., Loney, P., Browne, D., Browne, G., Wong, M., Th&Rosehbaum, P. (2010).
Clinical study. System integration and its influence on the quality of life of children with complex needs.
International Journal of Pediatd Vol 2010. 412. http://www.hindawi.com/journals/ijped/2010/570209/cta/
2Thurston, S., Paul, L., Loney, P., Wong&\Browne, G. (2010). Clinical study. The qualitifeff a
multidiagnosis group of special needs children: Associations and Gustsational Journal of Pediatric¥ol
2010. $13. http://www.hindawi.com/journals/ijped2010/940101/cta/

3Thurston, S., Paul, L., Ye, C., Loney, P., Browne, G., Thab&rRpdenbaum, P. (2010). Interactions among
ecological factors that explain the psychosocial quality of life of children with complex netteational Journal
of Pedatrics Vol2010 . 410 http://www.hindawi.com/journals/ijped/2010/404687/cta/

4Ye, C., Browne, G., Grdisa, V., Beyen&, Thabane, L(2012).Measuring the degree of integration for an
integrated service networknternational Journal of Integrated Cark2, 115.
http://www.ijic.org/index.phplijic/article/viewArticle/835/1783
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o Validated instruments such as MPOC (Measure of Processes of Care) and the
CANS Tool (Child and Adolescent Needs and Strengths) are used to determine
the extent to whichparents' perceive that the services they receive are family
centred; additionalinstruments alsoneasue health and social seice
utilizationt

1 Fith, CTNhasdemonstrateda range ofpositive outcomesincluding
o For families
A 91% family satisfaction
A 89% of familiesvho felttheir most important issues were addressed
A 77%who reported improved communication with providers and quality
of services

58%whoreportedii KSANJ OKAf RQa LI NIAOALI GAz2Y

A
A 50%experiencedncreasechope and ability to cope
A Stronger netwaks of families who share experiences and knowledge with
other families to help them meet the dap-day challenges
o For providers and system
A Development ofa strong network of partnerspanninghealth, education,
and community sectors

3.2 Follow-Up KeyInformant Interviews with CF Stafind Key Workers

We asked CF stadhd Key Workeraboutprogress duringi KS LIN2 2SO0 Qa G KANR

rated its performance They noted that

1 Building on the success of earlier phases, the CFP3 had seen avedditft toward

LJf

longerterm goaksetting. Staff andkeyWorkersNE LJI2 NI SR (Kl X Ay 02yl

earlier phaseswhere the focus had often been on accessing funds to deal with
immediate problemsPhase 3 hadeena strongeremphasis oriorward planning This
emphasis facilitated useful dialogbetween caregivers and Key Workers abahiat
wasneeded to sustain thearegiver, as well as tteMC and familylt had promoted
creative thinking about howesources could be usdd meetcaregivemeeds through
recreation, education and skills developmetithas also given Key Workers new
opportunities to engage caregivers, build trust, and get at underlying problems with the
aim of building more lasting solutions

1 The new administrative review grcess had reinforced this succesk the CF's initial
phasesgconversations between Key Workers and caregivers dfieased on funding,

! Browne, G., Arpin, K., Corey, P., Fitch, M., and Gafni, A. (1990). Individual correlates of health service utilization
and the cost of poor adjustment to chronic illness. Medical Care 28(¢5843

2 Children Treatment Networ{CTN)of Simcoe York2013). Annual Report 2012013. Accessed dime at:
http://www.ctn -simcoeyork.ca/resources/2032013%20CTN%20Annual%20Report%200nline.pdf
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since Key Workers decidéadw the dollar amountsvould be allocated However,
funding decisions during CFP3 were made bgdministrative teamafter it reviewed

the goals seby the Key Worker and caregiver; as a result, Key Worker/caregiver
conversations focused more on gaaléey informants uniformly supported thibange
which they said achieved greater consistency in decisiaking. Moreover, by shifting
sometimes contentious funding decisions to the administrative level, it had improved
relationships between Key Workers and families who could now focus more on
problemsolving andongerterm planning.

Sme challengesemained

1 Not all caregiversembracedgoalsetting. As a group, aregivers who had participated

in earlier phases of the CF warwre difficult toengage irgod-setting they seemed to
have fxed ideas about the C&bout the amount of money they would receive (based
on what they had previously received), and howhbud be spent.In some cases,
caregivergpresented receipts for purchasesenbefore the goaketting processad
begun

Caregivers from the earlier phasesf the CRwvere less inclinedo focus on their own
needs these caregivers had been useddealing withthe immediateproblems
experienced by their childndexperienced a difficult time moving beyond that

Some caregivers found the assessment agwhtsetting procesgaxing. Key Workers
expressedhat the length of theCFassessment and goaktting procesg, often lasting
two hours, but sometimes lasting up to six hognwasquite demandingor some
families. As a resultthe assessment and geaéttingprocessoften required multiple
visits

CF staff andKey Workersfaced time constraints. CF staff and Key Workers notdutre
KIFRYy QiU 0SSy ®kaFeRddomplety ihe assksgresthdengage irgoak

setting, establish linkages with other providers, and folguvto truly understand how
everything was working for families. They stated that the entire process would be
smoother and likely more successful if tHegd a longer time frame taork with.

Key informants offered a number suggestiond 2 NJ A YLINR Ay 3: / CQ& LISNF 2 NJ

12

1 Provide Key Workers witlongoingtraining. Key Workers and CF staff identified that

additional and ongoindraining aroundproblemsolving andyoatsettingwould enhance
their abilities ensure greater consistency in approacBes YR A YLINR @S (G KS / (
performance

Clarifyadministrative guidelines around moneyKey Workersaidthat clearer
guidelines arounavhat moneyfamiliesare eligible for and what they are likely to
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receivewould allow them to conentrate moreon setting and attainingoak. Once
funding decisions were identified, it would be beneficial for the Key Workers to be
informed of the decisions as often the cgreers contact them withelated questions

1 Shorten the frontend assessmentCurrently, assessmesitollect medical information
about the childwhichis also collected elsewherduplication could be reduced hysing
acommonelectronic record

1 Purposefully ésign the process so that it takes plaocger two to three visits
Caregivers andey Workers suggested that would be benefidal to extend the goal
setting process over multiple visits to develafuller picture of what the family needs,
and howchangingneeds mighbestbe met

1 Consider that not all care plans may requidellars. While all caregivers benefitted
from additional fundingKey Workers felt that families witbwerincomes who could
not afford to purchase needed services on their guenefitted the mostthe funding
component of the CEould be more closely tied to economic means

1 Better integratethe CFwithin the ICCM and with otheproviders. CF staff and key
Workers reportedhat the CF had positively impacted on workne¢ationships between
Sick Kids, # TQCCAC and Hollarigloorview;this success could be strengthened by
bringingtogether other organizations and provideso arealso caring for the same
children andfamilies Not having a record of how oth@roviderswere involved withCF
Ot ASyda YSIyl 3IdzSaaAiy3d | o2 duhetielcare plaBsa G G 2 dz
were aligned, and he much followup was needed

3.3 Analysis ofCaregiver Assessmeand CarePlan Data
A total of42 assessmentsere completedduring the third phase of the CHese ncluded
longerterm goals and plans to achieve them

3.3.1 Goal Identification

A range of goals, ecreated by caregivers and Key Workers, are recorded in the assessments.
Broadly speaking, while some of #egoals remaird centred on theimmediate needs of the
CMC, metlook to thelongerterm needs of the caregiver and the impartce of maintaining
social relationships within and beyond the famiBdl speak to the importance dfeing able to

& G S LJ t@lbootdwéard the horizon

According to one assessment:

T dva2iKSNB ¢l a ofS G2 Of SI Niy,&andhawlihe Odzt I G S
changing needs and dynamics have allowed her to approach the situations from a fresh
perspective where she can acknowledge the-sale that she needs to focus on.

[Mother] feels that approachinthings and taking small stepss allowecder to
O2yySOU 6AGK NB&a2dzZNOSa GKFG aKS g a KSaadl
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Some goals still focused on tHenostly medical) needs of th€EMC For example

T

T

Incontinence suppliesmerged as a significaigsuefor some familie¥ d a2 § KSNDRa f |
concernigsi KS FAYFYOALFf o06dz2NRSY 2F GKS RAFLISNER Y
Othercaregiversexpressed concern abotie painexperience by thar child;, one

g Iy (i S Rirchage maréprivate physical therapy to optimize gross motor function

and decrease pain

A number ofcaregiershA RSY A FASR YSRAOF A2y O2ada | :
a (i NBOonéassessment statesthatta 2 G KSNJ ¢g2dzf R tA1S (2 o6S | o
funding to assist with the coverage of medication, over the counter medication and
othersuppl @ dza SR T2NJ 6KS Ot ASyiQa RIFIAf& | OGADA

Other goaldook towardadditional and or alternative therapyp promotethe wellbeing
and developmenbof the child(e.g.,horseback riding and pool therapy sessions).

Many goals were aregiverfocused Key Workers said that they encouraged caregivers to sort
through their own physical, social and mental needs and to consider what was required to
maintain their resilience and capacity; this focus comes through in many of the goals identified
in assessmentsFor example:

l

14

One caregiver wanted to devel@omputer skilldo be able to seek out information and
apply for supports online

Othercaregivers wanted to take steps to improve their job skills so that they could re
engage in paid work outsidee household: For exampléylother would like to be able
to return to work parttime so that she can discontinue support of OntaNork< [the
provincial income support program

Another caregiveexpressed her desire to engage in creative activitidother is
willing to explore future next steps on how to support [her] dreams, such as, creative
GNAGAY IS NBadzYS gNAGAYyIODDE

Many caregiveraimed formore alone time andnore time spent in community/social

activities. For example, one caregiver wantedave timeford ! G G SY RAy 3 & dzLJLI2 D
meetings in the communityRecognizes the importance of these outlets and will ocu

on enhancing this aspect of [thefr]A F S ¢

Mental health was also an issu@s outlined by one goal identificatipthe caregiver

wishedtod 9 ELI 2NB 2LJiA2ya Ay (KS O2YYdzyAide (2 a
options) to develop and ensure an established therapeutic relationship to support her
SY2GA2yIlffedé
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Other goals looked more broadly toward maintaining the integrity of tii@mily. Caregivers,

Key Workerand CF staffepeatedlycommented on the high levels of stress experienced by

manyfamilies caring for CMC; family breakup was afteguent outcome. Not surprisingly,

many of the goals recorded in the assessments aiateslistaining families. For example:

1 Some caregiverselt that relationship building activities would help maintain thewn

resiliency éMother noted that it is important for her and her husband to spend some
j dzl € AG & GAYS TheXeySoiké SadsladieftorcghBedtthis family to
community resources to provide the parents with respite and allow them the time to
reconnect and strengthen their marriage

1 Other caregivers identified the importance of building up familial relatiaidother
would like to continue to have family time together as it has really improved their

NEBflGA2YAaKALl 6A0K GKSANI RFdAKGISNI YR 0SGgS

1 Some caregivers identifiesl strong desire tde able to give more attention to other

familymembersd a 2 G KSNJ FdzNI KSNJ RA&a0dzaaSR KSNJ RSaA

Y2 NB LI & & A Ohetbenkefi® dbfAni invioWwesnanXwould be twofold; the

children would be exposed to these activities, and subsequently mother would not have
to entertain or supervise the children at home if they are involved in more extra
curricularactivities(i.e. mart break, summer camps, sportecg. Mother also

KAIKE AGKGSR WFFYAfE@ GAYSQ Fa Fy20KSNJ KAy 3

3.3.2 CarePlans

Care plans developed to achieve these goalgeala similarly broad rangeand considerable
imagination Table 1 provides examples of typical care plan elements and the frequeticy
whichthey appear.

Tablel: Care Plan Summary

Types | Example | Numberof Clients
CMC Supports

Health Care T  New nmattress
Services and T Medicatiors
Supplies 1 Incontinence supplies
1  Protein supplements 23
1 Increased physical therapy
1 Increased occupational therapy
1 Look into pet therapy
Caregiver Supports
SelfCare 1  Gymmembership
1 Counseling services 10
1 Yoga
In-home Support/ 1 In home respite
Respite f  Support during the night 10
M  Assistance with household chores
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Connections to 1 Explore community agencies that might be available for emergency
Community respite 9
Supports 1 Connect with church services
1 Plan Toronto
Health Care 1  Booking physician and dentist appointments 8
Services 1  Acupuncture
Home 1 Caeiling lifts
Modifications/ 1  Apply to Habitat for Humanity to determine eligibility for an accessik 8
Equipment home
1 Generator
Transportation 1  Obtaining a modified vehicle
1 Applying for funding for vehicle modifications 3
1  PurchasingVietropass(public transit pass)
Employment 1  Exploring next steps to improve resume and engage in volunteering 2
Supports identify potential careers
Family Supports
Relationship 1  Go out for dinner with the family
Building 1  Family skiing
1  Explore funds for family outings
. 13
1 Counseling
1 Parent alone time
1  Sponsorship of father
Activities 1 Involve siblings in sports 7
Socializing/ Hobby | § Camp
Personal ltems 1 Winter clothes 7
1  Furniture
Connect to 1 9yadaNARy3 Fff OKFENARGASE | NB o0SA
Financial Supports Start etc) 6
1  Applications for Christmas Toy/Basket through Salvation Army
1 Reach out to additionglossible funding sources i.e. disability tax cre
SkilsDevelopment | 1  Tutoring support for sibling
1 Link siblings to Young Carers program 2
1 Beverly School to learn techniques

As the numbers showhe health careneeds ofCMCstill figure prominently in care plans:
1 About half 23 of42) of these plansncludemedical supplies (ranging from a special
mattress to nedicationsincontinence supplies and protein supplements) and health
care (e.g., physical therapy, occupationalrdq@y and even pet therapydr the child

The list ofsupportsfor caregivers is longer and more diversgetchingwell beyond health

care Plans encompadq# order of descending frequency)
1 Self-care (including gm membership, counseling and yoga)
1 In-home supporsand respite (includingoverageat nightandassistance with
household chores)

1 Connections t@wommunity supports(including respite agencies, church resources, and

organizations like Plan Toronto which provide specialized servicesfidiels)

= =

Healthcare (includingphysician dentistand acupuncture services)
Home modifications and equipment (suchcading lifts a backup generator, and

accessible housing)
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1 Transportation(such as btaining a modified vehiclegpplying for fundindgor vehicle
modifications and purchasinga Metropas$g

' Employmentsupports(includingd dzLJLJ2 NI F2 NJ A YL@ andad | OF NB 3
engagngin volunteerwork to identify potential carees).

Services and supports for the family as a whole are similargrsk theyencompass

1 Relationship buildinge.g., go out for a family dinner, skiing, family outings, family
counseling, parent alone time)
Socializingd.g.,sports, summer camfor sibling$
Personaltems(including vinter clothesfor the family or furniture for the home)
Connectonsto financiak sipports(such asharities Christmas toy baskets, tax credits)
Killsdevelopment(including titoring for sibling, links to Young Carers program

=A =4 -4 4

3.4 Caregiver Interviews

Our intervews with caregiversevealed high levels &fatisfaction with, andupport for the CF

The aregiverdanterviewedhad nothing but praise for thi€§Fwhich they described as
GFEYFTAYy3Aés Gqo2yRSNFdzA ¢ aFlIyilradadé FyR aLI2aa

One caregiverwho said that caregiving can be overwhelmidegscribedi KS / C | & a Kl YR
reaching outt Another said that the CF had met the needs of caregiveysR & ¢ S &€ @2 YF

Qi
(0p])

¢tKS / CQa TAyYIl yOXCarégiveistampligsinddl thidie Ciproddedi neddedare,
respite and a sense of peadbg funding helped to relieve stress from financial concerfaer
example, funding had been used to purchase medicationssapglies(e.g., drainage bags,
hygiene productsfor the child Further,the whole familyhad enjoyed benefits since the

financial support allowed caregivers respite to focus on other family members improving their
mood, selfesteem and overall webeing. One caregiver had used the funding to reconnect
with extended family livig outside of Canada; another had purchased a camera for monitoring
so that they couldievote time toother family members without worryingo much

The personal connections developed with Key Workevsre very valuable Caregivers said

that the best aspect of th€F was the connection with the Key WorkKey Workers went

above and beyond tanderstandand support caregiver Key Workerswere described as
extremely understanding and active listeneiBy connecting to Key Worlsrcaregiverselt

that they were important, more connected, and more knowledgeable about services and
providers in heir community. TheKey Workehadbemme the essentiaft 322 ¢ LISNRAR 2 Y
ongoingadvice and support

As a result of the CF:

1 Caregiversaid theywere more able tocontinue to care In the shortterm, the CF
2FTFSNAR aLISFEOS 2F YAYRéS SY2GA2y Lt &dzlLi2 NI
refresh caregivers. In the losigrm, it helpsto improve their confidencand resilience
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1 Caregivers hd newopportunities to connect with other families.TheCFhelped
caregivers to build a network ofiutuatsupport and knowledge transfer (e.g., sharing
information about doctors, specialists and medicatiorgjhile rot all caregivers had
actuallyconneced with other families, those who didaid they had become closer to
other familiesand that they supporteeéach other

9 Caregivers were betteableto connect withneededformal services. As one caregiver
& KI NB R JedpKiS Nd S185ya ¢ 2 icéskgilable\afdieeiMgniote & S NI
connected By speaking with a Keyoker who is knowledgeablabout what services
areavailable, caregivers felt more confideny, ¥ 2 NI | (i A 2of-thd-0y2RE £& 20d&iA V' 1 A Y
KStLISR (8 &8 8SR2Fdzi Ksdungiimé, madeydht rédudng & 6 ¢
stress

Caregiversnade the following suggestions
1 Conduct assessments more frequentlfBecause CM@re often medicallyunstable and
their needscan changeapidly, more frequentassessments (e.g., seamnually or every
9 months) carensure more ppropriateand effective care for CM&hd families

1 Use different funding methods One caregivesuggested thatundsbe provided in the
form of a credit or gift cardo make management and tracking easier, €xample, a gift
cad for Shoppers Drug Madould be used fomedicatiors and other medical supplies.

3.4.1Additional Caregiver Feedback

A number of caregiveragide fromthose we interviewed), provided feedback via thedtyK
Workers. This feedback was consistently positared highlighted key observations made
earlier.

Key Workergassed on the following comments
T Mol KSNJ RSAONAROGSR GKIF{G ¢GRS 1ANSB ysuppolt A FRFEB y
az2Y yR 5 R gSt¥hnge yhe speusalir@adionshighey are in a much
better place

1 Mother will obtain a gym membershigMother will also purchase cleaning supports.
Describ FSSt Ay 3 A |fBygadkBSi w$ME IA Sy || a

1 Mother felt that supports were actually being put in placghe also felt there was
closer oversight into the familylt gave them more connections with helfghey were
very happy that itvaspresented to them, which is not typical of support progragns.
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4.0Conclusions

OMC and theircaregiverdace formidable challengedn addition to accessing and managang
range of medical and nemedical services and supports requiredmaintainthe health and
wellbeing of the child, caregivers oftetrigggle tomaintain the integrity of their familiesto
remain connected to their broader social networksd to engage, where possible, in paid
employment the personal costs can be considerable

While caregiver burden and streaee often conceptualized primarily or solely as a function of
the needs of theCMQ the resllts of this evaluatiortlarifythat caregiver burden and stress also
resultfrom the sheer efforneededto navigae & y 21\ a (i S Wha@ohne&@etservices and
providers, eachwith varying eligibility requirements, assessmefisnefitsand outof-pocket
costs. Our earlief~ormative Ealuationrevealedthat CMCaveraged/ medical conditionsand
required care from up to 14 medical specialists addition tonumerous noamedical supports
spanning home care, communisgrvices housing and education.

This is where the CF generasgssmuchvalue. All stakeholders agree that having specially

trained Key Workers engagel i NJ& & | 0 idéntifyNaBldngcEehl® solutionsand

connect with needed services and supports acdifferent providers and sectorshe caregiver

role is validated and reinforced, the family unit is strengthened, and @@ore likely to get

the supports they need toontinue toliveathomeg A 6 K f Sda f A1 St AK22R 27
and residential care

The direct costs of the CF are relatively modest; Key Workers access budgets averaging about
$3500.00 per caregiver per year to-caeate support packages that validatedareinforce the
caregiver role.The dividendare substantial:n addition to responding to immediate needs and
managing crisigaregiversare ableto look aheadgstablish longerm goals, angblan for the

future. As a resultcaregivers arenore ableto think about what they need, and more

confident about their ability to continue to cafer their families

Our previousFormative Evaluationdemonstratedstrongsupport for the continuatiorand
expansion of theCF the current evaluatioraimed toprovide insight inta@howe the CFcan
continue to evolve tanaximizevaluefor CMC, caregivers, ammdher stakeholders.In summary,
we observed that:

1 CF staff Key Workers and caregivec®ntinued to be strongsupporters and advocates
for the CF CFstaff and Key Worketsighly rated the performance of the CEP3
caregivers described the @QEnerallyand Key Workerspecificallyh & & YFT Ay 3¢ |y
Go 2y RSNF Iz €

1 Caregiveryalued the financialassistancgrovided by theCFE Caregivers said thahée
moneygoesa long way taddressngimmediate care needéuch as incontinence
supplies, medications and therapyhus givingcaregivergespiteand relieffrom
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financialconcerns It also allowcaregivers to begin to think about what they need to
stayhealthy and resilient over the longer term (e.g., skills enhancement, counselling,
creative activities)

All stakeholdersapplauded i K S shif€t@nérd goal setting. One caregiver recalled

howthe LINE OS&da KIR &2LISY 0SSR B8 rvikeSavailé. SCrstaffi 2 G KS
and Key Workers said this stafitalyzed more meaningful dialogues between

caregivers and Key Workers; it presented new opportunities for Key Workers to actively
engage with caregivers, establish trust and develop persondloethips Further

JFAya O02dzZ R 06S | OKA Sgtfng pracéss aver RINB VisRsAthyd ¢ (1 K S
developing a more complete picture of family needs and how they change over time

In setting future goals, more light was shed araregiverneeds Key Workersised goal
setting as an opportunitjo encourage caregivers to sort through their own physical,
social and mental needs and to consider what was required to maintain their resilience
and capacitysuch goalsalso frequently spoke tthe integrity of the familyas caregivers
consideredways tostrengthen relationships witkiblings and partners

The administrativereview processwhich shifted budget allocations away from Key
Workers, strengthenedhe goatsetting process.Not surprisingly,n previous phases of
the CF, when Key Workers had made budget decislmrmaselvestheir conversations
with caregivers had often focused on dollgas budget decisions moved to the
administrative team, which made budget decisions based on goals and care plans,
conversations had broadened to consider what was needed to sustain the CMC and
caregivers. According to Key Workers, in addition to leamimgyeater consistency, this
often improved relationships with caregivers, and allovwedmorethinking about the
future

There are opportunities to further improve thd C Q& LJS NKey Watkens Aofed
that although they were able to connect CMQasaregivers with other needed services
and providers, they did not always know what others actually did for their clients, or
what followrup was needed; moreover, different providers often required their own
assessments, leading tmnecessary duplicatioand time spent by families givirilge
sameinformation. They suggested that the CF be more closely integrated with the
Integrated Complex Care Model (ICCM) through mechanisms including a common care
record, and with other providers througleam approachs; this is consistent witta
growing international literaturevhich concludeshat more elaborated team
approachesand joint workingfacilitate more holistic care planning arizktter
coordinatedcaredeliveryfor children with multiple chronic needs.





















