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Café 6 Objectives

1. Understand how to identify meaningful opportunities for 
effective sustainability solutions through family co-design 
2. Identify approaches for moving from small wins to broader 
system sustainability of humanistic care
3. Learn strategies for building trust and partnerships across 
stakeholders (providers, families, payers)
4. Develop practical steps for sustainability planning



6

 Aim: To foster interdisciplinary dialogue among participants 
interested in meaningful systems improvements for CMC

 60 min sessions
 Family partners co-lead every session
 Discussion questions and analysis created by an 

interdisciplinary faculty

About the Future of Care for CMC 
Virtual Cafe Series



Who We Are

Public health, 
policy

Payers, 
funders, 
admin

Family/youth 
leaders & 
advocates

Researchers, 
academics

Social work, 
community-

based

Educators

CMC 
provider, care 

delivery



Discussion Format
To participate in the discussion, 

please RAISE YOUR HAND via Zoom
or 

WRITE IN THE CHAT BOX

Both are equally valuable ways to participate!

This meeting is being recorded and the 
chat transcript will be saved & analyzed

with support from AI



Zoom Platform  
Please Use Your Camera & 

Mute Your Line



Capstone! 6th and Final Café
• Two throughlines of series:

1. Humanistic care 
2. Radical family partnership

• You know it when you see it!
• "And it's just so easy to talk the right talk…when you see the 

walk walked, it's really unmistakable."
• Family expertise leads to more efficient, effective 

solutions when truly valued
• "Everyone in my experience wants to do the right thing, there 

just isn't always a shared understanding of what that is when 
the outcome from the family perspective isn't represented.“

• Operationalizing the HOW of the process



What are we sustaining? 
For whom? 
How?



Shaking it up!
• Full group throughout this session
• Highlight the process of true co-design to help you think about 

how to approach sustainability
• Applicable to any issue:
"It's not really about syringes. It's not about … this adapter being given a 
code so it can be billed. It's not that." 

• AND distill key elements of sustainability
• Assembling the start of a playbook for participants in your own 

ecosystems



Designing 
Sustainable Systems 
Centered on 
Humanism
Examples of the Role of Family Partnership

Rahel Berhane



Background

• HRSA Project – Policy Analysis team
• Meeting with the family workgroup at the 

beginning of the year

• Question from the Policy Analysis team to 
Family Workgroup:
• “Prioritize the most significant challenges in 

the Care of your children that can be impacted 
by a change in (HHSC or MCO) Policy?

• Response from Family workgroup:
• Supply related issues –specifically syringes
• Home Support challenges



Examples 
of Problems 
with 
Syringes

• Through Medicaid, 10 syringes are supplied  per month and 
do not last more than a couple of uses each.  My child has 
15 medications that have to be given three times a day!

• Syringe tips do not fit. DME delivers connectors that don’t 
work well, leading to accidental disconnection of feeding 
tubes

• Rubber stopper on plunger does not last; after a few uses 
the rubber part pops off, which causes medication to be 
lost/spilled. It also then makes syringe unusable.

• My DME sends me syringes whose labels wear out after 2-3 
washes. I have to put tape to make sure I draw up the right 
quantity but that also falls out

•
The syringes do not fit the special vial the meds come in. I 
have to pour out the medicine to draw it up; leads to spillage

•
The syringes my DME sends me are unusable. I have boxes 
of syringes I can’t use. I have resorted to ordering the ones 
that work -paying for them out of pocket.



Additional 
Examples

• In a separate project – called 
“Photovoice” where parents were 
encouraged to document by pictures 
their daily lives- our team was surprised 
that ‘syringes’ made an appearance in 
some of the pictures as well…



Desperate for 
sleep, but my 
girl needs her 
meds. Coffee 
for me, meds 
for her.
Desesperada
por dormir, 
pero mi niña
necesita sus 
medicamentos. 
Café para mí, 
medicinas para 
ella.
(c) 2023 CCC 
Photovoice 
Participant | 
Photovoice



A parte del quehacer diario de 
la casa, también se juntan con 
las tareas extras que involucran
a las necesidades especiales de 
mi nena. Una de esas tareas, 
lavar las jeringas, es la pesadilla
de mi existencia.

Apart from the daily housework, 
they also come together with the 
extra tasks that involve my 
daughter's special needs. One of 
those tasks, washing syringes, is 
the bane of my existence.
(c) 2024 Adriana | Photovoice



Families offered 
specific 
solutions about  
sustainable 
approaches to 
the ‘supply’ 
challenges: 
Examples

ENFit is a way to standardize all connectors in enteral 
feeding systems the variety of syringes and 
connectors available (luer lock, slip-tip, catheter-tip, 
and Christmas tree) fit both tube feeding equipment 
and many other medical systems, including IV, 
catheters, tracheostomy, etc.
• Product that would meet the need: Avanos 

(NEOMED 120001780 – 3 ml from hospital/PNM-
S12NC 120001790 12 ml at home) ENFit
Reusable Syringe with an O-Ring Plunger:

• ENFit safety tip that twists on to feeding Silicone 
0-ring plunger for easy glide operation even after 
multiple washings; designed for 20 uses; for oral 
or enteral use. (Higher quality syringes can be 
provided less frequently; instead of monthly, 
NeoMed syringes could be provided quarterly)

https://stayconnected.org/enteral-enfit-main-page/


Elements of Sustainability
Jeff Schiff



SUSTAINABLE AND 
EQUITABLE CARE

M
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Line of sight

Adequate insurance
Service coverage

Access to services
Integration of Service

Service Quality
Health outcomes

Quality of life and wellbeing



Measurement – fit for purpose

• Surveillance – measures that are population based and have 
broad multifactorial inputs (low birth weight, high school 
graduation)

• Accountability – measures that can be primarily attributed to 
one aspect of the health care “Line of sight”
• Measures of access – adequacy of networks/ burden of authorization/ 

case management
• Measures of process quality – clinical care processes/ care 

coordination and integration
• Measures to improve quality- measures that are designed for 

rapid learning and improvement primarily at the local site level



Radical Incrementalism

• Pioneer activity
• Develop coalitions
• Prove value with a 

line of sight to payment
Via-
• Persistence
• Shared stories and data
• Skills for policy implementation



Achieving Equity, Health, and Social Justice

Care Integration for Children, Youth, and Young Adults 
with Complex Needs 

Café 6

Richard Antonelli, MD, MS – Medical Director, Integrated Care
Boston Children’s Hospital
Harvard Medical School

December 04, 2024



One Family’s Care Map

www.childrenshospital.org/care-coordination-
curriculum/care-mapping



Complexity is Multifactorial 
Including Social, Medical, and Behavioral Needs

Healthy, 
Preventive

Chronic

Complex
Children with complex needs

--Neurodevelopmental (Autism, etc.)
--Behavioral/Psychiatric
--Hematology/ Oncology

• Sickle cell
• Hemophilia

--Technology dependent
-- Cystic Fibrosis
--Multiple Chronic Conditions

-- Social Risk Factors
-- Adverse Childhood Experiences

Children with chronic conditions
--Behavioral (ADHD, depression, 

anxiety, PTSD) 
--Asthma
--Obesity
--Diabetes

-- Social Risk Factors
-- Adverse Childhood Experiences

Value–Based Payment Models for Medicaid Child Health Services, Bailit and Houy, United Hospital Fund – July, 2016



Federally Mandated 
Measures; eg, Medicaid 
Child Core Set; Health 
Home; Title V NPM’s, 
NOM’s; ESM’s

EPSDT– access, equity, 
process oriented

Measures Informed by 
Local Priorities and 
Rights Holders– Patient/ 
Family Experience 
Measures 

Potential Measures



Domains of Integrated Care

• Care Coordination Measurement Tool (CCMT)
• High Quality Handoffs: Clinician Reason for BCH Visit and Action Grid
• Inter-professional Education: Care Coordination Curriculum and Integrated Care Bootcamp

Care Coordination

• Pediatric Integrated Care Survey (PICS)

Person, Patient, Family, Caregiver Experience

• PCP Experience of Care Integration Survey

Provider Experience

• Total Medical Expense (as relevant and available) 
• Admissions, Readmissions, Emergency Department Utilization

Utilization and Financial Outcomes

Measure What Matters 





Links to Measures and Specifications

HRSA Title V Measures
• National Snapshot
• National Outcome Measures
• National Performance Measures

https://www.bing.com/ck/a?!&&p=8761219492f67486a9d68abac3a9f19374e10755d1389e4b951c808472c54d0aJmltdHM9MTczMzI3MD
QwMA&ptn=3&ver=2&hsh=4&fclid=2d3a965a-f420-66fc-1a43-
9988f5446738&psq=mchb+npm&u=a1aHR0cHM6Ly9tY2hiLnR2aXNkYXRhLmhyc2EuZ292L1ByaW9yaXRpZXNBbmRNZWFzdXJlcy9O
YXRpb25hbFBlcmZvcm1hbmNlTWVhc3VyZXM&ntb=1

CMS Health Home Core Set
• Health Home Quality Reporting | Medicaid
https://www.medicaid.gov/medicaid/quality-of-care/downloads/2024-health-home-core-set.pdf

CMS Health Home Core Set
• CMS Medicaid Child Core Set Measures
• 2025 Core Set of Children’s Health Care Quality Measure for Medicaid and CHIP (Child Core Set)
https://www.bing.com/ck/a?!&&p=38b51900bad8a8c7a9fc175349f26c3791b2c5d1443b9a1d2266e9c0d7b14d0eJmltdHM9MTczMz
I3MDQwMA&ptn=3&ver=2&hsh=4&fclid=2d3a965a-f420-66fc-1a43-
9988f5446738&psq=cms++child+health+home+core+set&u=a1aHR0cHM6Ly93d3cubWVkaWNhaWQuZ292L21lZGljYWlkL3F1Y
WxpdHktb2YtY2FyZS9wZXJmb3JtYW5jZS1tZWFzdXJlbWVudC9hZHVsdC1hbmQtY2hpbGQtaGVhbHRoLWNhcmUtcXVhbGl0eS
1tZWFzdXJlcy9jaGlsZHJlbnMtaGVhbHRoLWNhcmUtcXVhbGl0eS1tZWFzdXJlcy9pbmRleC5odG1s&ntb=1

https://mchb.tvisdata.hrsa.gov/PrioritiesAndMeasures/NationalPerformanceMeasures
https://mchb.tvisdata.hrsa.gov/FileUpload/DownloadContent?fileName=NationalSnapshot.pdf&isForDownload=False
https://mchb.tvisdata.hrsa.gov/FileUpload/DownloadContent?fileName=NationalSnapshot.pdf&isForDownload=False
https://mchb.tvisdata.hrsa.gov/FileUpload/DownloadContent?fileName=NationalSnapshot.pdf&isForDownload=False
https://mchb.tvisdata.hrsa.gov/FileUpload/DownloadContent?fileName=NationalSnapshot.pdf&isForDownload=False
https://www.medicaid.gov/resources-for-states/medicaid-state-technical-assistance/health-home-information-resource-center/health-home-quality-reporting/index.html
https://www.medicaid.gov/resources-for-states/medicaid-state-technical-assistance/health-home-information-resource-center/health-home-quality-reporting/index.html


Select References

• Discovering a New Standard for Treating Depressive Symptoms, Aumer, K, Erickson, M, Antonelli, R, NEJM Catalyst Innovations 
in Care Delivery, DOI: https://doi.org/10.1056/CAT.22.0064, Vol. 3 No. 6 | June 2022

• Validation of a Parent-Reported Experience Measure of Integrated Care, Ziniel, S, Rosenberg, H, Bach, A, Singer, S, Antonelli, 
R, Pediatrics,  December, 2016.

• Antonelli R, Huth K, Rosenberg H, Bach A. Pediatric Care Coordination Curriculum: An Interprofessional Resource to Effectively 
Engage Patients and Families in Achieving Optimal Child Health Outcomes, 2nd Edition. Boston Children’s Hospital, 2019

• Wilkinson, G,  Sager, A, Selig, S, Antonelli, R, Morton, S, et al. No Equity, No Triple Aim: Strategic Proposals to Advance Health 
Equity in a Volatile Policy Environment, American Journal of Public Health 107, no. S3 (December 1, 2017): pp. S223-S228

• AAP Policy Statement:  Patient- and Family-Centered Care Coordination: A Framework for Integrating Care For Children and 
Youth Across Multiple Systems. Pediatrics. May 2014.

• AHRQ Care Coordination Atlas (McDonald Nov 2010, June 2014) and companion document Care Coordination Accountability 
Measures for Primary Care (McDonald Jan 2012).

• Care Coordination Measurement Tool (CCMT). Care Coordination for Children and Youth with Special Health Care Needs: A 
Descriptive, Multisite Study of Activities, Personnel Costs, and Outcomes. Antonelli RC, Stille CJ, Antonelli DM. Pediatrics 2008; 
Providing a Medical Home : The Cost of Care Coordination Services in a Community-Based, General Pediatric Practice. Antonelli RC, 
Antonelli DM.  Pediatrics 2004.  www.childrenshospital.org/care-coordination-curriculum/care-coordination-measurement

• Care Coordination Curriculum and Care Mapping Tool User Guides:  Antonelli, Browning, Hackett-Hunter, McAllister, Risko; Lind.  
Boston Children’s Hospital; funded thru Family Voices/MCHB HRSA grant. 2012.  www.childrenshospital.org/care-coordination-
curriculum

• Continuity and Coordination of Care: a practice brief to support implementation of the WHO framework on integrated people-
centered health services.Geneva:World Health Organization, 2018. Licence CC-BY-NC-SA 3.0 IGO.

• Gall VN, Buchhalter J, Antonelli RC, Richard C, Yohemas M, Lachuk G, Gibbard WB. Improving Care for Families and Children with 
Neurodevelopmental Disorders and Co-occurring Chronic Health Conditions Using a Care Coordination Intervention. J Dev Behav
Pediatr., July, 2022. 

https://doi.org/10.1056/CAT.22.0064
https://catalyst.nejm.org/toc/catalyst/3/6
http://www.childrenshospital.org/care-coordination-curriculum/care-coordination-measurement
http://www.childrenshospital.org/care-coordination-curriculum
http://www.childrenshospital.org/care-coordination-curriculum
https://www.ncbi.nlm.nih.gov/pubmed/35849484/
https://www.ncbi.nlm.nih.gov/pubmed/35849484/


Questions?
Comments?



Discussion questions
1. Where have you/could you structure family engagement for true 
partnership vs token representation to enable better technical solutions?

2. Do you have examples of "small changes with big impact" to enable 
humanistic systems of care? What priority next steps can you take in your 
environment and with whom?  

3. What measures are needed to demonstrate the value of humanistic 
care when it is designed around trust in families and valuing their 
expertise? For example, we’ve discussed the care experience as it relates 
to care quality; efficiency through reduced admin burden and/or waste.

4. Ultimately, how can we advocate for inclusion of these critical outcomes 
into approaches for sustaining all aspects of the care model, including 
financing?



You are not obligated to complete the work, 
but neither are you free to abandon it



Link in the chat box:
https://bostonu.qualtrics.com/jfe/form/SV_5gQxvABViYNyFOS

Evaluation Survey

https://bostonu.qualtrics.com/jfe/form/SV_5gQxvABViYNyFOS


Contact Us!
Rahel Berhane
rxberhane@ascension.org

Jeff Schiff
jeff.schiff@academyhealth.org

Rich Antonelli
richard.antonelli@childrens.harvard.edu

Bethlyn Houlihan
bvergo@bu.edu

Meg Comeau
mcomeau@bu.edu

mailto:rxberhane@ascension.org
mailto:jeff.schiff@academyhealth.org
mailto:richard.antonelli@childrens.harvard.edu
mailto:bvergo@bu.edu
mailto:mcomeau@bu.edu


Integrated Care 
seamless provision of health care 
services, from the perspective of the 
patient and family, across entire care 
continuum. It results from coordinating 
the efforts of all providers, irrespective 
of institutional, departmental, or 
community-based organizational 
boundaries.

Care Coordination
activities in “the space between”- Visits, 
Providers, Hospital Stays that co-create 

(with patient and family) and implement a 
plan of care

2014 AAP Policy Statement: Patient-and 
Family-Centered Care Coordination: A 

Framework for Integrating Care for Children 
and Youth Across Multiple Systems
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