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Background - Search and Retrieval Process - Results, cont.
* Children with medical complexity (CMC) are a high needs Study Outcomes
subgroup of children with special health care needs, e Author (Date) Outcomes Findings
. ] o Records identified through Additional records identified — h
characterized by: = database searching through other sources Coller et al. Hospltallzatlor) | Lower for PACT group (p=0.04)
- Fam I |y_|dent|f|ed SerVICe needs (eg medlcal care, ‘g (n=374) (n=12) (2018) 30-day readmission Lower for PACT group (p=005)a
T : = Total charges Lower for PACT group (p=0.02)3
SpeCIal_lzed the_rgpy, educaﬂo_n) _ _ N 3 l l Mortality 0 deaths in PACT group, 4 deaths in control group
- Chronic COndItIOn(S) associated with medical frag”'ty J— Records after duplicates removed DeMaso et  Satisfaction and Safety  High overall satisfaction with EJ (M= 5.7, SD=1.8)°
(e.g. spinal muscular atrophy, congenital heart disease, . (n = 66) al. (2000) Coping Response Mixed results, positive survey comments
ep”epsy chronic Iung disease) £ Attitude Change Moderate increases in mother’s understanding of
- Functional limitations (e.g. ambulation, breathing, or ; l their own feelings (M=5.0, SD=1.8)"
faedi _ _ d' ' : : g Records screened [ Records excluded Haney and Overall weII—bging No stat?stﬁcally s?gn?f?cant dﬁfference (p< .227))
eeding |mpa|rments), an (n=320) (n = 261) Tufts (2012) Parent well-being No statistically significant difference (p< .314)
- High health care utilization (e.g. frequent or prolonged — Family well-being No statistically significant difference (p< .178)
hospltallzatlons multlple SUbSpeC|a||St prOVIderS) ‘ Parent satisfaction No statistically significant difference (p< 528)
L . . . 2 McCusker et Infant development
° 0 = _ ; i i
CMC represent an estimated 0'44) O.f children in the Umt.ed 2 ul te:;f::;i?”atisessecj —»/ Fu”te::i::::;;)?UdEd A al. (2009) * Psychomotor No statistically significant difference (p=0.63)
States and account for 1/3 of pediatric health care spending = n=59) (n=52) « Mental Improved infant mental development (p=0.02)
+ Parenting CMC is associated with unique demands and e o infant feeding
challenges: J— \ 10~ No parent and/or chid outcames measurd * Time No statistically significant difference (p=0.85)
G . q - burd 2 - Unavatlable in Englih e Breastfeeding Increased incorporation of breastfeeding (p=0.03)
- Greater caregiver ana economic ourden B Studies included in data synthesis (Duplicate / + Perceived competence Increased perceived competence (p=0.027)
- Increased worry, anxiety, social disruption, conflict with % (n=7) Maternal coping & Decrease in maternal state anxiety scores (p=0.04)
home care providers, and parental role conflict £ adjustment
» Benefits of parent education programs for children and - McCusker et _Child Adjustment e
: : al. (2012) * Problem Behavior No statistically significant difference (p>.1)
youth with special health care needs have been Family Functioning
established; however, no SyStematiC reviews have * Personal Strain CHIP-School group with lower personal strain (p=0.01)
examined how parent education programs can benefit the Resu Its « Family Strain CHIP-School group with lower family strain (p=0.02)
subarouo of CMC Toly and Negative emotions Intervention had medium effect size (d=0.052)
J P Study Characteristics (Z;;:lzl;\iewski iepre:s:;?tcog;\iiio(;\s :Dnte_?/entio.? 'hid small effect sizte (d=0.22)
Author/Year Parent and Child Intervention ceeptabliity of study OSItIVE exitInterview comments
; __ : — procedures (journaling)
P Design Characteristics Duration Theory Components Interventionist Orne, Patient length of stay Lower for bootcamp group (92 vs 60 days; p=0.02)
U rpose Coller et al. (2018) TR SR Fllzrg_‘;or Action and Care Transitions Medical home. F)hysiciar(\j Branson, and Discharge training time  Lower for bootcamp group (60 vs 16 days; p<0.001)
: : : : : : o Or nurse practitioner an Cazzell Caregiver stress Lower for bootcamp group (49 vs 45; p<0.001)
: children with medical 18 months  None identified : : : . . .
To systematlcally €xamine componen_ts of parent education Randomized e e Patient-specific action plans nonclinical transition (2018) Caregiver satisfaction Positive survey responses to open-ended questions
programs for CMC and synthesize evidence about these Controlled Trial COIRME: E015 e Post-discharge coaching e dirctod ool
’ : : 9Adjusted analyses
programs’ effectiveness on parent and/or child outcomes DeMaso et al. (2000) Derived from b Ratin . . .
gs determined by using a 7 point scale
_ : preventative The Experience Journal .
Quasi-experimental E?)s;ietjlizi?i ?;?zer;?aifgg icil;zn Not specified intervention, medical e Computer-based application to deliver Egﬁ;gce Journal
one group post-test crisis counseling, and psychoeducation
M e t h o d s - only narrative therapy
. Haney and Tufts . Electronic communication intervention
DeSIQ_n , _ _ _ (2012) 19 parents of medically fragile -wqaerfaricﬁz\;\gzzs e \Weekly education focused on
* Whittemore and Knafl's (2005) integrative review and technology dependent 12weeks rZI parenting or specific healthcare topic ~ Nurse
methodology Quasi-experimental  children cared for at home XPanding e Open communication between
. . Consciousness
Study Selection pre- post-test design parents and nurse
([ J - . . . I H D. I .
Inclusion C_I’I’[el‘la | | N McCusker et al. 20 mothers & 56 fathers of Congenital Heart Disease Intervention
- Described an intervention focused on providing (2009) infants admitted to a cardiology . Progra mme (CHIP) . Pediatric dlinical
education to parent and/or family caregivers unit, bom with congenital heart ~ Notspecfied | onoacionalstress e Sixsessions focused onmeaningand -y o4 ediatric
- . . ) ) and Coping Model grief, mother-infant transactions, and . .
- Included children between 0-18 years of age Non-randomized disease who required surgical or sroblem-solving strategies cardiology nurse specialist
) : L. . led trial heter i . . 0 ks . .
Child population is c_zlocum_ented as medically complex controlled tria Catheter Inventions e Program manual with resources hoto Courtesy of Almost Home Kids
or can be characterized this V_Vay McCusk I 68 mothers of children with Congenital Heart Disease Intervention
- Measured a parent and/or child outcome (2;1;)5 eretal. congenital heart disease Programme (CHIP)-School Pediatric: clinical
* Exclusion Criteria | | | | entering school who hac;l | S Transactional Stress Qne day wor.kshop psycho!ogist, cardiologist, c on cl us i ons
- Full-text was unavailable electronically or in English Randomized undergone at least one invasive and Coping Model ¢ Bicycle exercise stress test or cardiology nurse
Search Method Controlled Trial procedure for a major heart e |ndividualized follow-up family session  specialist : .. i : : : L
. * Inconsistencies in describing this population of children exist in the
» Databases: Cumulative Index of Nursing and Allied Health e : efect - Progri”l‘ manual with resources itarature
- oly & Zauszniewski . esourcefulness training intervention B _ _
therature, PUbMed, SCOpUS, and PsyC”\lFO 22 mothers caring for . . ) : o Cew parent education programs dn*ecﬂy target parents of CMC and
. MH: “Child dicallv fraaile” AND “Ed tion” AND (2014) technologv-d dent child Zauszniewski’s e |n-person education resourcefulness _ s _
D - t”l , Medically rragile ucation r‘;;l:‘n‘:’ezz‘r’;};n‘:iifl‘mi”n C;O'gyrae:d 6weeks  Resourcefulness skills Nurse among those that do, the focus is on providing adequate caregiver
aren Randomized Theory e Wiallet-sized card and magnet education to support safe home care
. TSR : : PR : stroenterology clinics L : : . - : :
Keywords: “children with medical complexity” AND Controlled Trial & &Y e Daily journaling for reinforcement Parent education programs for families of children and youth with
“caregiver” AND “training” rne, Branson, an i itive i _
Data Ex?raction and S nt?] esis gazzee’ll (?015;)) /2% 34 primary caregivers of childrer Predischarge “Boot Camp” Training special health care needs demonstrate a positive impact on parent
| y _ | with medically complex N o Nore identifiod Program for Caregivers . child relationships, coping skills, and family functioning
* Study variables extracted in data collection tools developed Quasi-experimental  OMditions and newly placed Otspediied  None dentitie e Nine structured sessions Hise + There is a need for continued development of evidence-based
by mvestlgz_;ltors o | pre- post-test design tracheostomies e Caregivers must progress in order parenting education programs to meet the uniqgue needs of parents
 Papers reviewed and findings synthesized of CMC




