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mﬁf"‘dﬂ‘;ﬁ’iﬁﬁ,‘f‘“‘tﬁ' Outline of
Presentation

Overview of the Special Needs Program
A John Gordon

Role of Pediatric Nurse Case Managers in the care of
medically complex and fragile children with chronic
conditions

A Holly Colby

Developing a care coordination curriculum for families
A Anne Juhlmann

Break-out



mcmqmn’sao_spﬁan Medically Complex and Fragile
o Msconsn Children with Chronic Conditions: A
Working Definition

Complexity
A 5 or more specialists, 3 or more organ systems
A Uncertain diagnoses, treatments, disease trajectory
A Other coordination challenges
A Distance, Language, Poverty, Transitions

Fragility
A 2 or more admissions, 10 or more inpatient days
A 10 or more clinic visits
A Technology dependence



mﬁfh{i‘%‘i‘iﬁlﬁf"“ﬁ' Needs of the
Population

Medical
A Access to needed medical services
A Continuity of medical care in and out of tertiary center
A Availability of providers whenever needed
A Providers familiar with medical conditions/treatments

Non-Medical
A Community services
A Insurance and Benefits
A Parent-to-Parent connections

Communication and Coordination
AA fitgmd per son
A Ability to navigate the system



m\ﬁfh{ﬁgi';’f,s'?:fp“a' The Special
Needs Program

Mission
A To ensure seamless inpatient and outpatient care for medically
complex and fragile children with chronic conditions
Structure
A All patients have a local Primary Care Physician
A All patients have an SNP Pediatric Nurse Case Manager
A Many patients also have an SNP MD Care Coordinator

Features
A Availability: 24/7
A Continuity: Home/Ambulatory/Inpatient
AFamiliarity: Detailed care coo
A Flexibility: Adapt to new needs/challenges
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Family Satisfaction and Quality of Life
A Value coordinated care and increased time at home

AfiNow have time to be a parent r
wor ker | and care coordinator o

PCP Satisfaction

A Highly appreciative of shared responsibility
AfiCould never take on these pat.i

Specialist Satisfaction
A93% fiOverall Very Satisfied?o
ARA great asset to Childreno6és Ho
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m‘ﬁf"{ﬁ;iz’;'?ﬁsp“a' Non-Clinical
Activities

Teaching

A TEAM (Nationally recognized pediatric resident Special Needs
and Medical Home curriculum)

A Shadowing and preceptor opportunities for nursing and other
fields

Research
AMCHB Grant fABridge to Independe
A Outcomes measurement

National Presence

A Recognized by the 2006 MCH Task Force on Pediatric Specialty
Manpower

A Consulted by hospital centers throughout the US and Canada
about our care coordination model



| e Paying for
Care Coordination

Expenses: $1,500,000
A Nurses (5)
A Physicians (3)
A Other staff and operating costs

Reimbursement: $650,000
A Physician billing
A Medicaid reimbursement
A Grant support and philanthropy

Deficit Borne by Institutions: $850,000
AChildrenodés Hospital of Wiscons.i
A Medical College of Wisconsin
AChildrenb6és Specialty Group
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The Role of the Pediatric Nurse
Care Coordinator in the
Special Needs Program

Holly Colby, RN, MS
Special Needs Program Manager



ﬁﬁf'“i'i;‘zﬁz;?ﬁfp“a' What do
families want?

A Assistance with setting goals

A Development of clinical
summaries

A Availability and accessibility

A Facilitating access to care and
resources

A Support
A Involvement in decision making
A Parent-to-parent connections

A Help them to prepare for the
future

A Guidance through transitions



m&h{'zgiﬁf,;?sfp“a' What do
providers want?

Communication about their patients

Single point of contact at tertiary
center

Clinical summaries

Coordination and scheduling of visits
and procedures

Role clarification between PCP and
SNP

Assistance with transition and access
to services

Information about community
resources

Do o Do Do Po Do I»




mﬁf”»'%‘;i?."i!?,‘fp“a' Pediatric Nurse
Care Coordinator

Scope of Care
A Develop partnerships
A Facilitate communication

A Assist with coordination of
care

A Provide education
A Promote advocacy




Children’s Hospital

m‘“’ Services Provided

Develop Partnerships

A Develop ongoing relationships and provide support to
families

A Collaborate with providers and agencies to meet
coordination needs and establish plan of care

A Someone who really knows the patient and family

A Define roles and responsibilities to prevent gaps in
care and avoid duplication



Children’s Hospital

m‘“’ Services Provided

Facilitate Communication

A Triage parent and provider questions and concerns
A Provide a single point of contact

A Connect families with their providers, resources, and
other parents to obtain and share information

A Share and facilitate communication among multiple
providers

A Arrange and lead care conferences



Children’s Hospital

m‘“’ Services Provided

Assist with Coordination of Care
A Obtain and review medical records
A Synthesize information
A Create a comprehensive clinical summary
A Collaborate with other providers
A Coordinate appointments, procedures, and services
A Facilitate access to community resources



Children's Hospital
m‘” Services Provided

Provide Education

AShare tools and informati o
knowl edge of and comfort w

A Facilitate independence and teach strategies that
promote familyods engagemen
activities.



Children’s Hospital

m‘“’ Services Provided

Promote Advocacy

A Collaborations with schools, community services,
healthcare services, and payers to obtain care,
treatment, and equipment

A Recognize that families are the experts on their children
A Encourage active family involvement in decision making

A Utilize strategies that promote family confidence and
comfort in navigating health care systems



m(}hildren’s Hospital
of Wisconsin®
Case Study

A In 2008, B is a 9 year old referred to the SNP during a long
hospitalization. She had a history of chronic pseudo-
obstruction. During this hospitalization she developed HLH
(Hemophagocytic lymphohistiocytosis), a rare and often fatal
autoimmune condition.

A During her 5 month stay, the SNP physicians co-managed B
which allowed continuity and a single team who had
comprehensive knowledge of BBs condition and plan of care.

A The family lives 5 hours from the tertiary center and has two
other children at home. Parents remained at the hospital
throughout the stay. Bs level of health changed dramatically
during the hospitalization. She was discharged with a
trach,ventilator,and multiple new therapies, medications, and
providers.



e Case Study Continued

A When discharged, B and her
parents needed new equipment, a
new school plan, home nursing and
follow up with her PCP and many
specialists.

A Bs health improved over a period of
months. Her trach was removed
and she was able to return to many
of her previous activities.

A In 10-09, B contracted H1N1 and
her health status deteriorated. She
was re-hospitalized at CHW,
trached and required ventilation.

A She was discharged 6 weeks later
with again a change in health status
and recurrence of previous
problems



m\ﬁfh{ﬁgi';’f,;?:fp“a' Nurse Care Coordination
Strategies for B

A Relationship building, get to know the patient and family
A Attend care conferences

A Facilitate communication between providers

A Provide emotional support to the family

A Assist with discharge planning and transition to home
and community

A Contact homecare providers (DME, pharmacy, nursing),
PCP, and school

A Triage frequent phone calls: provide education, discuss
options for care, provide support and coordination

A Coordinate follow up appointments on same day
A Advocate with payers to cover equipment and services



m\ﬁfh{ﬁgiﬁi;?ﬁsp“a' Challenges for Care
Coordinators and Families

A Undiagnosed and uncommon conditions

A Complicated and unusual therapies and technologies
A Multiple providers

A A maze of insurance and benefits

A Distance from tertiary care facility

A Knowledge and access to resources

A Language and cultural issues

A Healthcare adherence or seeking behaviors




v o Other SNP
Nursing Activities

A Presentations and Posters
A National and local conferences and meetings

A Teaching
A Students
A Families

A Research

A Care Coordination Intensity Tool
A HRSA grant

A Health Literacy
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A The SNP provides valuable care coordination services
for complex medically fragile CYSHCN and their families.

A The SNP assists PCPs, specialists, community
providers, and payers.

A Meeting the care coordination needs of this population is
difficult due to the growing population of CYSHCN.

A There are few non-population based programs that focus
solely on care coordination of complex medically fragile
CYSHCN.

A Current efforts on a HRSA grant are aimed at developing
a formalized curriculum for families and PCPs to provide
care coordination tools and strategies.
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Bridge to Independence

This study was supported by grant R40 MC 08960 from the Maternal and Child Health Bureau (Title V, Social
Security Act), Health Resources and Services Administration, Department of Health and Human Services.
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A coalescence of multiple factors has been circulating for years.
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