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CHNA background 
Under the federal Affordable Care Act, all not-for-profit hospitals are required every three years 

to conduct community health needs assessments (CHNA) that identify the health needs and 

priorities of the communities they serve and the steps the hospitals will take to address these 

issues. This CHNA report describes the community served by Gillette Children’s and the process 

used to conduct the assessment, identifies the health issues prioritized and those not, and 

summarizes resources currently available to address prioritized needs. The report also 

highlights work completed by Gillette Children’s to address needs that emerged during its 

2022 CHNA. Gillette Children’s will use this information to develop an implementation plan to 

respond to the 2025 prioritized health issues within the community it serves. 
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About Gillette Children’s 
Gillette Children’s is a not-for-profit hospital and group of clinics specializing in family-

centered care for children and adolescents with disabilities and complicated medical needs. 

Gillette also cares for a small number of adults with childhood onset disabilities. Some of 

Gillette’s specialty areas include pediatric orthopedics, neurology, neurosurgery, physical 

medicine and rehabilitation, and complex pediatrics. Caregivers seek services for their children at 

Gillette for a variety of reasons, including diagnostic assessments, second opinions regarding 

specific intervention approaches, or specialty medical and surgical services.  

Based in Saint Paul, Minnesota, Gillette has clinics across Minnesota, including Alexandria, Baxter, 

Bemidji, Burnsville, Duluth, Mankato, Maple Grove, Saint Cloud, Willmar, and two clinics based in 

Saint Paul. The hospital draws families from across the United States and internationally, seeing 

patients with a range of conditions affecting the muscles, bones, brain, and nervous system. 

COMMUNITY SERVED 

Most of the patients served by Gillette Children’s are children with special health care needs, 

according to the definition used by the Maternal and Child Health Bureau of the Health 

resources and Services Administration (HRSA): They are at an increased risk for a chronic 

physical, developmental, behavioral, or emotional condition and require more specialized health 

care and heath related services (HRSA, 2025; McPherson et al., 1998). A subset of this group, who 

are the most medically fragile and have the most significant medical needs, are termed 

“medically complex.” (Cohen et al., 2011). Another population of patients utilize Gillette for short-

term specialized services for an acute health concern (e.g., fractures, concussions). 

By the numbers: Children with special health care needs and medical complexity 

The National Survey of Children’s Health estimates that children with special health needs make up 20.8% 

of the population of children nationwide and 21.3% of children in Minnesota, representing more than 

276,165 Minnesota children. It is estimated that children with special health care needs who are medically 

complex account for approximately 1.5% of children in the United States, which translates to about 19,485 

Minnesota children (Minnesota Compass, 2025; National Survey of Children’s Health, 2022-2023; Yu et al., 

2021). 
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For the purposes of this assessment, the community served by Gillette is defined as children, 

teens, and, to a limited extent, adults1 living throughout Minnesota or surrounding states who need 

specialized care, whether long-term treatment for a chronic condition or disability, or short-

term services for an immediate health concern.  

GILLETTE PATIENT DATA 

Gillette serves a variety of populations, but the majority of their patient population is white, non-

Hispanic, and speaks English. While Gillette’s focus is on serving children age 0-18, 17% of their 

patient population is age 19 or older. About 65% of patients live in the 7-county Twin Cities metro, 

with the remainder coming from greater Minnesota, a state other than Minnesota, or another 

country (Figure 1). 

1. Demographics of patients served by Gillette April 2024 – April 2025 (N=25,793) 

Race  # % 

White 17,747 68% 

Black/African American 2,730 11% 

Asian 1,350 5% 

American Indian/Alaska Native 343 1% 

Native Hawaiian or Other Pacific Islander 31 0% 

Multiracial 546 2% 

Some Other Race 1,696 7% 

Unknown 1,530 6% 

Ethnicity  # % 

Hispanic or Latino 2,509 10% 

Not Hispanic or Latino 22,302 86% 

Unknown 1,162 4% 

Language  # % 

English 24,065 93% 

Spanish 856 3% 

Somali 537 2% 

Other 515 2% 

 

1  Adults who started at Gillette as children would also be included in the population, but Gillette does not 
focus care on adults. 
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1. Demographics of patients served by Gillette April 2024 – April 2025 (N=25,793) 

(continued) 

Age # % 

Age 5 and under 7,963 31% 

Age 6-18 13,480 52% 

Age 19-25 1,897 7% 

Age 26+ 2,633 10% 

Geographic region  # % 

Twin Cities 7-county metro 16,811 65% 

Greater Minnesota 7,036 27% 

Out-of-state 2,126 8% 

Gillette serves patients who have a wide variety of complex, co-occurring disorders, with the 

five most common individual diagnoses being limb length deficiencies, scoliosis, developmental 

dysplasia of the hip, cerebral palsy, and epilepsy (Figure 2). Nearly two-thirds (65%) of current 

patients first utilized Gillette no more than 5 years ago. Patients may have more than one payer 

for their care at Gillette, but it is most common for their primary payer to be a commercial payer 

(56%) or Medicaid (36%) (Figure 3) 

2. Most common conditions, April 2024 to April 2025 

 # % of all patients (N=25,973) 

Limb Length Deficiencies 8,219 32% 

Scoliosis* 6,159 24% 

Developmental Dysplasia of the Hip 5,544 21% 

Cerebral Palsy 4,776 18% 

Epilepsy 3,414 13% 
*Includes idiopathic, neuromuscular, and other forms of scoliosis. In cases where a patient has received multiple 
diagnoses in this category, the patient is counted only once. 
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3. Patient access and utilization, April 2024 – April 2025 (N=25,793) 

Time since first patient visit # % 

Less than 1 year 5,289 20% 

1 through 5 years 11,670 45% 

6 through 9 years 2,867 11% 

10+ years 6,147 24% 

Primary payer # % 

Commercial 14,530 56% 

Medicaid  9,387 36% 

Medicare 1,350 5% 

Self-pay 345 1% 

Other government 254 1% 

Unknown 107 0% 

Note. Percentages may not sum to 100 due to rounding. 
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Assessment approach 
In 2025, Gillette contracted with Wilder Research to conduct a CHNA with the goal of identifying 

opportunities to improve their services to patients and families. In collaboration with Gillette staff, 

Wilder developed and administered an online survey for caregivers and parents of Gillette 

patients and conducted focus groups with caregivers and parents in both the 7-county metro 

area and greater Minnesota. In addition, Wilder conducted key informant interviews with 

community stakeholders and Gillette staff. 

4. CHNA process

 

The 2025 CHNA builds upon the 2022 CHNA process, which built upon the 2019 CHNA process. 

The iterative nature of the CHNA process for Gillette Children’s is due to the systems-based 

nature of the issues that Gillette children and families face. These issues are largely the result of 

how complicated systems (e.g., health insurance, service delivery for complex conditions, 

community service provider operations) function. Achieving meaningful change to those 

systems takes time and ongoing coordination and planning. For each new CHNA cycle, Gillette 

expands on its understanding of the needs identified in the prior CHNA by asking questions that: 

add additional nuance to existing priorities, aim to identify new and emerging priorities, and 

elicit thoughts on how priorities can be addressed.  

The following questions guided the 2025 assessment process: 

• How well does Gillette embody its values? What can Gillette do differently to 

emphasize these values? 

• What is going well with communication and care at Gillette? What are the challenges? 

• How well is Gillette’s approach to transition to adult care working? 

• Is genetic testing and counseling being utilized? Would an increase in the availability of 

genetic testing and counseling services at Gillette be beneficial? 

Convene 
CHNA 
team

Define 
community

Develop 
guiding 

questions

Gather input 
from community 
and internal and 

external 
stakeholders

Analyze 
data

Identify needs 
based on 
analysis

Prioritize 
needs
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• Are Gillette patients using psychiatric services? Would it be beneficial if these services were 

available at Gillette? 

• Do caregivers and providers understand how to transfer Gillette patients to Gillette 

inpatient care from an emergency room? How is this process going? 
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Data collection methods 
To develop the most complete picture of the needs of children and their families served by 

Gillette, Wilder utilized a multi-method approach. Wilder staff gathered information from families 

who have children receiving care at Gillette, community partner organizations that serve or 

support these children and their families, and Gillette staff who are instrumental in managing 

the systems that serve these patients and families or who directly serve patients themselves. 

The following describes each of the data collection strategies used throughout the assessment. 

Web survey of caregivers of children receiving services at Gillette or adult patients 

Gillette staff compiled a list of all patients (age 0 to 17) who received services from April 2024 to 

2025 along with contact information for caregivers. Gillette staff sent an email to the caregivers 

of these patients in all cases where the patient contact information included a caregiver email 

address (19,525 records).2 The email invited the caregivers to take an online survey about their 

family’s Gillette experience. The first 400 respondents received an incentive of $10. (Additional 

respondents could complete the survey after all of the incentives were redeemed if they were 

still interested. These participants were informed in advance that the incentives were no longer 

available.)  A total of 1,288 caregivers and 361 adult patients completed the survey. 

Respondents were asked to identify interest or participation in certain specialty services. They 

were also asked to discuss their experiences accessing and receiving services at Gillette, the 

resources they utilize as caregivers, and what suggestions they have to improve the systems that 

serve their family.  

Interviews with community stakeholders 

Gillette staff, with the assistance of Wilder Research, identified organizations that serve  

or support children with special health care needs and their families that could provide key insights. 

From this list, Wilder heard from 5 individuals representing a variety of perspectives, including human 

services, community health care providers, specialty health care providers, and disability service 

providers. Partner organizations were asked to describe what they felt were the biggest areas of 

need for children with special health care needs and their families broadly and in the existing 

areas of concern that were identified by Gillette. Stakeholders were also asked to describe how 

Gillette might work with their organizations to better address these needs. 

 

2 Caregivers of patients who opted to be excluded from data collection efforts at Gillette were not 
contacted. 
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Interviews with Gillette staff 

Gillette staff identified 12 key individuals that would provide a variety of insights into the needs 

of patients and families and the role of Gillette in their care. Interviewees included physicians, 

nurses, social work staff, department heads, and managers of areas such as finance and 

operations. Gillette staff were asked to describe what they felt were the biggest areas of need for 

children with medical complexity and their families broadly and in certain areas of concern 

(genetic and psychiatric services; emergency care; transition planning). Interviewees were also 

asked to describe communication and coordination processes both within and outside of 

Gillette. 

Focus groups with caregivers of children receiving services at Gillette 

Using a subset of caregiver survey respondents who indicated an interest, Wilder Research staff 

conducted three 90-minute focus groups with 23 caregivers. Their children were being or had been 

seen at Gillette for both short-term care and longer-term ongoing services. Participants were 

asked what they appreciate most about the way their child receives care from Gillette; their 

perspectives of the process to get an initial appointment with Gillette; what the biggest needs 

they and/or their child have; and their experiences with and recommendations for Gillette’s 

communication with patients and caregivers. All participants received a $50 incentive as an 

acknowledgement and appreciation for their time.  

DATA ANALYSIS 

Qualitative data from key informant interviews, surveys, and focus groups were coded and 

analyzed using ATLAS.ti and Microsoft Excel. Themes were identified and modified throughout 

the analysis processes. For quantitative survey data, basic descriptive analysis and cross-tabs 

were run using SPSS. Illustrative quotes from the interviews and focus groups are used 

throughout the report to provide more insight into the experiences of children and families. 
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Health areas identified in 2025 

The following health areas were identified through Gillette’s 2025 Community Health Needs 

Assessment. Priority health areas were identified through a prioritization process among the 

Gillette team members, with support from Wilder Research. Given the complex, 

interconnected nature of care these children and families receive, there is some overlap in the 

health areas identified. While the interaction between these different areas will be considered 

as Gillette moves forward with addressing the areas facing children and families, this 

assessment discusses each area as a distinct topic. 

2025 priority health areas 

• Access to pediatric specialty care and services 

• Caregiver support and support for resource navigation 

• Rural health care 

• Transition planning 

PRIORITY HEALTH AREAS 

PRIORITY 1 ACCESS TO PEDIATRIC SPECIALTY CARE AND SERVICES 

Many families and caregivers of children with special health needs experience barriers to 

accessing appropriate care, particularly for specialist providers. Some caregivers who 

participated in a focus group commented on the need to visit multiple clinics and health 

systems in order to meet the needs of their child. Aside from the logistics associated with 

access to care, participants from caregiver and provider groups noted challenges related to the 

cost of care, which may further prevent access.  

Given the [political] issues more recently and issues in DC, Medicaid cuts 
will become the more immediate, most pressing issue. Coordination and 
access will be exacerbated. 

– Gillette Provider 

Patient and family access 

Caregivers who participated in a focus group expressed concerns about being able to see their 

preferred providers. These participants described difficulties with accessing providers, 

particularly within a timely manner. Survey responses from caregivers also suggest some 

interest in the availability of a pediatric expert phone consult option and would have found this 
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helpful prior to becoming a patient; 50% of survey participants indicated interest in this 

possibility.  

Appointment availability was also the most frequently-identified frustration among caregivers of 

current Gillette patients who participated in a survey; 26% of participants said that this was a key 

frustration. And, when asked about recommendations in an open-ended question, caregivers again 

suggested addressing appointment availability for Gillette specialists. Some stakeholder 

interviewees also commented on the need for easier access to care across health systems, citing 

key issues related to wait times, services needed, and clinic capacity for new patients.  

There has been a lot of staff turnover in recent years. We have had to find several 

new providers. I have also found that I can have my child seen more quickly at other 

medical providers than I can get in at Gillette and have moved my child's care 

elsewhere because of that. I am repeatedly asked to schedule appointments 

online but frequently have them rescheduled because they were not correct. 

However, if I call the scheduling line, I get bounced around to different 

offices/specialties before I get scheduled. – Caregiver survey participant 

Community partner access 

When asked about areas for improvement for Gillette, some stakeholders who participated in an 

interview commented on difficulties getting a hold of Gillette specialists. These participants 

mentioned the time-consuming phone process, which can be hard to navigate as a physician; in 

particular, some outside providers may experience challenges with reaching a specific 

department or provider.  

Another concern that arose from interviews with stakeholders was the cumbersome process to 

share health records. Participants mentioned the need for a more direct line of communication 

with Gillette specialists, which would help the providers involved to provide better and more 

efficient care.  

Access to specialty care 

Caregivers who participated in a survey were asked about their engagement with and interest in 

selected specialties; Gillette providers were also asked to speak about these topics.   
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Genetics 

More than one-quarter (28%) of caregivers said they had seen a genetic counselor, and 11% of 

those participants met with a genetic counselor at Gillette. These caregivers most often reported 

receiving genetic testing (85% of those who met with a counselor), and a little over two-thirds of 

them said they met with a geneticist (69% of those who met with  

a counselor). Of those who received services, a little more than one-third (36%) said it changed 

the course of care for their child. About one-quarter (27%) of all caregiver participants 

indicated interest in learning about gene therapy trials. Of the Gillette providers who participated in 

an interview, half (n=6) said that they anticipate increasing demand for genetics services, and 5 

mentioned that they were in favor of increasing genetics services.  

Psychiatry 

While Gillette providers and community stakeholders were both asked questions about 

psychiatry during interviews, most of these participants spoke mainly about mental health services 

more broadly. More than half (n=7) of the Gillette providers interviewed expressed concerns about 

not having enough mental health providers to meet demand. Many of these providers also 

commented on the complex nature of mental health services for Gillette’s patient population. 

Stakeholder interviewees also mentioned this challenge, noting that the wait times to receive 

diagnoses and connect with appropriate therapies and therapists can be significant.  

Among caregivers who participated in the survey, just 16% said that their child had received 

psychiatry services in the past two years. This rate was higher among adult patients, with 25% 

reporting that they received such services. 

[There is a] flat out refusal by some psychiatrists to even see our patients. [They’re] too 

complex, nonverbal, so they don’t qualify for their services.  

– Gillette provider 

It's all more complicated when you then add other neurodevelopmental disorders 

on top of it, and then you add medical trauma and all the other things they've 

gone through because of their diagnoses and appointments. – Gillette provider  
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Finding psychiatric/mental health care support is challenging. Especially having to 

make multiple phone calls or explaining the multiple health care challenges that 

their child has and determining if the provider is the right one for them--that 

becomes really challenging.  

– Community stakeholder 

PRIORITY 2 COMMUNITY PRESENCE 

The topic of Gillette’s community presence arose in all participant groups, with individuals 

commenting on overall awareness of Gillette as well as its engagement with community. These 

participants suggested that Gillette should expand its presence in the community in order to 

further build awareness of its specialties and services.  

Among Gillette providers, close to half of interview participants (n=5) mentioned the need for 

greater community collaboration, including with providers and clinics outside Gillette. Some of 

these providers further suggested that increased collaboration in this realm could lead to 

stronger partnerships, thereby improving the coordination of care across systems. In particular, 

initiating and maintaining strong relationships with primary care could lead to improved health 

for Gillette patients.  

Primary care is not set up by the system to be successful in caring for these 

patients. We need more collaboration with primary care doctors to fully optimize 

[their care]. – Gillette provider  

I think the thing that makes [coordination] successful is when there’s a relationship 

that’s been formed with the outside provider and Gillette – when we can reach out 

and discuss directly.  – Gillette provider 

 A number of years ago when Gillette started their complex care clinic, we had the 

opportunity to meet providers who were part of this complex care clinic and learn 

about the mission – what the idea was, and how they were going to care for kids. 

We connected and developed relationships with their support team…I got to 

know the complex care coordinator nurses and other supportive roles, which was 

tremendously helpful.  I could call them and ask questions about a mutual patient, 

or if I had to leave a message they would call me back, because we knew each other. 

Those relationships are really helpful. It really makes that coordination more personal 

and expedited. – Community stakeholder  
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PRIORITY 3 CAREGIVER SUPPORT AND SUPPORT FOR RESOURCE NAVIGATION 

Caregivers, providers, and stakeholders all commented on the overwhelming amount of 

information and systems that must be navigated with a child who has special medical needs. 

Many caregivers are juggling a number of aspects related to their child’s care, including 

appointment scheduling, insurance claims, county waivers, home care resources, and school 

supports. As a result, there is a high need for deeper caregiver support with navigating systems 

and resources.   

Care coordination and system navigation 

Because of the complexity of needs present for many Gillette patients, caregivers often struggle 

with managing services or providers spread across different medical systems or clinics. This 

challenge is further complicated by the need to balance the medical needs and care plans with 

day-to-day support and resources required for many Gillette patients. This requires a high level 

of coordination, which some families may not have the resources to navigate. More than half 

(n=7) of the Gillette providers who participated in an interview mentioned system navigation 

support as a critical need. Stakeholder interviewees also commented on this need, emphasizing 

that strong connections and partnerships between primary care providers and specialists is needed  

for effective treatment.  

Outside of the medical system, caregivers are often tasked with navigating additional supports 

or resources, such as school interventions, adaptive technology and equipment, and waivers. Half 

of Gillette providers interviewed (n=6) mentioned a need for more social work support. 

I think parent engagement and making sure ALL families understand their rights and 

what they have access to is important. I am well-educated and well-versed, and 

still often get confused or find it hard to navigate. I think there are many more 

families in MN that aren't even accessing a waiver, which is another whole thing. – 

Caregiver survey participant 

What I would love to see is a dedicated social worker right there in clinic that could 

start with that family, meet them, talk through things, have consistent follow up. – 

Gillette provider 
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Social work [staff] works hard to assist with connecting families to a county worker 

[that can] help find funding for equipment and transportation services. Other 

providers could be more knowledgeable – being aware of steps we need to take to 

get them connected, or knowing what social work can help with. – Gillette provider 

Family well-being 

Five providers mentioned awareness of community resources as a key need, and this theme 

was frequently mentioned by caregivers in both the survey and focus groups. Caregivers noted 

the importance of having community resources available, including for social activities or 

connections with other families. “You don’t know what you don’t know” was a common refrain 

among focus group participants, with these caregivers describing different ways they 

sometimes learned about community opportunities (e.g., adaptive sports). Relatedly, some 

caregivers expressed an interest in participating in family support groups both in person and 

online (e.g., Facebook groups).  

I would love to see support groups for specific things created by or initiated by 

Gillette. My daughter feels very alone in her scoliosis but there are many children 

who feel that way and could support each other if given the space. – Caregiver 

survey participant 

We have all these great events, but I don't know if families know that those are 

happening, or necessarily getting the invites, because I feel like I hear that from 

families a lot of; “oh, I saw on Instagram that this happened at the hospital. My kid 

would have loved that, but we didn't know it existed.” So I think that that 

communication and outreach to families about upcoming events is something that 

a lot of people are really wanting. – Gillette provider 

I feel like families aren't aware of all the resources in the community. There are so 

many opportunities out there. Whether it's funding for equipment, support 

groups, social groups, or resources within the county and the schools. And they're 

just not necessarily aware of it.  

– Gillette provider 
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I've learned so much sitting in Gillette waiting rooms from other special needs 

parents…my daughter's in adaptive baseball now, and she's been doing that now 

since she's been four. But I never knew of any of that until I sat in a waiting room 

at Gillette talking to other parents. – Caregiver focus group participant  

I have recently been asked by some families about how to find a family support 

group, camps for kids with certain conditions, or community activities to help 

support kids with certain conditions. I feel like Gillette may have a very good idea 

of some of those resources [and] I think it would be lovely to understand how we 

can help families connect with resources like that through Gillette. – Community 

stakeholder 

Sometimes I think that if you just don't know what questions to ask, you can miss 

opportunities for better care. I think maybe care providers forget how much they 

know, and how much the parents don't know, or how to navigate medical systems 

in general. So I wonder, what are some ways to help educate the parents, so that 

then maybe they can be a better advocate for their children. – Caregiver focus 

group participant 

Gillette’s communication with families 

Caregivers who participated in the survey were asked to indicate interest in patient education 

videos covering specific topics. More than half (53%) of participants said they would be 

interested in videos on what to expect on their child’s care journey, and half of participants 

would like videos with more information on follow-up care.  

Caregivers who participated in focus groups also expressed a desire for overall improvements 

to communication received from Gillette. Survey participants who responded to a question 

asking how Gillette could better demonstrate its values frequently mentioned the need for more or 

better communication. Caregivers who cited this issue often described situations in which they 

felt they were lacking thorough information from Gillette about their child’s care, or who had a 

difficult time reaching providers with questions about what to expect for certain procedures or 

visits.  

We came to Gillette unexpectedly…we had no experience with hospitals before. We 

thought it would be amazing to have a kids book in the room when new patients 

move in, sharing a bit about what to expect at the hospital from the voice of a 

kid…for example, what amenities there are, what will happen, where kids can go, 

how will they eat, where/when will they take a bath. Just the basic things, so it’s 
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not so scary.  

– Caregiver survey participant 

PRIORITY 4 RURAL HEALTH CARE 

Health care access challenges may be exacerbated for families in greater Minnesota due to 

fewer clinics and providers located nearby; this issue is even more significant for caregivers who 

have a child with special medical needs. The distance to travel to Gillette from home was 

mentioned by several participants in the caregiver focus groups, and five providers mentioned 

transportation as a critical need for patients’ families.   

Some caregivers noted an interest in Gillette investing more resources in providing high-quality 

virtual care, as these types of visits could help bridge the gap between appointments that 

require in-person services. Importantly, access to virtual care is limited to those who have high-

speed internet, which can be a barrier for some in rural areas.  

Beyond virtual care, some Gillette provider interviewees suggested initiating and maintaining 

partnerships with providers in rural areas. With these relationships in place, Gillette would be 

positioned to provide education or consultation to providers who may see pediatric patients with 

special or complex needs. 

It’s hard with limited internet connectivity sometimes, but we can still grow this 

method of reaching folks. We can also partner with local providers for education 

and virtual care. So there’s an in-home option and also Gillette provider to local 

provider with family option. – Gillette provider 

Transportation is consistently a huge issue. Some families understand that they 

can use insurance for this, but often even if they apply for a ride it doesn’t 

happen, so getting to appointments in rural areas is hard.  – Gillette provider 

With patients in rural Minnesota, the struggle has been greatest [with] getting 

access to services, being able to come into the cities, trying to get everything done 

all at once, but lacking supports back in their home town. They’re lucky if they 

have a primary care doc who knows them. But I hear that “local ER is afraid of my 

kid;” “Primary care does vaccines but we try to do everything else at Gillette.” It’s 

a very common issue for folks in greater MN.  – Gillette provider 
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PRIORITY 5 TRANSITION PLANNING 

The transition from pediatric to adult care for those with complex diagnoses or who have special 

medical needs is particularly challenging. Patients who have received care at Gillette as a child often 

struggle to find providers who can meet their needs in the same way that Gillette did. Gillette 

providers who participated in an interview also reported that many adult primary care providers 

are not well-equipped to take on patients with complex medical histories.  

During pediatric patients’ teen years, many Gillette providers begin transition planning  with 

their patients’ families; 8 of the providers interviewed reported “planting the seed” early on. 

However, this process is approached differently across specialties and providers. Some caregivers 

who participated in a focus group indicated confusion about transition planning, and just 40% of 

caregivers taking the survey said that it was clear when transition should take place. When asked 

about recommendations for Gillette, adult patients who responded to the survey most often 

suggested that adult services be expanded or implemented in a more intentional way.  

Caregivers also expressed a desire for stronger supports and resources during the transition 

phase, acknowledging the stress they feel; providers notice this stress, too, with six Gillette 

provider interviewees commenting on it. One stakeholder interviewee commented on this 

aspect of transition planning, noting that mental health care is critical during this phase of a 

patient and family’s journey. A majority (n=9) of Gillette providers interviewed said that it’s 

important to include connections with social work and community resources as part of 

transition planning.  

It’s just finding those external partners to be able to take that work on. If we had 

those relationships and those partnerships, then that would be really game 

changing, as far as I’m concerned. – Gillette provider [referring to connections with 

adult primary care providers who could see Gillette patients] 

There is more education that needs to happen with our own providers about 

transition and the Gillette approach, fostering collaborations between specialty 

providers and their adult counterparts.  

– Gillette provider 
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These families build such strong relationships with their providers. [We need to be] 

really preparing those families and starting that preparation early…making sure that 

they feel comfortable and confident with this transition. It’s scary leaving 

someone that you trusted, and you've worked with and built such a strong 

relationship. And then, all of a sudden, having to feel like you started over. – 

Gillette provider 
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About the prioritization process 

In September 2025, Gillette’s CHNA team reviewed the key findings and identified health issues 

to determine which should be elevated as priority health needs. During this prioritization 

process, the team considered the following questions: 

• What work is being done outside of Gillette to address these needs? 

• What is the reach of each need – is the need internal to Gillette, community level, or 

state/systems level? 

• What is Gillette Children’s current capacity to address each area? 

• How does each align with current Gillette Children’s initiatives and strategic direction? 

• What does Gillette feel is essential for all patients and families to have in place to ensure 

medical needs are met and quality of life is maximized? 

• What needs can Gillette address independently and what needs would Gillette need 

to collaborate with other organizations to address? 

• Which of these topics feels the most pressing to address, and how can solutions be 

designed for the greatest positive impact? 
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Available resources to address need 

Gillette has identified a number of resources to address the prioritized health needs. These 

resources are specified in the implementation plan table and include the following: 

• Complex Care Parent Advisors 

• Complex Care Program 

• Finance and Revenue Cycle 

• Gillette Family Council 

• Information Systems 

• Legal and Compliance 

• Marketing and Communications 

• Medical Leadership and Providers 

• Nurse Care Managers 

• Nursing 

• Patient Navigators 

• Performance Management Strategy Office 

• Referral Management Center and Patient Engagement Specialists 

• Social Workers 

• Transition Committee 
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Update on 2022 assessment results and 
activities 
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2025 implementation plan 
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Appendix 

A. 2025 CHNA CAREGIVER SURVEY DATA TABLES 

Some percentages may not add up to 100% due to rounding. 

A1. Has someone at Gillette talked with you about your child’s transition to adult care? 

(N=116) 

 N % 

Yes 23 20% 

No 85 73% 

Not sure  8 7% 

Note: This question was asked to those with a child over age 16.  

A2. Was it your physician that had conversations with you about the transition to adult 

care? (N=22) 

 N % 

Yes 15 68% 

No 4 18% 

Not sure  3 14% 

Note: This question was asked to those who responded “Yes” to Q5.  

A3. Was it clear to you when the transition to adult care should take place? (N=1,120) 

 N % 

Yes 447 40% 

No 357 32% 

Not sure  316 28% 

A4. Has your child seen a genetic counselor? (N=1,113) 

 N % 

Yes, at Gillette 119 11% 

Yes, somewhere else 187 17% 

No 762 68% 

Not sure 45 4% 

A5. Has your child received either of the following services? (Check all that apply) (N=302)  
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 N % 

Genetic testing 257 85% 

Meeting with a geneticist 208 69% 

Something else 22 7% 

Neither of these 17 6% 

Note: This question was asked to those who responded “Yes” to Q8. 

A6. Did the results of testing change the course of your child’s care? (N=252)  

 N % 

Yes 90 36% 

No 150 60% 

Don’t know  12 5% 

Note: This question was asked to those who indicated that their child has received genetic testing.   

A7. Are you interested in learning about any gene therapy trials that could benefit your 

child? (N=1,100) 

 N % 

Yes 297 27% 

No 561 51% 

Not sure  242 22% 

A8. Has your child seen a psychiatrist (MD) in the past 24 months? (N=1,091) 

 N % 

Yes 174 16% 

No 885 81% 

Not sure  32 3% 

A9. Has your child needed emergency services in the past 12 months? (N=1,090) 

 N % 

Yes, once 193 18% 

Yes, more than once 84 8% 

No 805 74% 

Not sure 8 1% 

A10. Did you inform the emergency team that your child is a Gillette patient? (N=267)  

 N % 

Yes 109 41% 
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No 137 51% 

Not sure  21 8% 

Note: This question was asked to those who responded “Yes” to Q14. 

A11. Following emergency care, was your child admitted to a hospital? (N=267) 

 N % 

Yes 110 41% 

No 156 58% 

Not sure  1 <1% 

Note: This question was asked to those who responded “Yes” to Q14. 

A12. Did you request that your child be transferred to Gillette? (N=108) 

 N % 

Yes, and they were transferred 24 22% 

Yes, but they were not transferred 3 3% 

No 58 54% 

I did not know this was an option 22 20% 

Not sure 1 1% 

Note: This question was asked to those who responded “Yes” to Q18. 

A13. I understand the components of my care plan. (N=992) 

 N % 

Strongly agree 651 66% 

Somewhat agree 268 27% 

Somewhat disagree 39 4% 

Strongly disagree 34 3% 

A14. I know what to expect next with my child’s care at Gillette. (N=1 ,005) 

 N % 

Strongly agree 670 67% 

Somewhat agree 265 26% 

Somewhat disagree 39 4% 

Strongly disagree 31 3% 

A15. If I have questions about the care plan, I know who to contact. (N=996)  

 N % 

Strongly agree 662 67% 
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Somewhat agree 224 23% 

Somewhat disagree 58 6% 

Strongly disagree 52 5% 

A16. It is easy to reach my care team. (N=975) 

 N % 

Strongly agree 569 58% 

Somewhat agree 302 31% 

Somewhat disagree 73 8% 

Strongly disagree 31 3% 

A17. Following a visit with Gillette, do you know how to access your visit summary (which 

may include care instructions)? (N=1,024) 

 N % 

Yes 870 85% 

No 117 11% 

Not sure  37 4% 

A18. Has your child had an inpatient stay at Gillette within the past year? (N=1,026) 

 N % 

Yes 209 20% 

No 811 79% 

Not sure  6 1% 

A19. Did you feel that Gillette staff adequately prepared you for your child’s inpatient 

stay? (N=200) 

 N % 

Yes 188 94% 

No 12 6% 

Note: This question was asked to those who responded “Yes” to Q23.  
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A20. Did you feel that Gillette staff adequately prepared you for discharge? (N=202)  

 N % 

Yes 191 95% 

No 11 5% 

Note: This question was asked to those who responded “Yes” to Q23. 

A21. Did you receive a follow-up call within 48 hours of discharge? (N=208) 

 N % 

Yes, it was helpful 160 77% 

Yes, but it was not helpful 16 8% 

No, I didn’t receive a call 10 5% 

Don’t know 22 11% 

Note: This question was asked to those who responded “Yes” to Q23. 

A22. If multiple appointments at Gillette were needed (e.g., testing and/or provider 

visits), how easy or difficult was it for you to schedule all services to occur on the 

same day? (N=821) 

 N % 

Very easy 419 51% 

Somewhat easy 266 32% 

Somewhat difficult 86 11% 

Very difficult 50 6% 

A23. If testing or medical records were needed before an appointment with Gillette, were 

your records received in time? (N=640) 

 N % 

Yes, all records were received in time for the appointment 603 94% 

No, not all records were received in time for the appointment 37 6% 

A24. Gillette offers a Pediatric Expert Phone Consultation for families with new or 

unknown diagnoses, who are not current Gillette patients. Would you have found 

this service valuable before you came to Gillette? (N=1,009) 

 N % 

Yes 500 50% 

No 193 19% 

Don’t know 316 31% 
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A25. Gillette is considering offering patient education videos. Which of the following 

would you be interested in? (Check all that apply) (N=1,008) 

 N % 

What to expect on your care journey 535 53% 

Information about follow-up care from procedures 508 50% 

Other  35 4% 

I would not be interested in this  314 31% 

A26. In the past year, what things have caused frustration when accessing services at 

Gillette? (Check all that apply) (N=973) 

 N % 

Appointment availability with preferred provider(s) 248 26% 

Reaching Gillette schedulers (for example, waiting on hold and/or not 
getting to the right person) 

173 18% 

Waiting for call back/follow-up from Gillette schedulers 123 13% 

Getting help with coordinating multiple appointments on the same day 111 11% 

Getting add-on appointments or services scheduled the same day as an 
existing appointment (such as the ability to access diagnostic tests while 
you are at Gillette for an appointment) 

66 7% 

Receiving interpreter services when needed 2 <1% 

Other 121 12% 

I have not experienced any frustration when accessing services at 
Gillette in the past year 

513 53% 

Don’t know 29 3% 

A27. Of the following services provided by Gillette, which were you aware of? (Check all 

that apply) (N=996) 

 N % 

Down Syndrome Clinic 93 9% 

Developmental Evaluation (identification of developmental delays) 218 22% 

Pediatric Expert Consult (support and plans regarding complex 
conditions for new patients) 

222 22% 

Urgent care for general medical conditions for current Gillette patients 
(also called “Quick Care”) 

231 23% 

Acute orthopedic clinic (i.e., urgent care for orthopedic services), open 
to Gillette and non-Gillette patients 

337 34% 

Rehabilitation therapy services (i.e., physical therapy, speech language 
pathology, occupational therapy) 

601 60% 
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None of the above 227 23% 

A28. Have you used any of these services at Gillette? (Check all that apply) (N=985)  

 N % 

Down Syndrome Clinic 6 1% 

Developmental Evaluation (identification of developmental delays) 86 9% 

Pediatric Expert Consult (support and plans regarding complex 
conditions for new patients) 

97 10% 

Urgent care for general medical conditions for current Gillette patients 
(also called “Quick Care”) 

59 6% 

Acute orthopedic clinic (i.e., urgent care for orthopedic services), open 
to Gillette and non-Gillette patients 

150 15% 

Rehabilitation therapy services (i.e., physical therapy, speech language 
pathology, occupational therapy) 

383 39% 

None of the above 435 44% 

A29. How well did the Down Syndrome Clinic services meet your needs? (N=6) 

 N 

Very well 5 

Somewhat well 1 

Not very well 0 

Not sure  0 

Note: This question was asked to those who reported having used the Down Syndrome Clinic. Percentages 

are not reported due to the small N.  

A30. How well did the Developmental Evaluation services meet your needs? (N=85)  

 N % 

Very well 61 72% 

Somewhat well 20 24% 

Not very well 1 1% 

Not sure  3 4% 

Note: This question was asked to those who reported having used the Developmental Evaluation services.  
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A31. How well did the Pediatric Expert Consult services meet your needs? (N=97)  

 N % 

Very well 76 78% 

Somewhat well 17 18% 

Not very well 1 1% 

Not sure  3 3% 

Note: This question was asked to those who reported having used the Pediatric Expert Consult services. 

A32. How well did the Urgent care for general medical conditions for current Gillette 

patients services meet your needs? (N=59) 

 N % 

Very well 50 85% 

Somewhat well 7 12% 

Not very well 1 2% 

Not sure  1 2% 

Note: This question was asked to those who reported having used the Urgent care for general medical 

conditions for current Gillette patients. 

A33. How well did the Acute orthopedic clinic services meet your needs? (N=148) 

 N % 

Very well 117 79% 

Somewhat well 23 16% 

Not very well 6 4% 

Not sure  2 1% 

Note: This question was asked to those who reported having used the Acute orthopedic clinic services. 

A34. How well did the Rehabilitation therapy services meet your needs? (N=382) 

 N % 

Very well 288 75% 

Somewhat well 73 19% 

Not very well 18 5% 

Not sure  3 1% 

Note: This question was asked to those who reported having used the Rehabilitation therapy services. 

A35. Please indicate how well you feel Gillette embodies the following values: In every 

encounter, Gillette begins with compassion, generosity and an open heart and mind. 

(N=983) 
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 N % 

Very well 787 80% 

Somewhat well 169 17% 

Not very well 27 3% 

A36. Please indicate how well you feel Gillette embodies the following values: Gillette 

works to understand the whole story, understanding that inclusivity grows our 

empathy, diversity fuels our creativity, and equity unites us. (N=955) 

 N % 

Very well 749 78% 

Somewhat well 167 18% 

Not very well 39 4% 

A37. Please indicate how well you feel Gillette embodies the following values: Gillette 

helps patients realize their dreams as they each create their own story. (N=881)  

 N % 

Very well 657 75% 

Somewhat well 185 21% 

Not very well 39 4% 

A38. Please indicate how well you feel Gillette embodies the following values: Gillette is 

continuously working to innovate and improve. They are committed to creating a 

global community of care, equity and opportunity. (N=888) 

 N % 

Very well 693 78% 

Somewhat well 169 19% 

Not very well 26 3% 
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B. 2025 CHNA ADULT PATIENT SURVEY DATA TABLES 

Some percentages may not add up to 100% due to rounding.  

B1. Has someone at Gillette talked with you about your transition to adult care? (N=304)  

 N % 

Yes 168 55% 

No 110 36% 

Not sure  26 9% 

B2. Was it your physician that had conversations with you about the transition to adult 

care? (N=161) 

 N % 

Yes 123 76% 

No 19 12% 

Not sure  19 12% 

Note: This question was asked to those who responded “Yes” to Q5.  

B3. Was it clear to you when the transition to adult care should take place? (N=282)  

 N % 

Yes 152 54% 

No 82 29% 

Not sure  48 17% 

B4. Have you seen a psychiatrist (MD) in the past 24 months? (N=280) 

 N % 

Yes 71 25% 

No 195 70% 

Not sure  14 5% 

B5. I understand the components of my care plan. (N=248) 

 N % 

Strongly agree 147 59% 

Somewhat agree 68 27% 

Somewhat disagree 17 7% 

Strongly disagree 16 7% 
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B6. I know what to expect next with my care at Gillette. (N=261) 

 N % 

Strongly agree 157 60% 

Somewhat agree 78 30% 

Somewhat disagree 16 6% 

Strongly disagree 10 4% 

B7. If I have questions about the care plan, I know who to contact. (N=251)  

 N % 

Strongly agree 156 62% 

Somewhat agree 56 22% 

Somewhat disagree 22 9% 

Strongly disagree 17 7% 

B8. It is easy to reach my care team. (N=261) 

 N % 

Strongly agree 147 56% 

Somewhat agree 83 32% 

Somewhat disagree 18 7% 

Strongly disagree 13 5% 

B9. Following a visit with Gillette, do you know how to access your visit summary (which 

may include care instructions)? (N=259) 

 N % 

Yes 215 83% 

No 24 9% 

Not sure  20 8% 

B10. Have you had an inpatient stay at Gillette within the past year? (N=258) 

 N % 

Yes 27 11% 

No 228 88% 

Not sure  3 1% 
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B11. Did you feel that Gillette staff adequately prepared you for your inpatient stay? 

(N=27) 

 N % 

Yes 26 96% 

No 1 4% 

Note: This question was asked to those who responded “Yes” to Q23. 

B12. Did you feel that Gillette staff adequately prepared you for discharge? (N=27)  

 N % 

Yes 26 96% 

No 1 4% 

Note: This question was asked to those who responded “Yes” to Q23. 

B13. Did you receive a follow-up call within 48 hours of discharge? (N=27) 

 N % 

Yes, it was helpful 23 85% 

Yes, but it was not helpful 1 4% 

No, I didn’t receive a call 1 4% 

Don’t know 2 7% 

Note: This question was asked to those who responded “Yes” to Q23. 

B14. If multiple appointments at Gillette were needed (e.g., testing and/or provider 

visits), how easy or difficult was it for you to schedule all services to occur on the 

same day? (N=207) 

 N % 

Very easy 91 44% 

Somewhat easy 71 34% 

Somewhat difficult 28 14% 

Very difficult 17 8% 

B15. If testing or medical records were needed before an appointment with Gillette, were 

your records received in time? (N=140) 

 N % 

Yes, all records were received in time for the appointment 128 91% 

No, not all records were received in time for the appointment 12 9% 
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B16. Gillette is considering offering patient education videos. Which of the following 

would you be interested in? (Check all that apply) (N=255) 

 N % 

What to expect on your care journey 100 39% 

Information about follow-up care from procedures 110 43% 

Other  18 7% 

I would not be interested in this  108 42% 

B17. In the past year, what things have caused frustration when accessing services at 

Gillette? (Check all that apply) (N=245) 

 N % 

Appointment availability with preferred provider(s) 70 29% 

Reaching Gillette schedulers (for example, waiting on hold and/or not 
getting to the right person) 

50 20% 

Waiting for call back/follow-up from Gillette schedulers 41 17% 

Getting help with coordinating multiple appointments on the same day 33 14% 

Getting add-on appointments or services scheduled the same day as an 
existing appointment (such as the ability to access diagnostic tests while 
you are at Gillette for an appointment) 

24 10% 

Receiving interpreter services when needed 1 <1% 

Other 27 11% 

I have not experienced any frustration when accessing services at 
Gillette in the past year 

119 49% 

Don’t know 9 4% 

B18. Of the following services provided by Gillette, which were you aware of? (Check all 

that apply) (N=253) 

 N % 

Down Syndrome Clinic 34 13% 

Developmental Evaluation (identification of developmental delays) 63 25% 

Pediatric Expert Consult (support and plans regarding complex 
conditions for new patients) 

65 26% 

Urgent care for general medical conditions for current Gillette patients 
(also called “Quick Care”) 

74 29% 

Acute orthopedic clinic (i.e., urgent care for orthopedic services), open 
to Gillette and non-Gillette patients 

82 32% 

Rehabilitation therapy services (i.e., physical therapy, speech language 
pathology, occupational therapy) 

172 68% 
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None of the above 44 17% 

B19. Have you used any of these services at Gillette? (Check all that apply) (N=251)  

 N % 

Down Syndrome Clinic 7 3% 

Developmental Evaluation (identification of developmental delays) 20 8% 

Pediatric Expert Consult (support and plans regarding complex 
conditions for new patients) 

34 14% 

Urgent care for general medical conditions for current Gillette patients 
(also called “Quick Care”) 

29 12% 

Acute orthopedic clinic (i.e., urgent care for orthopedic services), open 
to Gillette and non-Gillette patients 

38 15% 

Rehabilitation therapy services (i.e., physical therapy, speech language 
pathology, occupational therapy) 

135 54% 

None of the above 86 34% 

B20. How well did the Down Syndrome Clinic services meet your needs? (N=7)  

 N 

Very well 6 

Somewhat well 1 

Not very well 0 

Not sure  0 

Note: This question was asked to those who reported having used the Down Syndrome Clinic. Percentages 

are not reported due to the small N.  

B21. How well did the Developmental Evaluation services meet your needs? (N=20)  

 N % 

Very well 12 60% 

Somewhat well 5 25% 

Not very well 1 5% 

Not sure  2 10% 

Note: This question was asked to those who reported having used the Developmental Evaluation services.  
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B22. How well did the Pediatric Expert Consult services meet your needs? (N=34)  

 N % 

Very well 25 74% 

Somewhat well 4 12% 

Not very well 1 3% 

Not sure  4 12% 

Note: This question was asked to those who reported having used the Pediatric Expert Consult services. 

B23. How well did the Urgent care for general medical conditions for current Gillette 

patients services meet your needs? (N=29) 

 N % 

Very well 22 76% 

Somewhat well 4 14% 

Not very well 2 7% 

Not sure  1 3% 

Note: This question was asked to those who reported having used the Urgent care for general medical 

conditions for current Gillette patients. 

B24. How well did the Acute orthopedic clinic services meet your needs? (N=38) 

 N % 

Very well 28 74% 

Somewhat well 4 11% 

Not very well 2 5% 

Not sure  4 11% 

Note: This question was asked to those who reported having used the Acute orthopedic clinic services. 

B25. How well did the Rehabilitation therapy services meet your needs? (N=134)  

 N % 

Very well 92 69% 

Somewhat well 32 24% 

Not very well 7 5% 

Not sure  3 2% 

Note: This question was asked to those who reported having used the Rehabilitation therapy services. 

B26. Please indicate how well you feel Gillette embodies the following values: In every 

encounter, Gillette begins with compassion, generosity and an open heart and mind. 

(N=250) 
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 N % 

Very well 208 83% 

Somewhat well 37 15% 

Not very well 5 2% 

B27. Please indicate how well you feel Gillette embodies the following values: Gillette 

works to understand the whole story, understanding that inclusivity grows our 

empathy, diversity fuels our creativity, and equity unites us. (N=245) 

 N % 

Very well 196 80% 

Somewhat well 42 17% 

Not very well 7 3% 

B28. Please indicate how well you feel Gillette embodies the following values: Gillette 

helps patients realize their dreams as they each create their own story. (N=236)  

 N % 

Very well 158 67% 

Somewhat well 66 28% 

Not very well 12 5% 

B29. Please indicate how well you feel Gillette embodies the following values: Gillette is 

continuously working to innovate and improve. They are committed to creating a 

global community of care, equity and opportunity. (N=237) 

 N % 

Very well 182 77% 

Somewhat well 46 19% 

Not very well 9 4% 
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