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I. [bookmark: _heading=h.739elqlq9y30]Introduction 

Health disparities impact many families and their children in the diverse, rural communities of Northern Lower Michigan, due to the region's remote location, wide economic variations, and a critical shortage of providers who specialize in pediatrics and behavioral health care. These challenges are particularly acute for families of children and youth with special health care needs (CYSHCN). “CYSHCN have or are at increased risk for having chronic physical, developmental, behavioral, or emotional conditions. They have conditions such as asthma, sickle cell disease, epilepsy, anxiety, autism, and learning disorders. They may require more specialized health and educational services to thrive, even though each child's needs may vary"[endnoteRef:1]  [1:  US Health Resources & Services Administration, Maternal and Child Health Bureau (MCHB), Children and Youth with Special Health Care Needs (CYSHCN), Washington (DC): MCHB, 2025. Online: https://mchb.hrsa.gov/programs-impact/focus-areas/children-youth-special-health-care-needs-cyshcn ] 

	
Rural families of CYSHCN are impacted by the large distances between service locations and their homes, as well as the limited number of specialty medical care and therapy providers.[endnoteRef:2] Further, communication barriers exist for CYSHCN who require augmented assistive communication devices or visual aids, since the resources and providers necessary for them to use these tools are insufficient to meet the need.[endnoteRef:3] As a result, the US Administration for Community Living (ACL) notes that communication challenges increase the risk that the health needs of individuals with I/DD will not be met.[endnoteRef:4] [2:  Huth K, Montgomery N, Berry JG, Coller RJ, Houlihan B, Toussaint K, et al., “What Families of Children With Medical Complexity Say About Their Family Well-Being,” Pediatrics, 2025; 156(6) :e2025071939. doi: 10.1542/peds.2025-071939. PMID: 41260383.]  [3:  U.S. Department of Health and Human Services, Administration for Community Living (ACL), I/DD Counts, Washington (DC): ACL, 2026. Online: https://acl.gov/iddcounts]  [4:  U.S. Department of Health and Human Services, Administration for Community Living (ACL), I/DD Counts, Washington (DC): ACL, 2026. Online: https://acl.gov/iddcounts] 


Finally, these challenges are additionally compounded for families experiencing adverse social determinants of health (SDOH), including economic instability, limited access to education, unstable housing, and social isolation, as well as factors such as race/ethnicity, Limited English Proficiency (LEP), misunderstood cultural practices, and transportation or mobility barriers.[endnoteRef:5] These factors can hamper families' access to care and, in some cases, prevent families from getting care at all. [5:  Office of Disease Prevention and Health Promotion, Healthy People 2030: Social determinants of health, Washington (DC): U.S. Department of Health and Human Services, no date. Online: https://odphp.health.gov/healthypeople/priority-areas/social-determinants-health] 


Parents, guardians, and other family members of CYSHNC also face unique health risks stemming from chronic family stress, CYSHCN’s intensive supervision and therapy needs, and social isolation. Evidence suggests that caregivers of CYSHCN experience elevated risks of hypertension, substance use disorder, chronic sleep deprivation, and other stress‑related outcomes.[endnoteRef:6] All of these challenges and health conditions are exacerbated during a disaster.  [6:   Huth K, Montgomery N, Berry JG, Coller RJ, Houlihan B, Toussaint K, et al., What Families of Children with Medical Complexity Say About Their Family Well-being, Pediatrics, 2025; 156(6): e2025071939. https://doi.org/10.1542/peds.2025-071939] 


Readiness to Provide Pediatric Care 

The National Pediatric Readiness Project (NPRP) is a nationwide initiative led by the U.S. Department of Health and Human Services’ (HRSA) Emergency Medical Services for Children (EMSC) Program. The NPRP conducts country-wide assessments of emergency departments’ (EDs) capacity to care for pediatric patients. Pediatric readiness is important because 80% of US children who need emergency care receive that care in general EDs rather than in pediatric facilities. Yet, general EDs have low pediatric patient volumes, which makes it hard for them to prioritize and deliver high-quality pediatric care.[endnoteRef:7] [endnoteRef:8] [7:  Emergency Medical Services for Children (EMSC), 2021 National Pediatric Readiness Project: National Results, Washington (DC) EMSC, 2023. Online: https://emscimprovement.center/domains/pediatric-readiness-project/assessment/2021/national/]  [8:  Institute of Medicine. Emergency Care for Children: Growing Pains. Washington (DC): The National Academies Press. 2007.] 


The 2021 NPRP assessment found a national median score of 69.5 out of 100—well below the 87-point threshold at which the greatest survival benefits for children are observed.[endnoteRef:9] Research on Critical Access Hospitals (CAH) has found that the vast majority (80%) are low-volume providers, with a median pediatric readiness score of 59; this ranks nearly all CAH into the lowest or second-lowest quartile of readiness nationally.[endnoteRef:10]  [9:  Emergency Medical Services for Children (EMSC), 2021 National Pediatric Readiness Project: National Results, Washington (DC) EMSC, 2023. Online: https://emscimprovement.center/domains/pediatric-readiness-project/assessment/2021/national/]  [10:  Pilkey D, Edwards C, Richards R, Olson LM, Ely M, & Edgerton EA, Pediatric Readiness in Critical Access Hospital Emergency Departments, The Journal of Rural Health, 2019; 35: 480–489. https://doi.org/10.1111/jrh.12317] 


Pediatric Vulnerability During Disasters 

Children have specific needs during disasters[footnoteRef:1] that differ from adult patients’, which include “psychological first aid, screening for and triaging mental health needs, and stepped care approaches that progressively allocate higher-intensity evidence-based treatments to children with greater and enduring needs.”[endnoteRef:11] An estimated 14% of US children have experienced at least one natural disaster by the age of 18.[endnoteRef:12] [1:  Disasters include natural and human-induced events, pandemics, and mass-casualty incidents that exceed the capacity and resources of local, community, or governmental entities.]  [11:   Hoffmann JA, Pergjika A, Burkhart K, Gable C, Foster AA, Saidinejad M, et al., Supporting Children's Mental Health Needs in Disasters, Pediatrics, 2025; 155(1) :e2024068076. doi: 10.1542/peds.2024-068076. Erratum in: Pediatrics. 2026 Jan 1;157(1):e2025074778. doi: 10.1542/peds.2025-074778. PMID: 39689730; PMCID: PMC11808827.]  [12:  Lai BS, et al., “Natural Disasters,” in Levine Coley R (Ed). Society for Research in Child Development: Child Evidence Briefs, Washington (DC): Society for Research in Child Development, 2020.] 


These needs are particularly intense and critical for CYSHCN. As a result, this population has a higher likelihood of mortality and morbidity, compared to adults and their peers without special health care needs. In addition, children who live in rural settings face additional risks, since pediatric resources are concentrated is in urban areas, limiting rural children’s access to resources in disasters and emergencies.[endnoteRef:13] [endnoteRef:14] [endnoteRef:15]  [13:  Lai BS, et al., “Natural Disasters,” in Levine Coley R (Ed). Society for Research in Child Development: Child Evidence Briefs, Washington (DC): Society for Research in Child Development, 2020.]  [14:  Stephens CQ, et al., Extreme weather injuries and fatalities, 2006 to 2021. JAMA Netw Open, 2024; 7(8): e2429826. doi:10.1001/jamanetworkopen.2024.29826.]  [15:  Institute of Medicine. Emergency Care for Children: Growing Pains. Washington (DC): The National Academies Press. 2007.] 


For rural CYSHNC, the disaster-related health challenges are, clearly, compounded and necessitate intentional and specific responses from the community. 

Assessing Needs to Improve Service Delivery 

The purpose of this study is to learn about the needs of Northern Lower Michigan families of CYSHCN and the challenges they may face during a disaster. The objectives are to: (1) Understand how a disaster might impact families and CYSHCN in Lower Michigan communities, including Indigenous/First Nation communities; and (2) Understand the disparities and barriers affecting disaster preparedness among community members in the region. The study’s aims are to: (1) Gather feedback from families of CYSHCN about disaster preparedness; (2) Identify resource gaps and needs in programming and information; (3) Utilize an effective community assessment model to measure organizational stakeholders’ disaster readiness and readiness to change.

The findings will improve the understanding of these Northern Lower Michigan families’ strengths and vulnerabilities and inform strategic planning and program development to improve disaster preparedness for these vulnerable families, including family readiness, potential strategic partnerships, access to information, and effective service provision by community organizations. 

II. [bookmark: _heading=h.bmzffudcsu9p]Community Background & Needs 

Michigan and Northern Lower Michigan 
Michigan's rate of CYSHCN is 26%, which mirrors the US national average of 26.2%. These children share challenges that have been well-documented across the country. The challenges include significantly lower rates of school engagement, difficulty making and keeping friends, and reduced overall flourishing compared to their peers without special health care needs.[endnoteRef:16] [endnoteRef:17] [16:  Minnaert JJ, Hirai AH, Donney JF, Ghandour RM, Novoa C, Brosco JP, Data Brief: Children and Youth with Special Health Care Needs, 2022–2023, Washington (DC): Maternal and Child Health Bureau, 2025. Online: https://mchb.hrsa.gov/sites/default/files/mchb/data-research/nsch-data-brief-cyshcn-2022-2023.pdf]  [17:  Williams E,  5 Key Facts about Children with Special Health Care Needs and Medicaid, San Francisco (CA): KFF, 2025. Online: https://www.kff.org/medicaid/5-key-facts-about-children-with-special-health-care-needs-and-medicaid/ ] 

The MDHHS’ Children’s Special Health Care Services (CSHCS) program serves CYSHCN who have been diagnosed with more than more than 2,700 qualifying medical diagnoses; MDHHS does not, however, cover children with developmental, behavioral, or intellectual conditions.[endnoteRef:18] Further, there are important limitations to studies and current assessments that focus only on children enrolled in the CYSHCS program. As a result, many children are excluded from population assessments that aim to capture the broader picture of needs in Michigan—ironically, some of those excluded are among the families who are most in need of support services.  [18:  Michigan Department of Health and Human Services (MDHHS), General Information for Families about “Children’s Special Health Care Services” (CSHCS), Lansing (MI): MDHHS, no date. Online: https://www.michigan.gov/mdhhs/assistance-programs/cshcs/general-information-for-families-about-cshcs] 


Northern Lower Michigan is a region of the state bounded on the west by Lake Michigan, on the east by Lake Huron, and on the south at the northernmost 21 counties of the Lower Peninsula. In the 2020 census, the region had a population of 506,658 residents. It is more rural than the rest of the state;[endnoteRef:19] many counties are classified as rural and Health Professional Shortage Area (HPSA) under federal and state rural definitions; their residents are served by rural health networks and CAHs.[endnoteRef:20] [19:  US Census Bureau, Quick Facts: Michigan, Washington (DC): US Census Bureau, no date. Online:  https://www.census.gov/quickfacts/fact/table/MI/PST045225]  [20:    Michigan Department of Health and Human Services (MDHHS Where are Michigan's Designated Shortage Areas? Lansing (MI): MDHHS, no date. Online: https://www.michigan.gov/mdhhs/doing-business/providers/hpsa/topics/where-are-michigans-designated-shortage-areas] 


While Northern Lower Michigan’s hospital systems effectively manage pediatric patients with moderate acuity, they are not well-equipped for high-acuity needs. Those hospitals that can effectively provide serious treatment and/or specialized care are often hours away—requiring families to travel long distances for services. Michigan's MDHHS acknowledges that, in rural areas of the state, pediatric encounters become even more infrequent, exacerbating an already low-frequency, high-impact situation for providers with limited resources.[endnoteRef:21]  [21:  Michigan Department of Health and Human Services (MDHHS), Pediatric Readiness, Lansing (MI): MDHHS, no date. Online: https://www.michigan.gov/mdhhs/safety-injury-prev/publicsafety/betp/pediatric-readiness] 


The experience of one Traverse City family illustrates this challenge. In this area, those who live on reservations have no specialists and must be referred to other, non-local providers. An Indigenous/First Nation mother noted, 
I think something we [Grand Traverse Band of Ottawa and Chippewa Indians families] really struggle with here is a lack of specialists in our area. If we need specialists for things, they can be hard to find in Traverse City, but they are non-existent on the reservation, and we live about 40 minutes away from our biggest town. 

With a predominantly White population and a growing awareness of disparities in access for Indigenous/First Nation, immigrant, and marginalized families, the region is beginning to confront the ways cultural context influences screening, diagnosis, and service navigation. Families who hold different worldviews—whether Indigenous/First Nation, rural, or culturally diverse—often face additional barriers in systems built around Western norms of development and “success.” Yet the rise in autism spectrum disorder (ASD) diagnostic assessment also reflects something hopeful: families are advocating, systems are listening, and communities are beginning to understand that developmental differences are part of the fabric of childhood, not deviations from it. In Northern Lower Michigan—where community identity is shaped by interdependence, resilience, and care for the land and one another—this shift opens the door to more inclusive definitions of growth, learning, and belonging.

Disaster Preparedness & CYSHCN in Michigan 

Michigan's MDHHS acknowledges that, in rural areas of the state, pediatric encounters become even more infrequent, exacerbating an already low-frequency, high-impact situation for providers with limited resources.[footnoteRef:2] The region’s rural environment is an important factor for disaster preparedness because rural areas often lack high-acuity health care resources (e.g., trauma centers, NICU/PICUs) and stable and consistent technology (e.g., cell and internet services).  [2:  Michigan Department of Health and Human Services (MDHHS), Pediatric Readiness, Lansing (MI): MDHHS, no date. Online: https://www.michigan.gov/mdhhs/safety-injury-prev/publicsafety/betp/pediatric-readiness
] 


A new nationwide NPRP assessment is underway in 2026. Participation by Michigan’s EDs will provide updated benchmarks for communities across northern Michigan to evaluate their standing.

Representation of Indigenous/First Nation People 
In general, Northern Michigan is racially homogenous. Aggregated across the 21 counties comprising Prosperity Regions 2 and 3, the population is approximately 94% white non-Hispanic, 3% Hispanic or Latino, 1% Black or African American, and 1% American Indian and Alaska Native (AIAN).[endnoteRef:22] Indigenous/First Nation populations are often undercounted and/or misclassified in the U.S. Census and its resulting federal data systems, resulting in missing or inaccurate statistics about Indigenous/First Nation peoples of all ages.[endnoteRef:23] [endnoteRef:24] [22:  US Census Bureau, American Community Survey 5-Year Estimates, Hispanic or Latino Origin by Race, Table B03002, 2019–2023, Washington (DC): US Census Bureau, no date. Online: data.census.gov.]  [23:  Bureau of Indian Affairs (BIA), Tribal Annual Performance Report 2024 (PRA Macro-Enabled Workbook), Washington (DC): BIA, 2024. Online: https://www.bia.gov/sites/default/files/media_document/2024_tribal_annual_performance_report_pra_macro-enabled.xlsm]  [24:  US Census Bureau, American Community Survey 5-Year Estimates 2020 (Data set), Washington (DC): US Census Bureau, 2021. Online: https://data.census.gov] 

In the 2020 Census, AIAN people living on reservations were undercounted by 5.64%—the largest undercount of any population group. Reputable sources within the National Archives for Bureau of Indian Affairs (BIA) tribal records illustrate the discrepancy between the widely-referenced Census vs. the more accurate record (see Table 1). This undercount has direct consequences for health funding, infrastructure, and services allocated to tribal communities. For Indigenous/First Nation people, undercounting is not only detrimental for data collection, but also damages their sense of sovereignty. 
As a result, there is a shortage of accurate information about Northern Lower Michigan’s Native/Indigenous communities and families with CYSHCN. This includes a lack of information available about these families' social environments and access to health care, both in general and during a disaster. The lack of national and state-wide data on Northern Lower Michigan's Indigenous population hampers efforts to address SDOH and meet the needs of CYSHCN in these communities.
	Table 1. Estimated Undercount of Indigenous/First Nation Populations

	Tribe
	Census 2020 Estimate (AIAN alone or in combination)
	Tribal Enrollment/ BIA Estimate
	Estimated Undercount
	Data Source

	Grand Traverse Band of Ottawa & Chippewa Indians
	2,500 individuals 
	4,000 enrolled members
	40%
	Tribal Enrollment Report 2024[endnoteRef:25], ACS 2020[endnoteRef:26] [25:  Bureau of Indian Affairs (BIA), Tribal Annual Performance Report 2024 (PRA Macro-Enabled Workbook), Washington (DC): BIA, 2024. Online: https://www.bia.gov/sites/default/files/media_document/2024_tribal_annual_performance_report_pra_macro-enabled.xlsm]  [26:  US Census Bureau, American Community Survey 5-Year Estimates 2020 (Data set), Washington (DC): US Census Bureau, 2021. Online: https://data.census.gov] 


	Little River Band of Ottawa Indians 
	1,200 individuals
	2,500 enrolled members
	52%
	BIA Tribal Enrollment Report 2023[endnoteRef:27], ACS 2020[endnoteRef:28] [27:  US Department of the Interior, Bureau of Indian Affairs (BIA), Collection of Tribal Enrollment Count – Consultation Summary and Aggregate Data. Washington (DC): BIA, 2025. Retrieved from https://www.bia.gov/service/collection-tribal-enrollment-count (bia.gov in Bing)]  [28:  US Census Bureau, American Community Survey 5-Year Estimates 2020 (Data set), Washington (DC): US Census Bureau, 2021. Online: https://data.census.gov  		] 


	Little Traverse Bay Band of Odawa Indians
	1,800 individuals
	4,500 enrolled members
	60%
	Tribal Enrollment 2024 [endnoteRef:29], ACS 2020[endnoteRef:30] [29:  Bureau of Indian Affairs (BIA), Tribal Annual Performance Report 2024 (PRA Macro-Enabled Workbook), Washington (DC): BIA, 2024. Online: https://www.bia.gov/sites/default/files/media_document/2024_tribal_annual_performance_report_pra_macro-enabled.xlsm ]  [30:  US Census Bureau, American Community Survey 5-Year Estimates 2020 (Data set), Washington (DC): US Census Bureau, 2021. Online: https://data.census.gov ] 





III. [bookmark: _heading=h.e9xgiamt4b19]Research Study Partners & Goals

Effective health care delivery and innovation require the active participation of community members and equitable partnerships that identify priorities and drive change.[endnoteRef:31] To this end, the research study sought to identify the needs of families of CYSHCN and the challenges they face, in order to guide disaster preparedness program development to serve vulnerable families in the Northern Lower Michigan region. Further, to address the shortage of information, the project also sought to gather feedback specifically from Indigenous/First Nation families about access to care and disaster readiness.  [31:   Kyoon-Achan G, Lavoie J, Kinew KA, Ibrahim N, Sinclair S, Katz A, What Changes Would Manitoba First Nations Like to See in the Primary Healthcare They Receive? A Qualitative Investigation, Healthc Policy, 2019; 15(2): 85-99. doi: 10.12927/hcpol.2019.26069. PMID: 32077847; PMCID: PMC7020803. ] 


Research Study Partners

The research project was a joint project of All Kids Thrive, Region V for Kids, Michigan Public Health Institute, and Essential Project Management. 

All Kids Thrive (AKT) is a Northern Lower Michigan nonprofit organization founded in 2024 with the mission of forging a future in which families of children with complex health needs are seen, heard, and empowered to thrive. The organization emphasizes strength-based hope, resilience, and supportive conditions for community awareness and integration. It works to encourage organizations to provide real-life solutions to complex experiences. It raises awareness across the pediatric continuum to reduce stigma and increase social acceptance and helps to drive population health priorities through health education.  
Region V for Kids (RV4K) is a consortium led by University Hospitals Rainbow Babies & Children's Hospital in Cleveland (OH) that includes nine other children's hospitals in the Great Lakes Region (OH, MI, IL, IN, MN, and WI). The organization seeks to build on existing foundations in pediatric clinical care and emergency response by enhancing coordination mechanisms and incorporating relevant capabilities at the local, state, and regional levels. The consortium aligns private and public entities and national organizations to provide a multi-pronged approach to address gaps within the care of children across the disaster cycle spectrum of mitigation, preparedness, response, and recovery. Participating entities include regional Health Care Coalitions; emergency medical services; public health and emergency managers; and representatives from the American Academy of Pediatrics, Emergency Nurses Association, and the American College of Emergency Physicians. 
Michigan Public Health Institute (MPHI) is a Michigan-based and nationally engaged nonprofit focused on advancing public health through innovation and collaboration across government, academia, and community-based organizations. Its work is centered around the four core values of servant leadership, quality and excellence, health and well-being for all, and authentic relationships. MPHI staff offer applied expertise in public health quality improvement, assessment and planning, community capacity building, and research and evaluation, all focused on improving the systems and structures that can improve health at the population level.

Essential Project Management, LLC (EPM): A woman-owned consulting firm that specializes in transforming complex initiatives into operational systems that improve access to care. The firm partners with healthcare organizations, national health networks, and federally funded programs to deliver meaningful, sustainable results. The firm focuses on three core areas: 1) Operationalizing large-scale initiatives and turning strategy into systems that work in practice; 2) Strengthening cross-sector partnerships and building the connections that make collaboration sustainable; and 3) Improving outcomes for patients, providers, and communities alike.
 
Research Study Goals

To deepen the understanding of the community’s true needs, AKT and representatives from RV4K designed and implemented this assessment. It sought to evaluate both family-level experiences and organizational readiness to collaborate, respond, and act on behalf of CYSHCN and their families. The assessment had three components: (1) A Community Health Needs Assessment (CHNA) survey administered to families of CYSHCN living in Northern Lower Michigan; (2) Interviews with parents, other caregivers, and their children; and (3) Interviews with clinicians and representatives from community organizations serving families in the Northern Lower Michigan region. Each component and findings are described below.

Methodology 

The study of emergency preparedness for families of CYSHCN in Northern Lower Michigan was conducted from June through December 2025. AKT partnered with Rainbow Babies and Children's Hospital, through the Region V for Kids Pediatric Disaster Center of Excellence, to support comprehensive outreach and data collection across the three participant groups. 

In order to effectively provide services to families of CYSHCN and foster regional wellness, community members must be able to voice their needs, describe their challenges, and have their feedback used to implement effective strategies and solutions. Ensuring community engagement, self-determination, and empowerment requires an understanding of the community's readiness to accept and participate in change. 

To accomplish this, the study used the Community Readiness Model (CRM), developed by researchers at Colorado State University, as the foundational framework for this work.[endnoteRef:32]  The CRM is a theory-based model designed to assess a community's readiness to address a specific issue, recognizing that effective and lasting change requires both community awareness and the capacity to act. The CRM defines nine stages of readiness, from No Awareness through Professionalization, and emphasizes that interventions must be matched to a community's current stage in order to be effective. The model also centers community voice and self-determination as essential to sustainable change, distinguishing between change that is directed by the community and change that is merely informed by it. [32:  Tri-Ethnic Center for Prevention Research, Community Readiness for Community Change, Fort Collins (CO): 2014, Online: https://tec.colostate.edu/wp-content/uploads/2018/04/CR_Handbook_8-3-15.pdf] 


The CRM has been successfully applied in community-strengthening initiatives, including Native community-based projects in Northern Lower Michigan with the Grand Traverse Band of Ottawa and Chippewa Indians. The CRM was selected due to its ability to systematically assess readiness for change while honoring cultural contexts and community voices. Its framework shaped the development of interview questions, the scoring process, and the interpretation of findings across the communities that participated in this study.[endnoteRef:33] [33:  Plested BA, Edwards RW, Jumper-Thurman P, Community Readiness: A Handbook for Successful Change, Fort Collins (CO): Tri-Ethnic Center for Prevention Research, 2006.] 




Partner Responsibilities

MPHI provided information for the overview and methods related to the project’s qualitative components and conducted qualitative data analysis and reporting (components one and two). MPHI also ensured that all data collection tools and project materials were reviewed and approved for compliance with ethical human subjects' research requirements by  MPHI’s Office of Research Integrity and Compliance Institutional Review Board (IRB). 

AKT helped develop the CHNA survey and interview questions, with Essential Project Management and RV4K, and conducted the family interviews. It served as a vessel by embracing and sharing out the study to the organization’s network of local community partners and residents while assisting in trust-building and recruitment.

RV4K conducted the Community Readiness Model (CRM) interviews and analyzed the results (component three) to produce a comprehensive readiness profile that was shared with AKT stakeholders. After readiness data were fully analyzed, action planning occurred to ensure that all strategies developed would address real-time needs and align with the community’s capacity for change. At the CRM process’s conclusion, RV4K shared the summary with participating stakeholders as a foundation for developing co-created and sustainable action plans and making system-level improvements (see below).

Research Aims

Table 2, below, describes the Research Aims that guided the development of the evaluation questions for the family participants. Each Aim included questions to better understand the challenges and needs of families of CYSHCN, particularly those related to disaster preparedness. (The CHNA survey and the family interview instrument are provided in Appendices 1 and 2.)

	Table 2. Research Aims & Corresponding Evaluation Questions


	Research Aims
	Corresponding Evaluation Questions

	Aim 1: Understanding the challenges impacting quality of life for families with children with special health care needs
	· What hardships and challenges do the family and child experience that impact their quality of life?
· How do families overcome hardships?

	Aim 2: Understanding the degree to which systems, services, resources, and community organizations support families of children with special health care needs
	· How have resources and services supported families?
· How have resources and services been unsupportive for families?
· What systems facilitators/barriers have impacted resource/service experience?

	Aim 3: Identifying the level of disaster preparedness among families of children with special health care needs in Northern Lower Michigan to ensure resilience in times of crisis
	· How prepared are families for a potential disaster?
· How would families be impacted by a disaster?
· How would accessing care for the child be impacted by a disaster?
· What would be needed for families to better prepare for disaster?

	Aim 4: Identifying where there are resource gaps and needs that can be addressed by programming
	· What disaster preparedness programming is needed?
· What would be needed to improve the families’ quality of life?
· What other resources/programming are needed?




CHNA Survey & Interviews 

CHNA Survey 

The CHNA survey was developed by AKT and RV4K in partnership with MPHI staff. The survey protocol explored families' demographics, real-life challenges, experiences, quality of life, and disaster preparedness. It included both multiple choice and open-ended questions. MPHI programmed and managed the CHNA survey in REDCap, a secure web application used to build and manage online surveys and databases.[endnoteRef:34] [34:  “REDCap is designed to support online and offline data capture for research studies and operations. The REDCap Consortium, a vast support network of collaborators, is composed of thousands of active institutional partners in over one hundred countries who utilize and support their own individual REDCap systems.” https://www.project-redcap.org/] 


During the data collection period, feedback from a participant prompted a review of the terminology used throughout the survey. Specifically, the term "special needs" was identified as more reflective of an educational context than of the health-related experiences of the intended study population. In response, language was revised throughout the survey to align with the terminology of CYSHCN. This change required a formal amendment to the survey protocol and IRB review and approval before data collection could resume.

Individuals who were eligible to complete the CHNA survey included: the parent, caregiver, or legal guardian of a CYSHCN who lives in Michigan Prosperity Regions 2 and 3;[endnoteRef:35] the parent, caregiver, or legal guardian of a CYSHCN under age 26; and CYSHCN who do not have a legal guardian. [35:  The counties in Regions 2 and 3 are: Alcona, Alpena, Antrim, Benzie, Charlevoix, Cheboygan, Crawford, Emmett, Grand Traverse, Iosco, Kalkaska, Leelanau, Manistee, Missaukee, Montmorency, Ogemaw, Oscoda, Otsego, Presque Isle, Roscommon, and Wexford. Online: https://www.michigan.gov/-/media/Project/Websites/mdhhs/Folder3/Folder39/Folder2/Folder139/Folder1/Folder239/Prosperity_Map1_430346_7.pdf?rev=4b907ee644814b6397163752b0c3807e] 


Recruitment for the AKT CHNA survey was conducted throughout the Northern Lower Michigan region in a variety of ways (i.e., social media postings, a website homepage, a press release, and flyers) with the help of partners including community organizations and health care offices. Recruitment materials included a link and a QR code for interested individuals to access the survey. Prior to beginning the CHNA survey, interested individuals were asked questions to determine their eligibility based on the criteria above. Eligible participants then completed a consent form before beginning the survey. At the end of the survey, participants could elect to also participate in an AKT Family Interview about the topics covered in the survey.

	MPHI shared survey data through a secure SharePoint website with AKT staff. AKT staff analyzed the survey’s closed-ended questions. Closed-ended survey responses were analyzed descriptively to identify patterns in health care access, resource challenges, social support, and disaster preparedness among families of CYSHCN. Frequencies, percentages, and average ratings were calculated for survey items, and responses were examined across key demographic and contextual variables, including child age, travel distance to services, caregiver social isolation, and reported resource challenges. The analysis explored four secondary questions related to variation in health care access, disaster preparedness, social support, and resource availability. Findings were summarized using descriptive statistics and visual displays to identify areas of unmet need and potential targets for intervention.

MPHI analyzed the open-ended questions. As part of this process, MPHI conducted thematic content analysis to identify major themes for each survey question. Common ideas, experiences and examples were grouped together to identify overarching themes and prominence.

A total of 76 individuals completed the CHNA survey. The survey did not directly ask respondents whether their child was diagnosed with a DD or a chronic medical condition (CM) but, based on descriptions of their child’s condition in open-ended responses, MPHI identified at least 29 respondents who had children with DD and 17 with CM; this was factored into the analysis process. 

Family Member Interviews 

The Family Interview protocol was developed by AKT and RV4K in partnership with MPHI staff. The interview protocol was developed to build on the CHNA survey questions and collect more in-depth data on families’ real-life challenges, experiences, quality of life, and disaster preparedness. MPHI also programmed and managed the interview eligibility questions, consent, and contact information in REDCap. 

The CHNA survey’s completion message invited interested respondents to click a link to register for a Family Interview via a separate REDCap form. Those who accepted this invitation were directed to a separate REDCap project, where they were asked questions to determine eligibility; adult eligibility criteria for the Family Interview were the same as for the survey. Eligible participants were then asked to provide consent and register for the virtual interviews. 

The Family Interview registration form collected demographic and contact information. Participants also indicated whether the family interview would include their child. Children were eligible to participate in the interviews if they were cognitively able to participate; the parent/caregiver/legal guardian provided consent for the child’s participation; and the child provided their assent to participate.

MPHI shared registration form data with AKT staff through a secure SharePoint site. Essential Project Management reached out to families that completed the interview registration form through email, then scheduled interviews through calendly.com. An AKT team member followed up with the potential participants up to three times through email with reminders to schedule their interview. Any potential participant who had not registered after these three reminders was removed from the contact list; however, they could still schedule an interview time and were not removed from the eligible list of participants. 

Interviews were led by AKT staff, lasted 60 to 90 minutes, were conducted virtually via Zoom, and were audio-recorded. Prior to beginning audio recording both parents/caregivers/ legal guardians and children were asked to give verbal assent to participate in the interview. Interview recordings were subsequently professionally transcribed. Upon completion of family interviews, project staff emailed a $50 gift card to the parent or other guardian.

MPHI performed qualitative analysis of the Family Interviews using NVivo, a qualitative analysis software, to code and analyze all transcripts. MPHI staff conducted thematic analysis of the data to identify emergent and dominant themes across all the interviews. Themes were sorted by prominence and unique themes associated with factors related to the child’s type of disability (DD versus CM was delineated wherever possible) to identify the differences in experiences related to diagnosis.

MPHI performed a data triangulation process of qualitative CHNA survey and interview data to identify cross-cutting themes across both data sources. This process involved aligning the project’s research aims with the qualitative data themes and identifying areas of convergence. MPHI also identified differences in experiences between families of children with DD and CM. MPHI synthesized the findings from the survey and interviews and shared findings with AKT staff for inclusion in the final report.

Seven families participated in a Family Interview: 7 adults and 2 children. Five families had children with a behavioral or DD, one family had a child with CM, and one family had a child with both.

Community Readiness Model Framework and Interview Design

The third component of the study used a mixed-methods, community-engaged design grounded in the CRM (described above). 

CRM Interview Process

The CRM’s Interview Process is a structured qualitative assessment designed to understand how well-prepared a community is to address the needs of CYSHCN, as well as their caregivers’ needs. The primary purpose of the CRM interview process is to identify community strengths, gaps, perceptions, and readiness related to services and supports for children and families, including CYSHCN. Rather than measuring individual outcomes, the CRM process focuses on understanding community-level awareness, engagement, leadership support, and available resources. Information gathered through interviews informs prevention strategies, service coordination, systems improvement, and future planning efforts.

The CRM interview process is a core component of the AKT and RV4K’s efforts to gather consistent, comparable information across diverse sectors and communities in 21 counties of Michigan’s Northern Lower Peninsula.  

[bookmark: _heading=h.ijgbgplmf4hv]The study’s questions were developed by AKT and RV4K and organized around the CRM’s six core domains (Figure 1), which evaluate readiness in these specific areas:

· Domains A-B. Community Efforts: The extent to which programs, policies, and activities that address the issue exist in the community, including how long they have been in place and how stable or institutionalized they are. Interviewees discuss the range of programs, services, activities, and policies available to support children with health care needs and their caregivers, including who can access these services, perceived strengths and limitations, gaps in availability, and areas in need of expansion. 
· [image: A diagram of a community

AI-generated content may be incorrect.]Domain B. Community Knowledge of the Efforts: The degree to which community members are aware of existing efforts, understand their purpose, and perceive them as accessible and effective. Participants describe their perspectives on community awareness of these efforts, how information about services is shared, and the extent to which support is accessible to all segments of the community.Figure 1. Core Domains

· Domain C. Leadership: The level of support, commitment, and involvement from formal and informal leaders, including decision-makers, organizational leaders, and respected community influencers. Participants assess the level of concern and engagement among formal and informal leaders, including elected officials, organizational leaders, and influential community members, in addressing the needs of CYSHCN.
· Domain D. Community Climate: The prevailing attitudes, beliefs, and norms within the community regarding the issue, including the extent of support, resistance, denial, or apathy. Participants describe prevailing community attitudes, values, and beliefs regarding support for children and families, including levels of acceptance, stigma, community responsibility, and perceived obstacles to progress.
· Domain E. Community Knowledge of the Issue: How well community members understand the issue itself, including its causes, consequences, and impacts on the community. Participants discuss how knowledgeable community members are about children’s health conditions and special needs, including awareness of signs, impacts on families, and availability of local data or information.
· Domain F. Resources Related to the Issue: The availability and accessibility of resources (i.e., funding, personnel, time, space, expertise, and community capacity) to address the issue effectively. Participants discuss available and needed resources such as funding, staffing, facilities, partnerships, volunteer support, and sustainability efforts, as well as how individuals typically seek help within the community.

[image: ]Throughout the CRM interview, scaled questions are used as reference points to prompt discussion. These numeric ratings are not used directly in scoring but help contextualize qualitative responses (e.g., rating priorities from 1 to 10). Each interview follows a standardized, IRB-approved protocol to ensure consistency and confidentiality. Interviews typically last 60 to 90 minutes and are audio-recorded with participants’ consent. Individual names and organizational identifiers are kept confidential to the members of the research team (who are not located in Northern Lower Michigan) and results are reported in aggregate. 
[bookmark: _heading=h.t5a1h8iih5c2]CRM interviews are conducted with key representatives who have insight into their community through professional roles or lived experience (Figure 2). Interviewees represented a broad cross-section of sectors, including health care, behavioral health, education, social services, transportation, food security, public health, tribal services, law enforcement, faith-based organizations, philanthropy, and community leadership. This wide range of sectors ensures that the assessment reflects multiple perspectives rather than a single system or discipline. Figure 2. Percentage of CRM Participants


[bookmark: _heading=h.3yv0q2rzix5v]Following completion of the interviews, responses are analyzed and scored using the CRM’s anchored rating scales. Each domain is assigned a Readiness Stage, ranging from “No Awareness” to “High Level of Community Ownership” (Figure 3, below). These scores reflect a community’s overall readiness and highlight variations across dimensions, in recognition that communities are likely to be more advanced in some areas than others. The higher the score, the more ready a community is to address the challenge and implement change. Each of these stages is aligned with evidence-based intervention strategies that have been proven to be effective at that level of readiness.

The CRM emphasizes relationship-building and network development, resulting in a structured summary review shared with participating leaders to support shared learning and strategic action planning. The CRM offers several key benefits, in that it:[endnoteRef:36]  [36:  Tri-Ethnic Center for Prevention Research, Community Readiness for Community Change, Fort Collins (CO): 2014, Online: https://tec.colostate.edu/wp-content/uploads/2018/04/CR_Handbook_8-3-15.pdf] 

· Evaluates existing service provision and the extent to which organizations are aware of each other’s efforts. 
· Supports asset mapping, including disaster preparedness and response resources; and highlights community strengths, weaknesses, and barriers to change.
· Leverages cultural awareness within niche and diverse community circles. 









1. No Awareness

2. Denial or Resistance

3. Vague Awareness

4. Pre-planning

5. Preparation

6. Initiation

7. Stabilization

8. Confirmation or Expansion

9. High Level Community Ownership
Figure 3. CRM’s Nine Readiness Stages











[bookmark: _heading=h.taru54bzj8ek]
By grounding planning efforts in community voice and lived experience, the CRM interview process helps ensure that strategies are realistic, culturally responsive, and sustainable. Findings from the CRM interview process are used to:
· Identify strengths to build upon and gaps requiring attention;
· Guide development of stage-appropriate strategies;
· Inform cross-sector collaboration and resource allocation;
· Support grant applications, planning initiatives, and policy discussions; and
· Ensure that future interventions align with the community’s actual level of readiness.
	
Implementation of the CRM Methodology 

The CRM component of the assessment explicitly examined power dynamics within systems upon which families rely and identified opportunities to move power toward solutions that are more meaningful and community-responsive. By engaging organizational stakeholders in reflective dialogue, the CRM process fostered shared learning, transparency, and resource exchange across a broad network of partners.[endnoteRef:37] [37:  Tri-Ethnic Center for Prevention Research, Community Readiness for Community Change, Fort Collins (CO): 2014, Online: https://tec.colostate.edu/wp-content/uploads/2018/04/CR_Handbook_8-3-15.pdf] 


To assess organizational and system readiness to meet the needs of families of CYSHCN, the CRM methodology was adapted for use in structured interviews with stakeholders who were leaders serving CYSHCN and their families. The CRM interviews addressed topics including: existing services and community efforts related to child and family well-being (such as programs, activities, policies, etc.); perceptions about family needs; leadership engagement in meeting family needs; the community climate related to meeting CYSHCN’s needs; inter-organizational coordination; knowledge about disaster preparedness; and resources for disaster prevention efforts. 

Eligible participants were those working at these community organizations within Michigan Prosperity Regions 2 or 3. Participants were eligible if they were 18 years of age or older and serve in an administrative or program leadership role within the community organization. Eligible community organizations represented sectors that are integral to child and family well-being and upon which families depend for care, support, and resources. These sectors include health care, education, nonprofit services, and other community-based entities. (See Appendix 3 for CRM and family interview process maps.)

CRM interview recruitment occurred via email with an open invitation to known community contacts who interact with, and/or serve, children in some capacity (e.g., convenience sampling). Essential Project Management reached out to community leaders and representatives of community organizations up to three times during a four-week period. If leaders and representatives did not respond during that time, it was deemed to be a declination of the invitation to participation. (The recruitment plan is provided in Appendix 2.)

Once consent was signed, participants were contacted by a research representative to schedule the interview. Interested participants completed the CRM Interview Consent and Registration Form, which was maintained in REDCap. Interviews were conducted virtually, via Zoom, audio-recorded, and professionally transcribed. Upon completion of the CRM interview, participants were sent a $20 gift card.

Eighteen organizational leaders participated in the CRM interviews. These leaders represented various fields, including: health care and clinical services, early childhood and child care systems, philanthropy and systems change, social services and food security, transportation, governmental and public health entities.

To assess community readiness for change, a team of three analysts (two from Essential Project Management and one from RV4K) independently reviewed each interview using the CRM framework. Each interview was scored by at least two reviewers to ensure consistency and reduce individual bias. Analysts applied the CRM dimensions independently, assigning readiness scores based on the content of each interview. Once individual analyses were complete, the team convened, compared scores, and discussed areas of agreement or discrepancy to reach consensus on a final readiness score for each interviewee. These individual scores were then synthesized to produce an overall community readiness score for the Northern Lower Michigan region.

In the final phase of the CRM process, a summary was shared with the organizational participants in order to help in the creation of sustainable action plans and improvements on a system-wide level. To review the full report, reach out to All Kids Thrive. 

IV. [bookmark: _heading=h.p832ne3m52kq]FINDINGS

Family Member Survey & Interviews: Cross-Cutting Findings by Aim

The cross-cutting findings discussed below were identified from the interviews and open-ended survey questions. It is important to note that responses from families of children with DD sometimes differed from those of other families of CYSHCN due to varying contextual experiences, challenges, and resources related to their child’s condition(s). Where applicable, nuanced findings specific to one or the other are noted. 

Aim 1: Understanding Challenges Impacting Quality of Life for Families with CYSHCN

To better understand the needs and experiences of families of CYSHCN in Northern Lower Michigan, the first research aim focused on understanding the unique challenges these families experience and how they handle these experiences. CYSHCN include both children with DD and CM. While there were some challenges that overlapped between families of children with DD and those with CM, many challenges were unique to the specific populations. 

Findings indicate that families of CYSHCN in Northern Lower Michigan face ongoing challenges affecting their quality of life. Common challenges include managing daily symptoms and behaviors, disruptive adjustments to normal family routines, limited access to childcare and respite support, and the financial strain of caregiving. Families of children with DD report additional challenges related to behavioral regulation, communication, and community participation; families with children with CM report challenges associated with providing complex medical care and the resulting impact on mental health and social well-being.  

Despite these challenges, families demonstrate resilience by utilizing available services and supports, advocating for their children, and creating solutions within their communities. Although families share many common experiences, the nature of these challenges varies by condition, highlighting the need for both broadly accessible support and approaches tailored to the unique needs of these different populations.      

Table 3 describes challenges that were articulated across all of the participants. Tables 4 – 5 summarize challenges that were unique for families with children with DD and CM, respectively. Table 6 summarizes how families described overcoming these challenges.

	Table 3.  Challenges Experienced by Families


	Themes
	Examples

	Families experience everyday challenges managing the symptoms of their child’s condition(s) (such as stress, meltdowns, triggers, or navigating behaviors in public spaces)
	“…[I] worry that something might go wrong and impact all of us on many different levels.  I think there's acute instances of heightened stress…. When something does happen, or even at home if there are meltdowns or challenging behaviors. But I think for us…it really is kind of the stress of navigating the world and trying to advocate for what he needs” 
-Parent, Family Interview

	Parents face challenges adapting familial life around the needs of their child with special health care needs, (such as difficulty being inclusive of the needs of themselves and their other children).
	“Typically, my brother likes to have warning or be told about big events/activities in advance, so we often think ahead. My family often modifies activities, such as games, so my brother can better understand them and participate. We also spend a lot of time doing things related to my brother's special interests/passions. We also sometimes leave events or being supports to events so my brother can comfortably attend them.” 
-Sibling, Survey

	Families lack access to childcare or support from family and friends in caring for their child
	“…afford[ing] more caregiving support, which would help prevent us from a burnout, or there have been times where we've been sick and we're having to rely on the siblings to do more of his care. As my husband and I are sick, that's a hardship they shouldn't have to worry about. We should be able to just call a respite worker and pay them and have the funds, and it shouldn't be an issue.” 
-Guardian, Family Interview

	Families experience expensive financial challenges related to managing their child’s condition, (such as high costs of care/therapy, losing employment, and replacing items damaged by children with DD)
	“…ABA [Applied Behavior Analysis], anything we do [any ABA services], we're going to have to pay for it. And right now, ABA is almost like a car payment.”  
-Parent, Family Interview






		Table 4. Unique Challenges Experienced by Families of Children with DD





	Themes
	Examples

	Families experience challenges in managing the symptoms of their child’s condition(s) (such as communication, daily living skills, need for routine, sleep deprivation, social challenges, specific diets, safety concerns)  
	“… not being able to have his routine where he watches a movie at a certain time of day, plays games on his iPad. We didn't have internet, so he couldn't play those games, so he had a lot of downtime…” 
-Guardian, Family Interview

	Families struggle to support their child during moments of behavioral dysregulation (such as when their child encounters a challenge or has angry and impulsive behaviors)
	“Emotional dysregulation and inability to effectively communicate wants or needs creating frustration and meltdown.”
-Parent, Survey

	Parents and caregivers experience personal stress and strained interpersonal relationships (such as exhaustion, lack of self-care, or limited time with spouse and family)
	“We were doing over 30 hours of ABA which has been incredibly beneficial, but it is taxing on our time and schedule. In addition to already having exhaustion that comes with caring for a special needs child.”
 -Parent, Survey

	Families have difficulty engaging in their local community or having to advocate for their child to participate in the community (such as challenges children have leaving home; educate others of child’s needs to participate in community events, concerns for law enforcement engagement, handling behavioral meltdowns in public, etc.)
	“…the pre work of communicating with those other folks and giving really concrete examples of situations that could present challenges and this is how you could address those.” 
-Parent, Family Interview




	Table 5. Unique Challenges Experienced by Families of Children with CM


	Themes
	Examples

	Families experience challenges managing their child’s medical symptoms (such as symptoms associated with asthma, diabetes, paraplegic care, and physical pain)
	“Physical care, paraplegic requiring full, full-time assistance, include daily care, tube feeding, medication administration, cathing, ostomy care, therapies, case management, and frequent travel to Grand Rapids and Ann Arbor for medical care.” 
-Parent, Survey

	Families report their children struggle with their mental health (such as anxiety, depression, and social isolation from peers due to their condition)
	“I had a total hip replacement in last year…so for the greater majority of my life, I've dealt with chronic pain, and then that has kind of trickled into like some anxiety and depression, like not being able to maybe do the same things that other kids were doing.” 
-Older Child, Family Interview




	Table 6. How Families Overcome Challenges[footnoteRef:3] [3:  Themes only reflect responses from Family Interviews. No related questions were posed to survey respondents.] 



	Themes
	Examples

	Families utilize services and resources to help them meet their child’s needs (e.g., ABA services, resources that cover tangible needs, childcare support)  
	“We have help with our ABA tech or our BCBA [Board Certified Behavior Analyst] … but they're kind of along for the ride. You know? They're there to help us come up with ideas to problem solve these situations.” 
-Parent, Family Interview

	Parents and caregivers of children with DD actively advocate for their child’s needs, and greater inclusion. 
	“We've started to just sort of create our own niche communities, so or niche experiences. And advocating for our kiddos with special needs.” 
-Parent, Family Interview





Aim 2: Understanding The Degree to Which Systems, Services, Resources, and Community Organizations Support Families of Children with Special Health Care Needs 

Families were asked to describe their experiences utilizing resources and services to support their child in Northern Lower Michigan. In general, resources and services that best supported families were described as being easily and/or locally accessible and as meeting a variety of needs. Families also discussed systems barriers that prevented them accessing resources and services, including a distant location, not qualifying for financial support, and high turnover rates among health care and therapy providers. 

Findings from Tables 6 and 7 indicate that, while families of CYSHCN benefit from certain support services, access to these services is inconsistent and often limited by system-level barriers. Positive experiences were associated with services that were described as being accessible; meeting the child’s needs; and providing tangible assistance, including health care and therapy services, respite care, and help with meeting basic needs. Families also highlighted the importance of having trusted, long-term relationships with providers. 

Many families encounter significant barriers to accessing these supports, however. Key challenges include limited availability of specialty services, long wait times for appointments, and the need to travel outside the region for care. Financial constraints further limit access, particularly when families do not qualify for assistance and cannot afford out-of-pocket costs. Additional barriers include lack of inclusive childcare and respite options, insufficient school supports, limited employer flexibility, and high provider turnover. 

Overall, these findings suggest that services exist, but that gaps in availability, accessibility, and coordination limit their effectiveness in meeting families’ needs. 

Tables 7 - 8 describe themes related to resources and services participants identified as supportive for their child and systems barriers that they experienced in accessing resources and services. 

	Table 7. Resources and Services That Supported Families


	Themes
	Examples

	Resources that provide families with basic needs, including respite care services and tangible supports (e.g., food, low-income housing, and employment opportunities)
	“…having respite was a huge sanity saver, absolutely.”
-Parent, Family Interview

	Health care services and therapies that meet child’s needs (ABA therapy, speech therapy, occupational therapy, play therapy, early childhood services, mental health services, etc.)

	“…[my child] does ABA therapy at North Arrow and that has been really helpful for us as a family. They've been willing and able to go into the community with him. The tech goes to soccer practice with him two evenings a week … Some of the days they went along and provided support. I think it has been really helpful for him, and us, and also for those camps to have the support, but also the modeling of ‘this is how you could handle things’” 
-Parent, Family Interview

	
Long-term and trusting relationships with health care providers who are invested in the families’ quality of life and work to connect families to needed resources and services[footnoteRef:4] [4:  Theme only reflects responses from Family Interviews.] 

	“[For] five years… I've been seeing the same provider, and that has really helped me create a relationship with them where I feel like they're as invested in…our needs as I am… There's a mutual respect that takes place there that really helps us in feeling like we're respected, we're trusted… that's really helped us in our care,”
-Parent, Family Interview




	Table 8. Systems Barriers to Accessing Resources and Services Experienced by Families


	Themes
	Examples

	Specialist medical care having long waitlists and often being located outside of Northern Lower Michigan, leading to families having to travel long distances and contributing to additional costs
	“There is no special therapies available that I can find.”  -Parent, Survey

	Financial support programs not being available to help families meet the full scope of out-of-pocket costs for services and medications for their child’s care
	“Out-of-pocket. There's no support for that. There's no agency you can go to and get some financial support to that kind of care.” 
-Guardian, Family Interview

	Lack of access to accommodating and inclusive childcare or respite services
	“You don't really find daycares…we tried using a daycare at the YMCA, and because she would break so many rules, they told us that they that they couldn't handle her… They have rules, sure, and if you can't communicate the rules to your child, how are you supposed to prevent them in the future?” 
-Parent, Family Interview

	School systems often do not provide appropriate accommodations or special education services that their child needs
	“Our experience of the public school system, for him, at that moment at least, was not helpful. He had not yet been diagnosed in kindergarten with autism.... Throughout that year, they ended up assigning him an aid, but also kept telling us, “we don't really think he needs to be evaluated. We'll tell you if we think he should be evaluated further” They seemed kind of unwilling.” 
-Parent, Family Interview

	Lack of employer support and flexibility impacting parents’ ability to provide the care their child needs, sometimes leading to parents having to leave their job
	“Cost-prohibitive and times/travel required to get son to therapy are immense barriers and I would have to sacrifice work to get him there multiple days a week but I would not be able to take that much time off work.”  
-Parent, Survey

	High turnover rates among medical and therapy providers specializing in DD leads to interruptions in care and care that does not address root causes of child’s symptoms 
	“It's just constant turnover with doctors, so you're never really creating a relationship with them, and they never really know much personally about you.” 
-Parent, Family Interview

	Challenges accessing state services for children with DD due to income requirements 

	“It's harder to get in because it's all income based, right? We also fall into this weird thing where we… make too much money to qualify for a lot of these great public resources, but then I could never afford private occupational therapy. We tried to and we basically went broke trying to do that.” 
-Parent, Family Interview



Aim 3: Identifying Disaster Preparedness Among Families of Children with Special Health Care Needs in Northern Lower Michigan to Ensure Resilience in Times of Crisis

Families were asked about how prepared they would be in the event of a disaster, their concerns about their child’s well-being during a disaster, and what they need to better prepare for potential disasters. 

Very few families indicated that they possess disaster preparedness skills or knowledge (such as basic survival skills or outdoor skills) or personal experience managing a disaster in the past. But, most families reported that they have access to at least some of the resources that they might need during a disaster (e.g., transportation, gas, shelf stable food, flashlights, generators) but expressed concerns about not feeling prepared for all types of disasters. One parent said, 
We do [have a generator], but I don't know anything about it …. I know one thing in order to be better prepared would be for me to teach myself how to use it … We've lost power a few times. … I need to figure out how to hook the generator up and get it running. 

Some families reported that they do not feel prepared for a potential disaster at all. Another parent stated, 
I would feel totally unprepared for a disaster. I count on things like our pharmacy, our grocery store. I mean, I can't even think of one thing that would make me feel prepared for a disaster that I currently have in place.

Families also described how their families would be impacted by a disaster. Many families noted that the challenges they currently face in managing their child’s condition(s) during everyday life would be exacerbated during a disaster. Families emphasized the need for greater disaster preparedness support, including education, planning resources, and financial assistance. Participants highlighted the importance of guidance on preparing emergency kits and evacuation plans, as well as strategies for helping children understand and cope with disasters. Families also noted that financial support would help them obtain emergency supplies and prepare for unexpected disruptions in care during a disaster.

Tables 9 – 11 (below) describe themes related to how families would be impacted by a disaster and what they anticipate they would need to be better prepared.

	Table 9. How Families Would Be Impacted by a Disaster


	Themes
	Examples

	Families would lack access to needed resources, including food (and specialty food), water, electricity, medications, medical supplies, sensory items, technology, and other supplies needed to manage their child’s needs
	“Loss of electricity, no access to medicines… lack of funding, minimal savings… access to fresh healthy food…”
-Parent, Survey

	Families and their children would be impacted by the difficulties of managing increased anxiety, emotions, stress, and sensory needs and impacts to daily routines 
	“I would be concerned about the extra impact that would have on [my child] in particular, knowing that changes in routine and unexpected things really caused him a lot of stress and anxiety.”   
-Parent, Family Interview


	Families would be unable to travel to evacuate for a disaster and would not be able to access needed care for their child during or potentially after a disaster (due to financial concerns)  

	“…if we had to evacuate? No. 
like my car right now, it's got special health care needs. How far would you need to go to get? … I would imagine it'd be to our biggest city, but that's 40 minutes away. … if we had to leave the state… my car would need its prescriptions too.” 
-Parent, Family Interview


	Families are concerned about local and federal responses to a disaster being limited, including providing limited information on how to prepare or handle a disaster and not being able to provide needed supports[footnoteRef:5] [5:  Theme only reflects responses from Family Interviews.] 

	“I think understanding the limited resources, and it's not only you personally having the limited resources, but the community not providing, not having the capacity…” 
-Parent, Family Interview



	Table 10. What Families Need to Better Prepare for a Disaster


	Themes
	Examples

	Families and those involved in the care of CYSHCN should have stronger education and information around approaches for discussing disaster preparedness and precautions with their children, especially for children who may find it hard to follow instructions, understand danger, or who may become distraught at the thought of a disaster.
	“His ability to understand the dangers of the situation and follow directions to keep him safe/alive. First responders/rescue personnel would not be able to effectively communicate with him or know how to handle a meltdown that would likely happen in a high stress situation.” 
-Parent, Survey



	Families need greater financial supports to prepare for a disaster in advance, including funds to create  emergency boxes/bins/bags and funds for emergency hotel stays or temporary housing and access to evacuation/transportation resources
	“A family that doesn't have those things [emergency items] may not be able to financially afford them to make a bin for the potential of something that may never happen. They may not be able to invest a couple hundred dollars in resources to sit in a bin that they may never need. They might need gas this week. …Someone living paycheck to paycheck might not be able to invest. We built [our bin] up over time. … one of these resources needs to be reimbursement or assistance, because your special needs person may need things that a typical person wouldn't need in your go bag or your emergency care.”  
-Guardian, Family Interview



Aim 4: Identify Where There Are Resource Gaps and Needs That Can be Addressed by Programming

Families of CYSHCN experience a variety of challenges in Northern Lower Michigan that are related to gaps in available resources and their families’ unique needs. Throughout the surveys and interviews, families identified areas where programming in Northern Lower Michigan does not meet their families’ needs, which can help to identify where program expansion and/or implementation would be beneficial. Families discussed a lack of resources that are either nonexistent or have changed over time and become less helpful. 

Families consistently identified the need for improved access to health care and therapy services (particularly specialty care), as well as greater availability of resources that address everyday family needs, including financial assistance, respite care, childcare, and early childhood services. Families also emphasized the importance of increased federal and state support through expanded insurance coverage, as well as increased funding and more flexible eligibility requirements for programs and services.

In addition to services and funding needs, families identified opportunities to strengthen community education and disaster preparedness efforts. Participants expressed a need for greater awareness and understanding of CYSHCN in schools, health care and childcare settings, work places, and the community at-large in order to create more inclusive and supportive environments. Families also highlighted a need for more disaster preparedness education, planning resources and financial assistance to help families prepare for emergencies. 

Overall, these findings suggest the need for coordinated investments in services, resources and community workforce capacity to better meet families’ needs to improve their long-term resilience. 

Findings from Table 10 highlight several resource and programming gaps that affect families of CYSHCN in Northern Lower Michigan. Table 11 presents the resource gaps and needs that can be addressed by programming in Northern Lower Michigan that will benefit both families of children with DD and CM. 

	Table 11. Resource Gaps and Needs that Can be Addressed by Programming


	Themes
	Examples

	Need for increased access to quality and timely health care and therapy services in Northern Lower Michigan, particularly specialty health care
	“My son has fetal alcohol [syndrome] and an extra piece of chromosome 15. There aren't any specialists in the area that can handle these diagnoses.” 
-Parent, Survey

	Need for increased access to resources and programs including financial supports, respite or childcare services, early childhood programs, and programs that support the tangible needs of families 
	“Home visiting programs are down significantly.  They're trying to recruit families. In my eyes, it's like we have to shift the program. We have to shift the system. It's not the people that need to be shifted or recruited, it's the system that needs to adjust to the population it's serving…” 
-Parent, Family Interview

	Need for increased federal and state support of programs and services for CYSHCN (such as increased insurance coverage of services, less stringent requirements to qualify, increased funding for support programs and services, and disaster preparedness financial resources)
	“We did used to utilize a respite program, and there's now some law changes, so we're having a little difficulty fully checking the boxes and the way to be able to get that because apparently I can't get respite if I work for my son as his caregiver.” 
-Guardian, Family Interview

	Need for community education focused on increasing inclusive environments for families of and CYSHCN, including education of employers, health care providers, businesses, schools, childcare facilities, community organizations, and community members
	“I’m thinking about awareness as a starting point for the community….  for my specific family and challenges,  I think about  awareness about Autism in particular, as it varies wildly from organization to organization and person to person.  I think that more awareness about how people could be supportive or how organizations in particular who work with kids could be supportive, would go a long way.” 
-Parent, Family Interview

	Need for greater education around how to prepare for a disaster including how to create an evacuation plan, prepare a disaster “box” or kit, disaster preparedness or survival skills for different types of disasters, and resources for how to communicate and prepare CYSHCN for a disaster
	“I just wish, like somebody [would] put together a checklist. Like these are all the things you need, you know? Just make a big like box and put it in your basement, not where it'll flood, put it up on a milk crate or a box or something…” 
-Parent, Family Interview




Family Member Survey & Interviews: Discussion of Findings 

The findings of both the qualitative survey data and family member interviews support several recommendations for improving services in Northern Lower Michigan for families of CYSHCN.

While families of CYSHCN often experience similar system-level, economic, and social challenges to their quality of life; disability-specific challenges also impact families.

Families of children with DD and with other special health care needs experience many similar challenges related to their child’s diagnosis, as well as challenges that are unique to the child’ specific diagnosis. Both groups of families describe challenges associated with needing support from loved ones and in adapting their lives to their child’s needs. Both groups of families also said they were financially impacted by providing care for their child. 

Families of CYSHCN report that they experience more challenges related to caring for the medical needs of their child. Families of children with CM report that they experience increased anxiety, depression, and social isolation due to these challenges. Families of children with DD report that they experience more day-to-day challenges in managing their child’s diagnosis and engaging in their communities; they report facing more behavioral challenges on the part of the child, as well. This leads to increased stress and less time for self-care or time with spouses, partners, and other family members. 

Families of CYSHCN in Northern Lower Michigan have had positive experiences with resources and services, but the majority experience many system-level barriers to accessing the resources and services that would most benefit their family.

Families of CYSHCN described a variety of experiences in accessing and engaging resources and services available in the Northern Lower Michigan region. Supportive experiences include resources and services that help meet their child’s unique needs, assist with access to basic services (particularly respite care), and provision of long-term care by trusted providers. 

Unfortunately, many barriers impacted families who try to access resources and services, with some unique to families of children with DD. Overwhelmingly the lack of needed resources and services was the main barrier to families accessing the care that their child needs; these services include specialty medical or therapy services; financial support programs; respite, childcare, and school services; and/or employment support.

Families of children with DD also experience health system barriers related to high staff turnover among both medical and therapy staff, which can interrupt care; stringent state requirements, which prevents these children from qualifying for needed services; and cuts to DD-focused services due to reductions in both federal and state budgets. 

Northern Lower Michigan families of CYSHCN would benefit from more disaster preparedness education, emergency planning, and access to emergency necessities.

Families of CYSHCN report that they have limited access to resources or knowledge that need to safely handle a disaster. The biggest concerns expressed by families were about how the challenges they already experience in their daily lives would be exacerbated during a disaster and prevent them from meeting their child’s needs. Families were concerned about not having access to daily resources (including food, medication, electricity, and technology); not being able to provide the care their child needs; and the resulting increased anxiety and stress for both the child and their family members. They were also concerned that they lacked funds needed to prepare for a disaster; would not be able to travel or evacuate during a disaster; and would not be able to access their child’s needed therapies and/or medical care. 

Families were not aware of their communities' level of disaster preparedness or whether there was any community education or resources that addressed disaster preparedness. Families highlighted that they would be better prepared if they had access to community education resources, including specific resources for families of CYSHCN and financial supports to prepare in advance for a disaster.

Families of CYSHCN would benefit from improved programming in many Northern Lower Michigan resource and service areas.

Families identified many resource and programming gaps for families of CYSHCN. These include improvements in the following resources and service areas.

Improvements to resources, programs, and health care that provide services or support for families of CYSHCN.

Families would benefit from improved availability of, and access to, health care services, specialty health care services, respite services, therapy services, and programs that support the everyday needs of Northern Lower Michigan families with CYSHCN. Families would benefit from increased federal and state support and funding for programs and services for CYSHCN, including increased insurance coverage of health care services. Families would also benefit from changing federal and state program income requirements (e.g., by increasing income thresholds) to enable more families to qualify for services their children need. 

 Improvements to community education efforts to increase inclusive environments for CYSHCN and their families.

Families would benefit from expanded community education efforts to strengthen and increase inclusive environments and foster greater understanding about CYSHCN. Such education efforts could improve understanding on the part of local employers, health care providers, businesses, schools, child care facilities, community organizations, and community members. 

Improvements to disaster preparedness programs and community education efforts in Northern Lower Michigan.  

Families would benefit from disaster preparedness programs that support low-income families with financial assistance and survival resources so they can access key items, materials, and supplies in advance of a disaster. Families would also benefit from community education on how to prepare for a disaster (focused on the unique needs of families with CYSHCN), and how to talk with their children (particularly those with DD[footnoteRef:6]) about potential disasters that could occur, and how to prepare for them. [6:  Children with developmental disabilities (DD) are particularly vulnerable during disasters due to their heightened sensitivity to disruptions in routine and unfamiliar situations. Without advance preparation, children with DD face elevated risk for behavioral dysregulation, emotional crisis, and trauma responses during and after emergency events, risks compounded by communication barriers that can make distress difficult to recognize or express).38 39 40 41 Advance preparation, including age-appropriate conversations, social stories, and practiced routines, directly counteracts these risks by making disaster scenarios familiar rather than wholly unexpected. Visual supports and social stories can help children with DD learn what might happen in natural disasters, what to do, and why it’s important to follow instructions, and can also prepare children for how they might feel. Enhanced preparedness can mitigate care disruptions during disasters, and better planning can reduce negative responses to disaster-related stressors in this population. 38 Children with intellectual and developmental disabilities can experience traumatic stress.39 40 41] 


Limitations

Limitations of the study include that the online survey and interview protocols were not designed to be fully aligned and did not ask identical questions. As a result, some questions were asked one in protocol and not the other, which impacted the ability to identify cross-cutting themes across the two sources. 

Another limitation is that the response rate to the survey and family participation in the interviews was much higher for families of children with DD than of those with CM. Finally, response rates were not high enough in the survey or interview to infer differences across geographic areas or types of health care systems (e.g., Tribal versus other services). 
[bookmark: _heading=h.k7ymmdtie38c]
[bookmark: _heading=h.qejuw447zavv]Community Representative Interviews: Summary of Findings by CRM Domain

The CRM interviews conducted across Northern Lower Michigan revealed a community that is deeply invested in the well-being of children and families, yet constrained by geographic, workforce, funding, and system-level barriers. Across sectors, respondents consistently expressed strong commitment, growing collaboration, and increasing awareness of CYSHCN’s unmet needs (particularly for children with CM, DD, and complex social determinants of health). 

[bookmark: _heading=h.kn3ipw8c1ao5]Readiness varied by domain; communities often demonstrated that their awareness and concern was higher than the capacity and/or infrastructure needed to these concerns. Across domains, there was a clear recognition of the issues and strong motivation to act; however, stakeholders reported that they limited capacity to fully implement or sustain solutions without additional coordination, investment, and system-level support.
[bookmark: _heading=h.wec0md2ezo8d]
[bookmark: _heading=h.8ot809l0t50u]Based on analysis of the CRM interviews, the community’s overall readiness to address CYSHCN’s needs was found to vary by domain. While concern and awareness are high, readiness is constrained by limited capacity, workforce shortages, and uneven infrastructure. Overall, the region demonstrates readiness levels ranging from “Vague Awareness” to “Initiation,” with most domains clustering in various points in the “Preparation” stage (see Table 12).

	Table 12. CRM Results by Domain


	Domain
	Score
	Readiness Stage
	Readiness Spectrum

	Domains A & B: Community Efforts, Community Knowledge of Efforts
	5.8
	Stage 5–6
	Preparation → Initiation

	Domain C: Leadership
	5.3
	Stage 5
	Preparation

	Domain D: Community Climate
	5.0
	Stage 4–5
	Preplanning → Preparation

	Domain E: Community Knowledge About the Issue
	3.7
	Stage 3–4
	Vague Awareness → Preplanning

	Domain F: Resources
	4.2
	Stage 4 
	Preplanning




Domains A & B: Community Efforts and Community Knowledge of Efforts

Interviewees described a strong and expanding network of programs, services, activities, and policies that support CYSHCN and their caregivers. Efforts span health care, early childhood, behavioral health, education, transportation, food access, public health, and community-based organizations. Many services are viewed as effective and responsive, particularly within early intervention, primary care, and crisis-oriented systems of care.Final Score: 5.8
Readiness Stage: Stage 5–6 (Preparation → Initiation)


At the same time, community awareness of these efforts is inconsistent. Knowledge is highest among professionals and families who are already connected to service systems; other families may not learn about services until their needs escalate. Information-sharing is heavily reliant on informal networks, including word-of-mouth, schools, providers, and social media.      Challenges in knowing how to navigate appropriate and trust-worthy community resources and a lack of centralized access to these resources limit the overall impact of existing efforts.

The score reflects a community with active planning and early implementation underway, alongside recognition that improving awareness and access is essential to maximize existing efforts. Overall, the community demonstrates readiness to move from planning into early implementation, with a clear need to improve coordination, visibility, and access.

Key Themes
· A broad range of services exists, but systems are fragmented;
· Awareness is uneven and often dependent on insider knowledge;
· Families face navigation challenges, even when services are available;
· There is a strong interest in centralized access and care coordination; and
· Expansion is needed, but sustainability and workforce capacity are concerns.

Indicators Supporting Readiness Stage 5–6
· Multiple programs and services are operating across sectors;
· Planning and early pilot initiatives are underway;
· Cross-sector conversations about coordination and sustainability are occurring; and
· Awareness exists but is inconsistent across geographies and populations.

Recommendations for Domains A-B, Readiness Stage: 5–6 (Preparation → Initiation)

	Key Theme
	What This Indicates About Readiness
	Stage-Appropriate Recommendations

	Multiple services exist, but systems are fragmented
	The community has moved beyond awareness and is ready for coordination
	· Formalize cross-sector coordination structures (e.g., workgroups, shared protocols) to align existing efforts.
· Document and map current services to identify strengths and areas of development.
· Develop a shared communications strategy across the organizations rather than relying on siloed outreach efforts.

	Awareness is uneven and often dependent on insider knowledge
	Efforts exist, but are not fully accessible
	· Develop centralized access points (i.e., care coordination, referral hubs, navigation tools).

	Families face navigation challenges, even when services are available
	Implementation is occurring without shared infrastructure
	· Standardize referral pathways and warm handoffs across systems.
· Improve access to information, including plain-language materials, translated resources, and non-digital options for families without internet access or who are not comfortable using it. 
· Build an information distribution network with trusted partners (i.e., schools, pediatric providers, community health workers, faith and tribal leaders) to disseminate information about services. 

	There is a strong interest in centralized access and coordination
	Community readiness supports early implementation
	· Pilot care coordination or “no wrong door” models in high-need areas.
· Create and implement centralized access points, where families can start without knowing the “right” system.

	Sustainability and workforce capacity are concerns
	Initiation must be realistic and scalable
	· Develop and implement sustainability planning (billing, braided funding, shared staffing) into new and existing efforts.
· Explore “job share” or fragmented positions to maximize funding between community organizations. 


[bookmark: _heading=h.402jvk4g9ax1]
Domain C: Leadership

Leadership support for addressing children’s health needs is present but variable. Leaders within health care, education, early childhood, and social services show strong engagement; leaders from broader civic and policy organizations are less consistently involved. Leadership action is often most responsive to funding opportunities or crises, rather than being driven by a long-term, coordinated strategy. Leaders recognize the issue and are engaged in planning; however, sustained, coordinated leadership action has not yet been fully mobilized.Final Score: 5.3
Readiness Stage: Stage 5 (Preparation)


A leadership domain score of 5.3 indicated the community is in Stage 5: Preparation for leadership readiness. In the CRM, Stage 5 means that leaders have moved beyond simply recognizing the issue and are actively involved in planning efforts to address it. Specifically, leaders at this stage are participating in committees, coalitions, and/or groups that are working to resolve the issue at hand. While leadership support is evident, however, engagement remains uneven across organizations and coordinated long-term action plans have yet to be fully established.      

Key Themes
· There is strong leadership within service systems;
· There is uneven engagement across sectors and jurisdictions;
· Leadership concern does not always translate into action; and
· There is a willingness to support expansion if resources are available.

Indicators Supporting Readiness Stage 5
· Leaders acknowledge the importance of the issue;
· Support for planning and collaboration is evident; and
· Limited evidence of long-term, system-wide leadership coordination.

Recommendations for Domain C, Readiness Stage: 5 (Preparation)

	Key Theme
	What This Indicates About Readiness
	Stage-Appropriate Recommendations

	There is strong leadership within service systems
	Leaders acknowledge the issue, but are not fully mobilized
	· Engage leaders in structured planning using CRM findings to align priorities.

	There is uneven engagement across sectors and jurisdictions
	Leadership readiness is uneven
	· Identify and support visible champions across healthcare, education, and community sectors.

	Leadership concern does not always translate into action 
	Planning is present, but the long-term strategy is limited
	· Shift leadership focus toward proactive, multi-year planning.
· Use data and lived-experience narratives to connect concerns to action and resource allocation.

	There is a willingness to support expansion if resources are available
	Leaders are open but cautious
	· Pair leadership engagement with clear data, cost-benefit framing, and lived experience stories.
· Develop shared regional priorities to reduce fragmentation and competing agendas across counties and organizations. 


[bookmark: _heading=h.7j15o7kgpgow]
Domain D: Community Climate

The community climate is generally supportive and compassionate, with widespread concern for CYSHCN and their families. This concern, however, often results in episodic or event-based support, rather than consistent, community-wide engagement. There is growing openness to addressing gaps, but limited shared responsibility for long-term solutions. The community recognizes the problem and is beginning to mobilize— but has not yet reached collective action or shared ownership.Final Score: 5.0
Readiness Stage: Stage 4–5 (Preplanning → Preparation)


A Community Climate score of 5.0 reflects a community that is transitioning from pre-planning to preparation; attitudes are increasingly more supportive of addressing the issue, but have not yet translated into implementation. In the CRM, Community Climate measures the prevailing attitudes, beliefs and level of community support regarding the issue. In Northern Lower Michigan, while awareness and concern continue to grow, engagement remains inconsistent and often strongest among those directly affected by the issue. The community is increasingly receptive to action and planning, but broader participation and sustainability support have not been fully established.           

Key Themes
· There is high concern and empathy for families;
· Support is often expressed through one-time efforts or events;
· Acceptance of service gaps as a reality of rural living; and
· Desire to help, but uncertainty about how to engage.

Indicators Supporting Readiness Stage 4–5
· Broad acknowledgment that the needs of CYSHCN are not fully met;
· Willingness to support efforts in principle; and 
· Limited sustained or coordinated community engagement.

Recommendations for Domain D, Readiness Stage: 4-5 (Preplanning to Preparation)

	Key Theme
	What This Indicates About Readiness
	Stage-Appropriate Recommendations

	There is high concern and empathy for families
	The community recognizes the issue and the needs of CYSHCN are not being met
	· Use strengths-based messaging to reinforce shared responsibility.
· Shift messaging from scarcity to shared responsibility, emphasizing the collective impact rather than gaps in care.

	Support is often expressed through one-time efforts or events
	Climate is supportive but not sustained

	· Shift from one-time events to ongoing community engagement strategies.
· Normalize help-seeking and inclusion through consistent community education, storytelling and visible support for families navigating complex medical needs. 

	Acceptance of service gaps as a reality of rural living
	Risk of stagnation at preplanning
	· Reframe challenges as solvable through coordination and collaboration.
· Highlight local successes to build momentum and reinforce community belief that progress is possible.

	Desire to help, but uncertainty about how to engage
	The community wants to help but lacks direction
	· Create clear, low-barrier ways for community members to participate (advisory roles, feedback loops).
· Support caregiver voices through listening sessions, advisory councils, or parent leadership opportunities.



[bookmark: _heading=h.zcp4abdb6ox7]Domain E: Community Knowledge About the Issue

Knowledge about the needs of CYSHCN and their families varies widely. Professionals and families with lived experience are well-informed, but the broader community often has only a limited or surface-level understanding of the scope, complexity, and long-term impacts of these needs. Local data exist but are not consistently shared in accessible ways. The needs of CYSHCN in the community and during a disaster is recognized, but knowledge is not yet widespread or detailed enough to drive proactive community action.Final Score: 3.7
Readiness Stage: Stage 3–4 (Vague Awareness → Preplanning)


      A Community Knowledge About the Issue score of 3.7 indicates that the community is transitioning from Vague Awareness to Preplanning. In general, community members recognize that CYSHCN and their families face important challenges, but knowledge of the issue remains limited. Awareness is strongest among those who are affected or provide specific services, while greater understanding of the implications among others is less widespread. Increasing community education, disseminating local data, and providing opportunities for shared learning will be important for organizations building and expanding future readiness actions.       

Key Themes
· Awareness exists but lacks depth;
· Knowledge increases primarily through crises or personal experience;
· Limited public understanding of system-level impacts; and 
· Underutilization of local data for education and awareness.

Indicators Supporting Readiness Stage 3–4
· General acknowledgment of the issue;
· Limited understanding of prevalence and root causes; and
· Few coordinated education or awareness initiatives.
[bookmark: _heading=h.fheewps6wrvj]
Recommendations for Domain E, Readiness Stage: 3-4 (Vague Awareness🡪  Preplanning)

	Key Theme
	What This Indicates About Readiness
	Stage-Appropriate Recommendations

	Awareness exists but lacks depth
	Knowledge is not yet actionable
	· Focus on basic education about children’s health needs and impacts.
· Provide targeted education and training for caregivers, educators, and frontline providers on children’s health conditions, mental and behavioral health, and trauma-informed practices prior to crisis situations. 

	Knowledge increases through crisis
	Reactive understanding dominates
	· Provide proactive education in schools, health care settings, and community settings.
· Reinforce targeted education for caregivers, educators, and frontline providers on children’s needs during crisis.

	Limited use of local data
	Data exist but are underutilized
	· Translate local data into plain-language, community-friendly formats.
· Develop and share local data summaries that are accessible, relevant, and actionable by community stakeholders. 

	Few coordinated education efforts
	Readiness is too low for advanced campaigns
	· Use small-scale, targeted education rather than broad public campaigns.
· Align education efforts with service pathways, ensuring increased knowledge leads to clearer next steps for families. 



Domain F: Resources

Interviewees consistently cited resource limitations as a major barrier. Workforce shortages, funding instability, time constraints, and infrastructure challenges affect nearly all sectors. Many organizational programs and efforts depend upon short-term grants and are implemented by over-extended staff, particularly in rural areas. Despite this, collaboration and commitment remain strong. The community recognizes resource gaps and is beginning to plan but lacks sufficient resources for broad implementation.Final Score: 4.2
Readiness Stage: Stage 4 (Preplanning)


A Resources domain score of 4.2 reflects a community in Stage 4: Preplanning, indicating some resources are available to support CYSHCN and their families, but significant gaps limit the community’s ability to respond in a comprehensive manner. Organizations and those impacted recognize the need for additional funding, workforce capacity, specialized services, and infrastructure. While discussions about resource development are happening, coordinated efforts to secure and sustain the resources needed for long-term implementation are still being identified. exist to address the issue, but they are limited, fragmented, and insufficient to support broad implementation.      

Key Themes
· There is a high degree of dedication, but limited capacity;
· Workforce shortages exist and impact multiple systems;
· Organizations rely heavily on grant funding; and
· There is a growing recognition of the need for sustainable investment.

Indicators Supporting Readiness Stage 4
· Clear acknowledgment of funding and staffing shortages;
· Limited capacity for expansion;
· Early discussions about sustainability and shared resources.
[bookmark: _heading=h.cui529i7wt94]
Recommendations for Domain F, Readiness Stage: 4 (Preplanning)

	Key Theme
	What This Indicates About Readiness
	Stage-Appropriate Recommendations

	There is a high degree of dedication, but limited capacity

	Willingness exists, but resources are constrained
	· Conduct focused resource and workforce gap assessments to identify workforce gaps, funding shortfalls, space limitations, and transportation challenges, and other barriers. (The CRM identified some of these, but this recommendation is about more specifically mapping those barriers).

	Workforce shortages exist and impact multiple systems
	Capacity limits implementation
	· Invest in recruitment, retention, and training pipelines.
· Provide incentives to train, recruit, and retain the workforce.

	Organizations rely heavily on grant funding
	Sustainability risk
	· Explore “braided funding:” a financial strategy where multiple funding streams (such as government grants, foundations, and private funds) support a program or initiative. 
· Explore shared staffing models to maximize workforce and provide organizations with skills from part-time employees. 

	There is a growing recognition of the need for sustainable investment
	Community is ready to plan
	· Begin sustainability planning along all new initiatives.



Cross-Cutting Themes

Across domains, several consistent themes emerged about the communities and organizational stakeholders:
· Strong commitment to children and families;
· Fragmented systems and navigation challenges;
· Uneven awareness and access;
· Limited resources constrain progress; and
· Readiness for coordination and targeted initiation.

V. [bookmark: _heading=h.pkxt0um73bwr]Discussion of Findings from Surveys & Interviews 

As a relatively new organization, AKT sought to understand the community’s needs before implementing its programming, in order to ensure that the nonprofit’s services addressed the actual needs— not perceived needs. The process of recruiting study participants and analyzing the results enabled AKT to identify challenges and solutions to engaging participants. 

Challenges and Solutions to Engaging Participants 

Lack of Trust on the Part of the Regional Community 

As a new nonprofit in Northern Lower Michigan, it was essential for AKT to build trust with the community in order to be effective but, because the organization was so new, it had yet to do so. For that reason, asking participant families personal questions was difficult—especially in communities (like the Indigenous/First Nation communities) which already distrust external organizations.

Northern Lower Michigan populations are, understandably, resistant to information-gathering efforts occurring on a systems level. AKT’s engagement efforts were viewed through the lens of potential (or perceived) power imbalance that many local families experience in not only in general but also in the health care setting. This presented a barrier to meaningful and trustful engagement with this project. 

Local Indigenous/First Nation families experience extensive levels of historical trauma, which has a profound effect on their willingness to trust organized information and data collection efforts. Indigenous/First Nation families (whether enrolled by a federally recognized tribe or the descendent of a member carrying Indigenous/First Nation blood) have many reasons to distrust organizations of power due to past (and, at times, ongoing) harmful practices Organizations that were historically created and presented as “helping” Indigenous/First Nation families often actually tried to extinguish their culture, language, and identity. 

[bookmark: _heading=h.jk2f7xgg9r1k]One example is the forced removal of Indigenous/First Nation children to boarding schools in an effort to force assimilation to Western, Christian norms. These boarding schools were active so recently that the grandparents of today’s infant children are survivors; those children’s parents are, themselves, children of survivors. According to the Michigan Indian Boarding School Research Program, two of the Region’s schools stand out for their child-removal policies: 1) Holy Childhood of Jesus Indian School in Harbor Springs (Region 2), which operated from 1829 to 1983; survivor testimony confirms that children died during its operation; and 2) Mount Pleasant Indian Industrial Boarding School in Mount Pleasant (Region 3), which operated from 1893 to 1934; there are documented burial sites and confirmed deceased students associated with this school.[endnoteRef:38]  [38:  Stebbins LG, “Pain and resilience: The legacy of Native American boarding schools in Michigan,” The Michigan Advance, August 14, 202. Online: https://michiganadvance.com/2021/08/14/pain-and-resilience-the-legacy-of-native-american-boarding-schools-in-michigan/] 


[bookmark: _heading=h.yucry1f7qb62]This generational proximity means that trauma from assimilation policies is not distant history but is, instead, a lived reality that shapes trust, communication, and engagement. Against this background, approaching families with a message that AKT wanted to hear their voices and learn from their personal experiences—framed as an effort to help—was profoundly difficult and sensitive to manage. 

The survey and interview team members encountered higher levels of resistance to share and hesitancy to engage from Indigenous/First Nation participants, compared to non- Indigenous/First Nation or primarily white counterparts. Engaging formal Indigenous/First Nation leaders proved to be difficult. Calls and emails often went unanswered. Even for AKT’s liaison, identifying the best authorities to contact was challenging. This effort was further complicated by turnover and a lack of awareness about who the central representative was for specific areas or topics. 

To honor those experiencing historical trauma’s impacts, AKT involved a respected Indigenous/First Nation community member who works in AKT’s project management team throughout the process. The Indigenous/First Nation community liaison, a local leader within the Little Traverse Bay Band of Odawa Indians, was directly engaged in project planning at its early stages, and in all communications and outreach. AKT eventually asked the liaison to promote the survey throughout her nonprofit social media and in her social circles. The liaison was instrumental in building relationships in the community where she grew up and maintains close neighborly ties. She was present at many events where her people gathered; held contextual conversations with AKT related to historical trauma’s impact on Indigenous/First Nation communities; and researched historical and geographical connections of the Tribes region in which AKT works. 

The fact that AKT has Indigenous/First Nation and multiracial leaders helped the organization eventually foster trust and connection and build relationships. The survey results indicate that the processes directed towards relationship- and trust-building before the survey began, as well as the follow-up that occurred afterwards, were particularly valuable within the local Indigenous/First Nation communities. 

Another solution to overcome this challenge was for AKT to partner with RV4K, a well-respected external organization that had a similar mission of assisting families with disaster preparedness. This connection provided to be very powerful.  Northern Lower Michigan health care systems and grassroots organizations often lack resources, which limits their ability to drive large-scale change. The partnership with RV4K enabled AKT to work with data collection and analysis experts at MPHI as well as other stakeholders. The partnership gave formal credibility to AKT’s work, and reassured community organizations that the research was legitimate, ethical, and confidential. 

Another benefit was the positive outcomes associated with the social capital of AKT’s leader, her 20+ years of experience in the health care industry, and her lived reality as a parent of a CYSHCN. AKT’s leader is personally connected to many other leaders whose organization serve the same regional community. These longstanding relationships added credibility and opened doors that might otherwise have remained closed, reinforcing the trustworthiness of AKT’s efforts.

Survey Request and Content 

Recruiting families to complete the survey presented its own complexities. Sadly, disaster preparedness in general, and the needs of families of CYSHCN specifically, are topics with which many families are unfamiliar. Disaster preparedness is rarely a topic in the media, for example. As a result, many families are confused about why this issue matters and how it connects to their children's needs. Many of the families who participated in the interviews described feeling "apart" and "socially isolated" from the wider community. This lack of awareness and connection hampered recruitment—but also underscored the importance of engaging the community about these issues. 

Throughout the process, the survey's length and depth presented a notable challenge to participation. Of the 139 individuals who opened the survey, 74 completed it, and 65 did not. This drop-off rate that underscores how lengthy and demanding the instrument was for family respondents. Many family participants also sought clarification on the study's purpose before proceeding. Together, these factors reinforce how sensitive and complex trust-building can be when asking families to share personal experiences.
The use of incentives was helpful in overcoming these challenges. The participant families are, by nature, under a great deal of stress and their time is a valuable commodity. The incentives that AKT provided to families who participated in the interview were helpful. Families who participated in the survey did not, however, receive an incentive. To maximize survey reach, AKT also developed an outreach plan that included promotion through the AKT Facebook page and tabling at local community events.
Community leaders who were invited to participate in the CRM interviews often did not see themselves as stakeholders in the population’s public health. Many believed that families with CYSHCN were a special sub-population whose needs were beyond their specific expertise. Others were insecure about their ability to contribute to the discussion. Reassurance helped these leaders better understand their important role in assisting this population.

Both situations highlight the need for more education about the types of support needed by families with CYSHCN, and local organization’s and leaders’ roles in addressing the needs of this population (both every day and during a disaster).

Honing Events for Participant Recruitment

[bookmark: _heading=h.22u3thtgptwl]Community events such as health fairs or trick-or-treat walk-throughs provided visibility but were not always ideal for sustained engagement necessary to complete the survey. Families were often focused on having an enjoyable experience or managing their children’s behavior in these crowded environments. Many caregivers expressed anxiety about potential meltdowns on the part of their children, which made it difficult to discuss their needs or complete the survey.

For example, at a local Family Festival, AKT provided a tableside game for children to use while their caregiver completed the survey on an iPad. Staff were on-hand to provide assistance. While this process was successful for some families and led to supportive conversations, it was deemed to be misguided to survey caregivers about their stress and challenges during an event they were trying to enjoy as a stress-free experience. Having the children at the table resulted in caregivers primarily focusing on them rather than on the survey.

This highlighted a key lesson: families were at community events for a positive experience, not to revisit trauma or their challenges. Over time, AKT stopped using these events as a survey implementation site and focused on providing a variety of fun and sensory-regulating tools (i.e., affirmation cards, sunglasses, cloud putty, Rubix cubes).

AKT determined that it was more effective to have an information table at family events along with other vendors and service organizations, rather than trying to collect survey responses. Two such events happened in October during “Trick or Treat” celebrations where children received treats and/or sensory items for entertainment. One event was hosted by the North Arrow Autism Center (located in Traverse City, MI) “Trunk-or-Treat” event, where children visited various car trunks and received gifts. This annual event is meaningful to families and provides a safe environment where children with ASD can practice socializing and communicating. It was a powerful demonstration of the power of such community-hosted events. In total, AKT staffed information tables at four in-person family events across Northern Lower Michigan during this period. 

	At these events, AKT had an opportunity to mingle with the community. A great deal of conversation occurred with grandparents, parents, and other caregivers about their family situations and needs. It was an honor to stand beside these families, share those moments, and interact with their children. Families were able to share more intimate and personal information through conversation, which provided an outlet for connection that many caretakers valued. 

These methods of outreach, combined with community event participation and active engagement in places families tend to frequent, were effective in generating a more thorough (and diverse) understanding of the power of communications and how they relate to the success of community engagement efforts. 

Beyond family-facing events, AKT extended its recruitment reach through partner networks and public communications. Ongoing word-of-mouth recruitment and advertising was carried out via partnerships with 15 organizations. These organizations then shared a call-to-action to complete the survey with hundreds of additional organizations. AKT also presented the survey live at three leadership meetings of partner organizations and distributed paper recruitment advertisements with QR codes to provider and therapy offices. Additionally, AKT appeared in a live television segment with 9&10 News, reaching audiences across all of Northern Lower Michigan.

The family survey and interviews had a greater likelihood of success (defined as completed surveys or interviews) when families and participants were engaged directly in face-to-face communication rather than methods like social media messaging, LinkedIn direct messaging, or text communications. Once engaged by face-to-face communication, families were more likely to answer a follow-up query, ask questions about the survey, and complete it. By contrast, social media outreach conducted between March and October 2025 generated substantial reach but limited direct engagement: Facebook content produced 70,193 total views and 24,934 viewers over the period, yet only 152 interactions, 309 link clicks, and 23 new page follows resulted from that reach. Similarly, a coordinated cross-platform push on July 16 yielded 232 views on Facebook, 117 on Instagram, 51 on LinkedIn, and 40 on X—but generated only a few likes, shares, or comments across all four platforms combined.
[bookmark: _heading=h.udm4rd8hcnok]

Terminology About Study Recruitment 

[bookmark: _heading=h.g871kjgjxafu]Defining the study population required careful attention to language. Families often equate the term “special” (used in “children and youth with special health care needs”) with special education programs and/or negative stereotypes. Additionally, Indigenous/First Nation families were concerned about the survey’s use of the term “autism,” and feared they would need to “prove” their child had a medical diagnosis at a time when many had not been able to secure a formal state diagnosis of F84 ASD. As a result, many families did not recognize their children as part of the surveyed population of CYSHCN, which led to confusion and/or caregivers’ self-exclusion from participation.

To address this concern, AKT was careful to avoid using language in the survey and interview questions that could be perceived as pathologizing a condition. Many neurodiverse individuals do not identify with being “sick” or having a “medical condition;” instead, they view themselves as a whole human with gifts and sensory sensitivities that make them stronger. This aligns with AKT’s mission and values, which was conveyed to potential participants as much as possible. AKT also clarified that families of children with any medical or mental health condition (i.e., diet allergy, asthma) could be included in the study; this clarification, however, often required lengthy conversations with potential participants. 

AKT was also attentive to both the use of language and types of media outreach when promoting the study, since they affect an individual’s experience, knowledge about the topics under discussion, and factors related to media messaging. Additionally, AKT sought to offer as much information as possible to participants and ensure comprehension on the part of participants. AKT implemented simplistic, shorts bursts of information and marketing language (e.g., in social media outlets campaigns, flyers, etc.), in order to engage participants throughout the process. AKT quickly changed messages to ensure the success of the family survey distribution and data collection processes. 

These efforts resulted in increased visits to the webpage, advertisement clicks, overall interest, and curiosity about the survey and ATK itself. The use of videos and paid advertisements to support the information-gathering stage allowed the families AKT serves to form a more personal relationship to the survey, the organization, and its team members. 
[bookmark: _heading=h.k9bqzzu2xgcn]
[bookmark: _heading=h.smft0141t3hb]Local Disasters Affecting Program Participation 

Michigan is known for severe winter weather conditions characterized by heavy, wet snow; strong winds; and Arctic temperatures. In March 2026, the Traverse City region experienced a significant stretch of severe winter weather, including heavy snow, blowing snow, hail, freezing rain, and freezing fog across multiple days. In fact, March 15, 2026, recorded the month's highest-ever single-day precipitation total at over one inch of liquid-equivalent accumulation.[endnoteRef:39] These storms resulted in widespread power outages and extensive damage that may have affected participation in the survey and interviews.  [39:  Weather Spark. (2026). Historical weather in March 2026 in Traverse City, Michigan, United States. https://weatherspark.com/h/m/15443/2026/3/Historical-Weather-in-March-2026-in-Traverse-City-Michigan-United-States] 

In response to these and other recruitment challenges, AKT’s team members took a more targeted approach that included tabling at local community events to connect with families more directly (described above). Outreach efforts were also expanded through a more active social media presence: AKT posted on Facebook and then RF4K amplified those posts across its Facebook, Instagram, LinkedIn, and X channels. This helped extend the reach to families who might not otherwise have encountered the project.

Lack of Awareness About Disaster Preparedness

In discussion with families, it was clear that disaster preparedness and planning was a new concept for many. Families were concerned about experiencing a disaster, and particularly with the fact that their child would likely be in unknown environments, be assisted by strangers, and could experience communication challenges. This lack of awareness about disaster preparedness might also have limited participants’ willingness to engage with the survey and/or interviews. 

For those who participated, the family interviews provided an opportunity to explore disaster preparedness in a conversational and accessible format. The structure of the interview questions and the subsequent discussion allowed families to reflect upon and share their current level of preparedness. Families identified practical steps they would like to take to feel more prepared in the future, including keeping flashlights charged, storing perishable foods, having candles on hand, storing water, and maintaining an accessible supply of necessary medications and other essential items in the event of a power outage.

VI. [bookmark: _heading=h.cfcvpyuvqujk]Conclusion 
     
This assessment underscores the complex, interconnected needs shaping family health in this community, and highlights clear opportunities for targeted and collaborative action. The data point to both persistent gaps as well as promising strengths; of note, existing community networks and local programs can be scaled and better coordinated to reach those who are most vulnerable. 

Moving forward, prioritizing culturally responsive outreach, strengthening cross-sector partnerships, and investing in sustainable, family-centered interventions will be essential to translate these findings into measurable improvements. By centering families' voices in planning and evaluation, committing to equity-driven resource allocation, and tracking outcomes with transparent metrics, stakeholders can turn this assessment into a roadmap for lasting change that improves health, resilience, and opportunity for every household.

This study highlights the need to connect the expectations and hopes of families with CYSHCN with community resources—aligning the family and community voices to support self-determination, so that all individuals can thrive to the best of their abilities within the region. 

Taking a 360-degree view of the region, this study identified opportunities for collaboration between families and community resources. The study identified major areas for improvement, including expanded programs to address the need for:
· Family respite care;
· Childcare for children who have unique medical conditions;
· Community education regarding behavior that CYSHCN may demonstrate in when stressed; 
· Specialty training for health care providers and first responders about CYSHCN;
· Partnerships with health care organizations to proactively meet the unique needs of patients and families;
· Community/family connectors to provide assistance in navigating and accessing resources; and
· Disaster planning and preparedness education and resources for communities as a whole, families with CYSHCN that are delivered by trusted community organizations and health care providers.

Stakeholders can use this assessment’s findings as a roadmap for lasting change that improves health, resilience, and opportunity for every household. To do so, it will be essential to center families' voices in planning and evaluation; prioritize culturally responsive outreach; strengthen cross-sector partnerships; commit to equity-driven resource allocation; invest in sustainable, family-centered interventions; and track outcomes with transparent metrics. 

Given the region's rural nature, current and future programming that uses available resources to build longevity and sustainability will be vital to supporting families in the community going forward. Financial constraints for families and community resources will likely persist, making it essential to develop tailored responses to limited funds. The federal Rural Health Transformation Program offers objectives that could address many of this study's findings but, because that funding runs on a five-year timeline, creating sustainable programs that support the region beyond that window is essential. 

The project reinforced the importance of centering families of CSHCN in community education and disaster planning. The work was not only about data collection but about ensuring these families are seen and heard in scenarios where their needs are often overlooked. 

The project team is grateful to be part of work that has such a meaningful impact on the community, and to be supported by a team that embraces big ideas. This project affirmed the value of persistence in elevating the needs of families who are too often left out of preparedness conversations.



Next Steps: Strategic Workshop to Build Action Planning with AKT, RV4K, and Community Partners

This study identified opportunities for collaboration between families and community organizations. To be effective, this type of action planning requires close collaboration among the full range of people who shape a child's daily environment. Huth et al. (2025) emphasized that teachers, hospital administrators, community leaders, and families themselves must work together to identify the specific practices—in schools, health systems, and community settings—which support or undermine child and family well-being, and to advocate jointly for the systems changes needed to sustain that support.[endnoteRef:40] [40:  Huth K, Montgomery N, Berry JG, Coller RJ, Houlihan B, Toussaint K, et al., “What Families of Children With Medical Complexity Say About Their Family Well-Being,” Pediatrics, 2025; 156(6) :e2025071939. doi: 10.1542/peds.2025-071939. PMID: 41260383.] 


Building on the study findings, AKT and RV4K will convene a strategic workshop bringing together program staff, community partners, and family representatives to translate these findings into a concrete action plan. The workshop will prioritize shared ownership of next steps, ensuring that the systems-level changes identified through this process are grounded in the lived experience of the families and communities they are meant to serve. This work is already underway through ongoing focus groups, community presentations, and grant-funded planning activities designed to sustain and expand the initiative's reach.

VII. Appendices 

1. Project Recruitment Plan
2. CHNA Survey 
3. CRM and Family Interview Process Maps
4. Family Interview Protocol
5. Community CRM Interview Model



Appendix 1. Project Recruitment Plan

CHNA survey recruitment materials will be disbursed throughout the regions via social media posting, website homepage, a press release, and broadly provided flyers (graphic cards with QR codes) across the area. All Kids Thrive will partner with community organizations, healthcare offices and other partners to distribute study information. However, participation is voluntary. Caregivers/guardians/parents can scan a QR codes that will lead them to the All Kids Thrive webpage where they can click on a link that will lead them to the consent forms and inclusion/exclusion questions and REDCap survey if they meet the inclusion criteria. Those who choose to participate in the survey will be asked at the end of the survey (in the closing language) to share information on the survey and the All Kids Thrive website with other parents of children with special healthcare needs that they know of in Northern Lower Michigan.

After taking the website survey, participants may opt to participate in the family session interviews. Participants will click on a link if they are interested in participating in an interview and then be taken to a separate REDCap project to consent and register to participate in the virtual interviews. Potential participants will be contacted via email by a research staff member with information about how to schedule their interview, which will be done through calendly.com. Participants will select the link to calendly.com in the email and then select an available date/time that works for them. An All Kids Thrive research team member will then follow-up with the potential participant with no more than 3 reminders to schedule their interview. Should the potential participant not register after 3 reminders, they will be removed from the contact list; however, they CAN still schedule an interview time and will not be removed from the eligible list of participants. 

The Community Readiness Model recruitment process is by email with an open invitation to known organizational contacts throughout the community who interact with and serve children in some capacity (convenience sampling). The research team will reach out to community leaders or representatives of community organizations no more than 3 times over the course of 4 weeks. If leaders and representatives do not respond during that time, the research team will deem the lack of response as declination of the invitation to participation. Once consent is signed, participants will be contacted by a research representative to schedule their interview. 



Appendix 2. CHNA Survey 

Study for The All Kids Thrive Community Health Needs Assessment Survey - Informed Consent

Introduction

· You are being asked to participate in a research study. Participating in the study means completing a survey. The survey is part of a study to assess the needs of children and youth with special health care needs.
· This work is supported by All Kids Thrive, Michigan Public Health Institute (MPHI) and Region V for Kids (RV4K).
· You must be a caregiver/parent of a child or youth with special health care needs to be a part of this study.
· If you have any questions before or after you finish the survey, you may contact the study coordinator, Toni Leaf-Odette [contact information redacted].

Project Description
· All Kids Thrive is working with Region V for Kids on a study for a Community Health Needs Assessment focused on disaster preparedness and family well-being for caregivers of children with physical, mental, emotional and/or developmental health care needs.
· To learn more, we are asking caregivers/parents of a child or youth with special health care needs to complete a survey.
· This survey will include questions about you and your child’s quality of life within the home and community and supports that are needed for families of children with special health care needs.

What Will Be Done
· If you decide to participate in this study, you will complete a survey, which is a series of questions about you and the child(ren) you’re responsible for.  Please remember that there are no right or wrong answers; we would like to hear your point-of-view. 
· This survey will take about 10-15 minutes today, depending upon your answers. 

Risk or Discomfort
· No risk or discomfort to you is expected beyond what you may experience in everyday life. The chances of facing physical, psychological, or social risks from participating in this study are minimal.
· It is possible that the survey asks questions about topics that you find uncomfortable or upsetting. You are not required to answer that question and can exit/stop the survey at any time. 

Data Handling & Storage
· Survey data will be stored in a secure electronic database “REDCAP” with secured access to designated and certified research staff.
· The information you share in the survey will be summarized and combined with other people’s surveys before it is shared with anyone outside of the study. No identifying information will be shared.

Benefits of Participating in This Study
· There are no direct benefits to participating in this study. However, your community will benefit directly as the information will help us further understand the needs of families of children with special health care needs.

Confidentiality
· Only study team staff at MPHI, RV4K, and All Kids Thrive will have access to your answers. Your answers will be stored in a password protected REDCap database file on a secure MPHI server.
· A summary of the study results will be available on the All Kids Thrive website following its completion (allkidsthrive.org). It may also be available on affiliated websites. Anyone who would like the summary will be able to receive it.
· Keep in mind all of your answers are de-identified unless you attach your email for possible future communication related to family interviews.
· If at any time you chose to withdraw from the study, we ask your permission to keep the survey data we have collected. If you want us not to use these materials, please contact Toni Leaf-Odette at [contact information redacted] to let the project know and we will destroy your survey data and it will not be used it in the final study findings.

Decision to Quit at Any Time
· Your participation in this survey is totally voluntary. You do not have to participate, and you can stop participating at any time, or decide not to answer any question. 
· Should you choose to stop it will not in any way impact any services you receive.
 
 Data Handling & Storage
· Data will be stored on a password protected drive with secured access to designated and certified staff. The data from open-ended questions will be held in a privacy sensitive SharePoint site.

Rights and Complaints
· If you have any questions before or after you finish the interview, you may contact the study coordinator, Toni Leaf-Odette [contact information redacted] 
· For questions or concerns about your rights as a research participant, please contact the Office of Research Integrity & Compliance at MPHI by phone at [redacted] or email at oric@mphi.org.

Please find below an attachment of the consent language that you are able to download to save with your records and review at any time.

Consent

I have read the Informed Consent. Selecting the box next to the statement “I voluntarily agree to participate I this research study” means that I have been informed of my rights as a research participant and I voluntarily agree to participate in the study.

Do you consent to complete this survey?
· Yes, I voluntarily agree to complete this survey [if select yes, will go to survey
· No, I do not agree to participate [End survey]

[Exit language for those that select no. Thank you for your time. You either do not wish to participate in a survey or are not currently eligible to participate in a survey at this time. Check back on our website for future opportunities to share your insights.]
[downloadable consent in PDF format]
CHNA Survey 
If the respondent reaches the study:
Community Health Needs Assessment for Caregivers of Children with Special Health Care Needs in Northern Lower Michigan
Thank you for consenting to complete a survey. Please complete one survey per child that is in your home with a special health care need. The best person to complete this survey is one who has key responsibilities for a child's well-being.
Section 1: Child Demographics
1.  How many children in the home have a health condition that impacts daily life? (If you have more than one child, please complete one survey for each child.) 
Open-ended

2. In which ZIP Code does the child live more than half the time?  ____________

3. Where (county or tribe) does the child receive most of their services?
a. Alcona
b. Alpena
c. Antrim
d. Benzie
e. Charlevoix
f. Cheboygan
g. Crawford
h. Emmett
i. Grand Traverse
j. Grand Traverse Band of Ottawa and Chippewa Indians
k. Iosco
l. Kalkaska
m. Leelanau
n. Little River Band of Ottawa Indians
o. Little Traverse Bay Bands of Odawa Indians
p. Manistee
q. Missaukee
r. Montmorency
s. Ogemaw
t. Oscoda
u. Otsego
v. Presque Isle
w. Roscommon
x. Wexford
y. Other (please specify) ____________

4. Child’s Age:
a. Birth to 2 yrs
b. 3-11 yrs
c. 12-14 yrs
d. 15-17 yrs
e. 18-21 yrs
f. 22-26 yrs

5. Sex of Child:
a. Male
b. Female
c. Not described above (Please specify)

6. Child’s Race: How do you describe your child’s race? Check ALL that apply.
a. American Indian/Anishinabek/Indigenous or Alaska Native
b. Asian
c. Black or African American
d. Native Hawaiian or Pacific Islander
e. White
f. Not described above (Please specify)

7. What is your child’s ethnicity? Select ONE of the choices below.
a. Hispanic or Latino/a/e
b. Not Hispanic or Latino/a/e
c. Not described above. (Please specify)

8. If your child uses words, what language do they use? Select all that apply.
a. English
b. Spanish
c. Anishinaabemowin
d. Russian
e. Ukrainian
f. American Sign Language
g. Electronic Communication Device
h. Not described above: (Please specify)

9. How would you describe your child’s cognitive ability to understand words in their primary language?
a. 100%
b. 75%
c. 50%
d. 25%
e. 0%
f. N/A (too young)

10. How would you describe your child’s ability to communicate to make their needs known, based on the development stage for their age?
a. 100%
b. 75%
c. 50%
d. 25%
e. 0%
f. N/A (too young)

Section 2: Caregiver Demographics

11. For how many children do you provide care in the home at one time?
a. 1
b. 2-4
c. 5+

12. What is your relationship with the child?
a. Parent
b. Grandparent
c. Sibling
d. Auntie/Uncle
e. Family friend
f. Employed Caregiver
g. Other: (Please specify)

13. What is your race? Check ALL that apply.
a. American Indian/Anishinabek/Indigenous or Alaska Native
b. Asian
c. Black or African American
d. Native Hawaiian or Pacific Islander
e. White
f. Not described above (please specify)

14. What is your ethnicity? Select one.
a. Hispanic or Latino/a/e
b. Not Hispanic or Latino/a/e
c. Not described above (please specify)

15. What is your preferred language?
a. English
b. Anishinaabemowin
c. Spanish
d. Russian
e. Ukrainian
f. American Sign Language
g. Electronic Communication Device
h. Not described above (please specify)

Section 3: Health & Wellness

16. What are the most difficult-to-manage symptoms of the child's health condition that may interfere with daily living? 
Please describe
 
17. Does caring for the child affect your or other family members’ quality of life? If so, how? Please describe

18. How many caregivers, outside of school and structured therapies, does your child have as options to supervise them?
a. Just me
b. 2
c. 3
d. more than 3

19. Please choose the top 5 resource challenges that you face in caring for the child and maintaining their quality of life, with ONE being the least challenging and TEN being the most challenging.
a. Access to medical care related to the child’s physical needs
b. Access to medical care related to the child’s mental health
c. Transportation
d. Food
e. Medicine
f. Shelter
g. Education
h. Financial support
i. Maintaining caregiver employment
i. Other, please list:

20. Is the child currently able to access some form of general primary care or a pediatrician?
a. Yes
b. No
 
21. How many miles does the family have to travel for primary care? Select One.
a. 0-25 miles
b. 25-50 miles
c. 50-75 miles
d. 75-100 miles
e. 100+ miles

22. Is the child able to access specialists as needed for their condition?
a. No
If not, why? 
Open-ended
b. Yes
If yes, how many miles do they travel for the most impactful specialist’s care?
a. 0-25 miles
b. 25-50 miles
c. 50-75 miles
d. 75-100 miles
e. 100+ miles
 
23. Is the child able to access all therapies prescribed for their condition? 
a. No 
If no, please describe 
b. Yes
If yes, how many miles do they have to travel to care?
a. 0-25 miles
b. 25-50 miles
c. 50-75 miles
d. 75-100 miles
e. 100+ miles
 
24. Are there difficulties that prevent access to medication?
a. No 
b. Yes
	If yes, please describe
 
Are there cultural, holistic, or ceremonial practices or treatments the child requires to help with their symptoms, maintain, or improve health? 
No 
If no, please describe 
(please explain)
Yes
If yes, please describe

26. Please describe what, if any, prescriptions, medical supplies or equipment are needed to help manage symptoms? (ex.: sensory items, feeding utensils, home ventilator, suctioning equipment, blood glucose pump w/ supplies) Include equipment needed for mobility (ex. Specialized bed, wheelchair, ramps).  
Open-ended
 
27. Does the child have access to take part in recreational activities? 
a. Yes
b. No

28. While awake, what percentage of the day must the caregiver be within reach of the child for his/her/their safety or ability to function?
a. Less than 25%
b. 50%
c. 75%
d. 100%

Section 4: Disaster Preparedness

29. Where would your family go if asked to evacuate their primary living space?
a. Friends
b. Family
c. Community
d. Place of spiritual support
e. Local shelter
f. Would not evacuate
g. Other: Please describe.

30. Please describe who you would look to for direction as a caregiver if you didn’t know where to go?  
Open-ended
 
31. In the event of a disaster, such as a severe power outage, flood, fire, storm, pandemic, etc., what challenges would you and the child face that concern you most?  
Open-ended

32. Would you have transportation to evacuate if buses were not running?
a. Car
b. Bus
c. Friend/Family
d. Uber/Lyft/Taxi
e. Walk
f. Other: ___________
 
 32. In the event that you are asked to evacuate your home, do you currently have the following back-up items to manage the child’s care for 3 days?
Medicine 
a. Yes
b. No
c. Not applicable 
Medicinal Devices (ex. Oxygen, inhalers, ventilator, blood glucose monitor) 
a. Yes (please describe type)
b. No
c. Not applicable 
Supplies  (ex. ostomy supplies, urinary catheters, sterile gloves if needed, etc.) 
a. Yes (Please describe)
b. No
c. Not applicable 
Specialized feeding (such as restricted diet items or food that requires a pump, special formula)
a. Yes
b. No
c. Not applicable 
Access to monitoring devices 
a. Yes
b. No
c. Not applicable 
Back-up charger for medical equipment devices  
a.  Yes
b. No
c. Not applicable 
Cash on-hand now 
a. Yes
b. No
c. Not applicable 
Blankets and/or sleeping bags for the child 
a. Yes
b. No
c. Not applicable 
Hygiene materials 
a. Yes
b. No
c. Not applicable 
Other
a. Yes
b. No
c. Not applicable 

35. If you do not have enough items to manage the child’s care for 3 days, what would be a barrier in getting them? Check all that apply.
a. Don’t know where to find them
b. Can’t afford supplies or equipment to prepare for emergency
c. I don’t think I need these things
d. Don’t know how to use them
e. Other: (Please specify)

36. If you have what you would need for 3 days, do you have what you would need for 7-10 days to manage the child’s care? 
a. Yes
b. No

Section 5: Community & Sense of Belonging

37. What community services or resources have impactfully helped your child to thrive and/or has alleviated symptoms? 
Open-ended

38. Does your child complain, or do you know of, bullying or social exclusion in any of their environments? 
a.  Yes
b. No

39. Do you have one adult in your child’s school you can trust to advocate for you if needed? 
a. Yes
b. No

40. Is your child placed in a school or school program that is appropriate for their needs? 
a. Yes
b. No

41. As a caregiver, do you feel socially isolated? 
a. Yes
b. No

42. If you were to be given educational information as a caregiver, how would you want to receive it? Select all that apply.
a. Website
b. Social media
c. Word-of-mouth
d. Written and mailed
e. Email
f. Phone/Text message
g. Other (Please describe)
_______________________________________________________________

[bookmark: _heading=h.mh22kz1nuu8k]Survey Ending Page

Thank you. Your input will help us understand the needs of Northern Lower Michigan’s communities and the families we serve. We ask that you share information on the survey you just completed with other parents/legal guardians of children with special health care needs in Northern Lower Michigan. You can share the [All Kids Thrive website link] with them if they are interested in learning more about the survey. We appreciate your help with this!

As part of this research study, we are also interviewing families to learn more about their experiences and perspectives on the topics discussed in this survey. If your family would be interested in participating in a 1-hour interview, please follow the link below to review the consent for the interview and to complete our registration form.

Please click HERE (link to separate REDCap project) if you are interested in participating in a family interview. (information on the interview process and questions is in the Family Interview document)
 
  
 


Appendix 3. CRM and Family Interview Process Maps
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Appendix 4. CRM Interview Protocol
CRM Interview Protocol
Review First: Important Notes
· You MUST read the IRB-approved introduction before beginning the interview. 
· Bolded sections MUST be said/asked. 
· The questions in each section (excluding the bolded items) are there to guide the interviewer - you are NOT required to ask every question in each section. 
· When you hit record, please save to the CLOUD so Jen can download the recording. 
· When recording, please ensure the AI companion is turned OFF before beginning the interview. 
· Once your interview has concluded, please upload any notes taken to the AKT/EPM Google Drive folder in your assigned folder.

Introduction
[READ BEFORE RECORDING]
Hello, my name is ________________, and I am with the All Kids Thrive & Region V for Kids Project.  We are conducting interviews with key people and organizations in our area who represent the areas of treatment, mental health, medical, community members at large, school, law enforcement, parents, Indian Child Welfare, religious/spiritual, or elected officials.  You do not need to be an expert in this topic to have valuable insight. The purpose of the interview is to learn more about the strengths and opportunities of services that support families in Northern Lower Michigan so that we may be adequately informed to develop better prevention and treatment strategies.  Interviews could last between 60-90 minutes and the entire process, including individual names and the name of your tribe/community, will be kept confidential. Before we start, do you have any questions? As a reminder, this interview will be audio recorded. 

Interview Questions
[BEGIN AUDIO RECORDING]
In the questions below we will discuss your community. This means the county(ies) or tribe(s) where your organization provides services. 
1. What organization do you represent? 
a. What community(ies) or tribe(s) does your organization serve?
 A/B: Community Efforts & Community Knowledge of Efforts
1. Using a scale from 1 to 10, how much of a priority is the well-being of children & their caregivers to your community, with one being not at all and ten being a very large concern. (A)
2. Please describe the efforts, programs, or activities that are available in your community to improve the well-being of children with healthcare needs and their caregivers. (A)
3. Who can receive services from these programs/efforts? (A)
4. Would there be any segments of the community for which these efforts/services may be or appear inaccessible? (Prompt: For example, individuals of a certain age group, ethnicity, income level, geographic region, etc.) (A)
5. Is there a need to expand these efforts/services? If not, why not? (A)
6. What are the strengths of these efforts? (A but may also relate to other dimensions)
7. What are the weaknesses of these efforts? (A but may also relate to other dimensions)


C: Leadership about Meeting the Needs of Children with Health Conditions & Special Needs
0. Using a scale from 1 to 10, how much of a concern is this issue to the leadership in your community (with 1 being “not at all” and 10 being “of great concern”)? Please explain. (Note to interviewers: this figure between one and ten is not figured into your scoring of this dimension in any way – it is only to provide a reference point.) (C)


D: Community Climate about Meeting the Needs of Children with Health Conditions & Special Needs
0. How does the community support the efforts to address this issue? (D)
0. What are the primary obstacles to efforts addressing this issue in your community? (D)
0. Based on the answers that you have provided so far, what do you think is the overall feeling among community members regarding this issue? (D)

E: Knowledge About The Issue
0. How knowledgeable are community members about this issue? Please explain. (Prompt: For example, dynamics, signs, symptoms, local statistics, effects on family and friends, etc.) (E)
0. What type of information is available in your community regarding this issue? (E)
0. What local data are available on this issue in your community? (E)

F: Resources for prevention efforts (time, money, people, space, etc.)
0. To whom would an individual affected by this issue turn to first for help in your community? Why? (F)
0. What is the community’s and/or local business’ attitude about supporting this population, with people volunteering time, making financial donations, and/or providing space? (F)
0. Are you aware of any proposals or action plans that have been submitted for funding that address this issue in your community? If yes, please explain. (F)
0. Are there evaluation results being used to make changes in programs, activities, or policies or to start new ones? (F)

Conclusion

That is all the questions we have for you today. Before we end, do you have any questions for us or is there anything else you would like to add that we did not cover during our discussion?

We appreciate you taking the time to talk with us today to share your thoughts on these important questions. 
Appendix 5. Family Interview Protocol
FAM Interview Protocol
Review First: Important Notes
· You MUST read the IRB-approved introduction before beginning the interview. 
· The questions in each section are there to guide the interviewer - you are NOT required to ask every question in each section. 
· Make sure you are logged into the CRM All Kids Thrive Zoom account.
· Username: regionvforkids@gmail.com 
· Password: CRMInterviews2025!
· When you hit record, please save to the CLOUD so we can download the recording. 
· When recording, please ensure the AI companion is turned OFF before beginning the interview. 
· Once your interview has concluded, please upload any notes taken to the AKT/EPM Google Drive folder in your assigned folder.

Family Pre-Interview and Interview Protocol
Introduction:
Thank you for taking the time to talk with us. My name is [XXXX] and I’m a member of the project team working with All Kids Thrive.  (if another team member present in interview) This is (name) and they will also be here during our interview today to help take notes. 
I would like to first ask if there are any other adult caregivers that are in the room or who are interested in participating in the interview? If so, we will be able to go over the project and obtain their verbal consent to participate in today’s interview. 
This interview is part of a project to better understand the needs of families of children with special healthcare needs when it comes to disaster preparedness. The goal of these interviews is to help All Kids Thrive better understand how to meet the needs of families in Northern Lower Michigan, which makes hearing about the real experiences of families like yours so important. 
The interview will last approximately 60-75, minutes. We will ask you a series of questions about your family’s experience. As a reminder, we will be audio recording this interview. We understand these topics are personal and sometimes difficult to talk about and we appreciate your willingness to participate. If at any point during our conversation you do not want to answer the question asked, you don’t have to. Also, if you want to stop or change your mind about participating while we’re talking, that’s okay too. Your participation will be kept confidential by our project team. We will de-identify your information, which means, we won’t use your names, refer to where you live, or use any other personal identifying information in any results from this project. As a reminder we will be recording our conversation as well as taking notes to ensure what you share is as accurately captured as you intend it to be.  Once we begin recording we will ask for your verbal consent(s) to participate in the interview before starting the interview.
Do you have any questions?
[If child is present]
Before we start, we also want to explain the interview to your child and allow them to decide if they want to participate in the interview or not. If they decide they want to participate, once we begin the recording we will also ask for their verbal consent to participate in the interview before starting the interview. 
[interviewer will then read the child consent/assent language below to the child]
What is a Research Study?
A research study is a way to find out new information about something. Children do not need to be in a research study if they don’t want to. 
What is this Study about and How Am I Helping?
The team in charge of the study is trying to make life better for kids at home, school or out in the community.  Your answers help us learn more about what kids need and like.
If I Join the Study What Will Happen to Me?
You will be asked to talk about your health, family, and community.  This will happen during our meeting today on the computer. Your legal guardian/parent(s) will be with you the whole time you are talking to the team. 
Will Any Part of This Study Hurt?
This study will not hurt, we do not need to touch you at all. You do not have to answer any questions that you don’t want to answer. If a question is upsetting or confusing, you can tell the person in charge you don’t want to answer. No one will know what you say during the study except your legal guardian/ parent(s), the person who asks you the questions and members of the study team. Your legal guardian/parent(s) will still be part of the study. 
What If I Have Questions?
You can ask questions during the meeting. 
What Will Happen After the Study?
We will share some of the things that bother kids or make them happy on our website www.allkidsthrive.org but we will not say your answers. For example, we may include the things you say during the interview, but no names, even if you mention other people’s names, will be included. If you would like to talk with us in the interview with your legal guardian/parent(s), we will ask you if you want to participate before we start the interview and you will say yes. If you do not want to talk with us in the interview, you will say no and we will not ask you any questions. Do you or your parent/legal guardian have any questions I can answer before we start?
[If the child seems to have diminished capacity and would not be able to understand the interview questions to participate in the interview, you will say to the parent/legal guardian and child “It seems that it may be hard for (child’s name) to answer some of the interview questions. I want to confirm  that you feel that (child’s name) will be able to understand and fully still fully participate in the interview. You will still receive the $50 incentive regardless if your child participates in the interview or not.”]
Do you have any questions?
[BEGIN RECORDING]
[for parent/legal guardian] Do you consent to participate in the interview today?
[for child] Do you want to talk in the interview today? [if yes, child will participate, if no then say “It was nice to meet you (child’s name), and we understand and you do not have to talk with us today.”
Are you ready to begin?
Family Session Questions
1.  Why was it important for you/your family to participate in this interview today?
Interviewer: For the next questions, please think of a child under your care who has physical, mental, emotional or developmental health needs.
0. What is your relationship with the child?


0. In what county or from what tribe does your child receive most of their services?
4.  From the child’s point of view, what do you think makes them feel good, happy, and well cared for?
(If child is present, first ask them “Tell me about the things that make you feel happy? What do you have when you know your body or mind is doing well?” then ask the parent their question.)  
5.  From the child’s point of view, what do you think can be a struggle? 
(If the child is present, first ask them “Tell me about the things that can be tough for you sometimes?” then ask the parent their question.) 
Interviewer: For the next set of questions, we are interested about learning more about you and your family’s experiences.
6.  What are some of the hardships you or the whole family endure?
7.  What are some of the ways you want to or have overcome this?
8.  What services in the community have been helpful to you and your child?
9.  What services in the community have not been helpful to you and your child?
10.  What makes you feel you and the child/family are thriving? 
11.  What kinds of things do you see that might get in the way of this happening in your home or outside of it?
Interviewer: Part of this research is to better understand how prepared families might be for unpredictable disasters or crises that may happen such as weather events, loss of power, etc. Families caring for children with added health needs can especially have a hard time getting what they need during a disaster. The next set of questions is to learn more about this.
12. If a crisis or disaster happens, what concerns do you have about everyone getting through it?
13. What things might stand in (their/your) way?
14. Do you feel your/their family has/have the resources needed to evacuate if faced with a community-wide disaster?
· Why or why not?
15. What do you believe would most help the child and family improve their quality of life in the coming year?
That is all the questions we have for you today. Before we end, do you have any questions for us or is there anything else you would like to add that we did not cover during our discussion?
Once again, thank you for taking the time to talk with us today. I’d like to confirm your current email address so that we can email you a $50 virtual incentive as a thank you for participating in today’s interview. We will also send you an email with a link to the All Kids Thrive website so you can check back for updates and findings for the All Kids Thrive Community Health Assessment study.
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