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Project purpose

Evaluate the capacity of Delaware’s Private Duty Nurse 

(PDN) workforce to serve Delaware families who have 

children with medical complexity (CMC)  



Project description  
The Delaware Children with Medical Complexity Steering Committee sought to:

 gather quantitative and qualitative data on the current capacity of the home 
health nursing workforce* that is equipped to serve children with medically 
complex needs

 identify factors that contribute to the PDN workforce shortage

 inform whether the current workforce is sufficient to meet the needs of children 
with medically complex needs in Delaware

*PDNs who provide hourly shift services to children (CMC) in the home, including 
Registered Nurses (RNs) and Licensed Practical Nurses (LPNs)



Study Objectives  
Primary Objectives

 To what extent is the current workforce sufficient to meet the PDN nursing needs of 
CMC and to what extent are there sufficiently available RNs to serve CMC?

 What are the factors that contribute to the PDN workforce shortage in home care?

 In what ways is the current workforce clinically and culturally competent?

Secondary objectives
 How has the current COVID-19 pandemic impacted the PDN workforce ability to 

provide services to CMC?

 How has the current COVID-19 pandemic impacted families’ ability to access needed 
services?

 To what extent and in what ways are private duty nurses and families of CMC utilizing
telehealth services during the pandemic?



Report Dissemination
Five Draft Reports Are in the Process of Being Reviewed 

Report Dissemination

Study Populations Survey Interviews

Agency representatives that employ PDNs ----  (n=8/13)
Family caregivers/guardians of children with 
medically complex needs served by PDNs  (n=34/290)  (n=15)

Private duty nurses (PDNs) practicing in Delaware 
who care for children with medically complex needs  (n=146/UNK)  (n=15)

Nurses practicing in Delaware who are not currently 
part of the PDN workforce  (n=84/UNK) ----

[
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 The PDN workforce capacity reports are organized by study population of which there are four in total as listed on this slide. In addition, there is a separate special topic report that addresses the impact of the COVID-19 pandemic on service delivery, as well as opportunities and challenges associated with the use of telehealth during the pandemic. Data that contributed to the reports varied by study population.  For the agency stakeholders, we conducted interviews. Nurses who were not part of the PDN workforce were recruited through the Delaware Nurses Association and received a survey.  We believe the response rate was about 12% based on a membership of approximately 700 RNs and LPNs.  PDNs, as well as families, who filled out the surveys were asked if they would like to volunteer for and interview with a researcher at the end of the survey. In our study design, we thought we’d do about 8-10 interviews – we ended up doing 15 for both PDNs and family caregivers/guardians. 



Stakeholder Survey and Interview Results 
ALL STAKEHOLDERS:  
Factors that influence the supply of PDNs 
Factors that contribute to gaps in care
Clinical and cultural competence

FAMILY/CAREGIVERS
System operations and policies that lead to gaps in care
Gaps in care and impacts on family units

AGENCY: 
Business operations costs

PDNS
PDNs perspectives on the effects of gaps in care on children and their 
families
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Each of the 3 main stakeholder reports includes findings from surveys/interviews that address, from the stakeholders perspective respectively, findings in three areas:  Factors that influence the supply of PDNs; Factors that contribute to gaps in care; and clinical and cultural competence. Where possible, interview and survey results from the study population were triangulated to support findings. For example, PDNs responded to survey questions about challenges to providing care – like whether they had the supplies and equipment they needed; or if it was challenging to work in the home. During the interviews, open-ended questions asked PDNs to elaborate on providing care in the home that included probes about challenges – such as, what sort of challenges do you have? How do you handle them? How could they be resolved in the future? Things that you can’t get at in a survey.       In addition to these 3 areas noted at the top of the slide that essentially map onto the study questions, each study group had specific survey and or interview questions that allowed them to elaborate in specific areas unique to that study population. These topic areas are included as report chapters.   Here I’ve listed those unique areas: Families: System operations and policies that lead to gap in careGaps in care and impacts on the family unit.Agencies:Business Operations CostsNurses:PDNs’ Perspectives on the Effects of Gaps in Care on Children and their FamiliesFor all findings, stakeholders had their opinions about factors that influence the supply of PDNs, factors that contribute to gaps in care, and clinical and cultural competency. Across stakeholder groups, sometimes survey and/or interview data supported similar findings, other times data were different.   



DEMAND is Greater than Supply

Three-quarters of family caregivers reported having no nursing coverage 
for their children multiple times a month. 

PDNs also said there is a shortage.  
“There's so many uncovered shifts that there's always work.”

PDNs reported they are always being asked to work more and more hours; 
they also reported they are empathic as they watch families struggle due 
to lack of coverage  

Agency Representatives report a critical shortage of nurses to care for 
CMC. In addition, given the increase in number of agency providers, 
competition for essentially the same pool of nurses has increased. 
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The following slides provide a very brief overview of the study findings.First, our data showed that the demand for PDNs exceeds supply. Over three-quarters of family caregivers reported they do not have nursing coverage for their children multiple times a month. PDNs also noted there is a nursing shortage. During the interviews, we often heard nurses comment - like the one listed on this slide - that there are so many uncovered shifts that are not filled. They reported they are always being asked to work more and more hours.  They also reported they are empathic as they watch families struggle due to lack of coverage.  Agency representatives also reported a critical shortage of PDNs to care for CMC. The difficulty in recruiting and retaining nurses is juxtaposed on the fact that they think the number of children requiring care is trending upwards.    These data need to be refined and expanded. Examining quantitative data will allow greater insights into PDN gaps in care in the following areas: Severity and longevity of gaps in care, including how many hours are authorized, covered, and missed, as well as trends over time (e.g., by month, year, season); Trends in PDN supply juxtaposed against demand data; Differences in geographic locations in order to better understand service location needs; andHow gaps might differ by case acuity. By using quantitative data, DMMA can pinpoint specific factors associated with the PDN workforce capacity for this population as well as develop and align programmatic and policy solutions.



Factors that contribute to workforce shortage
PDNs attribute the shortage of nurses to: 
• Low wages, poor benefits, and unpredictable pay
• The costs associated with health care insurance and the limited paid time 

off/sick leave make it impossible for many nurses to consider a career as a 
PDN 

• Working environment 
Agency representatives attribute the shortage of nurses to: 
• Large increases in the number of referrals, perhaps due to an increase in 

the number of CMC needing homecare
• Individuals choosing careers other than nursing; 
• Nurses choosing to work in competitive work settings other than home 

care; and 
• Nurses’ perception of working as a PDN in the home as a liability
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PDNs: attribute the shortage of nurses to low wages, poor benefits, and unpredictable pay.  Over three-quarters of PDNs believe their pay rate is not appropriate for the work they do.Interesting, of the small numbers that agreed their pay was ok - the majority were LPNs.  Family caregivers agree…which in turn leads to inconsistent, transient staffing patterns and gaps in care for their children. When asked to list the top three job benefits that were most important to them, health insurance, sick pay, and holiday/vacation pay, were mentioned most frequently. Travel/mileage reimbursement and on-call pay were also mentioned specific to PDN work. However, the costs associated with health care insurance and the limited sick leave and paid time off as offered by agencies – but not all - make it impossible for many nurses to consider a career as a PDN When probed about low wages, poor benefits and unpredictable pay PDNs reported healthPDNs reported that the unpredictable take home pay was a important reason why nurses leave the PDN workforce or elect to only work part-time or PRN.Let me read you a quote: “If the patient happens to go into the hospital where nursing care wasn't needed, that nurse [is] out of a paycheck that entire time that child was in the hospital…but those medical benefits have to get paid and so they take it out of your PTO balance, so then you'd essentially get no vacation.”Thus, direct and indirect compensation varies across agencies. Workforce stability is affected as nurses leave the field for more competitive benefits or switch agencies based on wages and incentives. Last, for PDNs, workforce shortages may be specific to the work environment. On one hand, many PDNs choose to care for CMC because they want to work in pediatrics, enjoy the autonomy of the setting, or prefer 1:1 care with clients; HOWEVER these are some of the same reasons their colleagues elect to leave the field. PDNs shared that some nurses don’t feel comfortable working alone and/or without a team. In addition, some nurses may not feel comfortable juggling the many roles a PDN must by capable of serving.  PDNs also said colleagues leave the field because they are concerned about losing clinical skill sets, career advancement, and work culture.Of note, nearly all PDNs (132/137; 96.4%) somewhat or strongly agree their workload is manageable. At the same time, many nurses report the work is at least sometimes physically (105/136; 77.2%) or mentally (89/136; 65.4%) exhaustingAgency representatives: Link the nursing shortage to the large increase in the number of referrals, perhaps due to an increase in the number of CMC needing homecare.Agency representatives also attribute the PDN nursing shortage to individuals choosing careers other than nursing; nurses choosing to work in competitive work settings other than home care; and nurses’ perception of working as a PDN in the home as a liability – they believe nurses are taught that one should mitigate practice risks. Given the independent nature of home care practice, nurses perceive private duty nursing positions as a liability, creating yet another scenario that makes recruiting difficult. That is not to say agencies don’t recognize that low wages, poor benefits, and unpredictable pay are an issue. In fact, agency representatives discussed how PDNs health and well-being suffer as they try to make ends meet…..also nurses aren’t willing to committee to one family in case something happens….All of these factors contribute to workforce stability.Note: Of all factors that motivate nurses to work as a PDN, nurses repeatedly said that having a flexible work schedule was an important reason to work as a PDN. Over three-quarters of survey respondents (77.9%; 106/136) strongly agreed the flexibility to work various shifts was important to them. 



Factors that contribute to gaps in care
PDNs attribute gaps in care to: 
• PDNs report some colleagues are undertrained – in turn they may leave a case 

(or be asked to leave the case), creating a void in coverage 
• Sometimes there are gaps in care when shifts are never filled and/or a PDN 

cancels
• PDNs are selective in the assignments they take, thus contributing to gaps in care. 

The most common variables they consider include: location, travel time, home 
environment, shift timing, and clinical characteristics of the child that might affect 
their ability to care for the child (e.g., weight; acuity)

Agency representatives attribute gaps in care to:  
• Cases that are difficult to fill
• Lack of a “good fit” between PDN and family 
• Lack of training
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PDNsSome agencies, but not all, provide PDNs with an orientation and preceptorship when they first start on a case. If this is an option, preceptorships/trainings with the current nurse can last from a few hours to several days.  Nurses value orientations, preceptorships, ad hoc trainings, and competency reviews. However, gaps in care can occur when a nurse is undertrained….some colleagues who are undertrained may leave a case - or are asked to leave - creating a void in coverage. Sometimes there are gaps in care when shifts are never filled and/or a PDN cancels and there is simply a challenge in finding a replacement. Another reason there may be gaps in coverage is because PDNs can be very selective about the assignments they take, thus contributing to gaps in care. The most common variables they consider include: location, travel time, home environment, shift timing, and clinical characteristics of the child that might affect their ability to care for the child (e.g., weight; acuity). In FACT, when asked to cover an open shift, approximately 40% of nurses reported they sometimes/most of the time elect not to take an assignment, even if they were available to work. Gaps in care challenge agencies in a variety of ways, particularly if it’s a case for which shifts are difficult to fill. In these situations, the agency and MCO often need to communicate closely and work together to find coverage. Gaps in care result when there isn’t a good fit between PDNs and the family. Agency representatives note family caregivers may decide the PDN is not a good fit based on multiple factors, including skill sets; the way the PDN dresses or the foods they eat; difficulty communicating with the PDN due to accents; or personality differences. Once the PDN is informed that it is not a good fit, the nurse will leave the case, and often go to another agency.Agencies differ with respect to the types of training they offer, including orientation and preceptorship experiences. Some report offering multiple trainings; others expect nurses to be trained at the time they are hired. 	



Clinical competencies
CHALLENGES TO ACCESSING QUALITY CARE

Family caregivers/guardians: 

• Only about half of new nurses arrive with adequate information about the 
particular disease processes or disability of the child and their care needs; 
even less arrived with necessary information about the home environment

• Describe experiences where their child is put at risk because nurses do not 
have the necessary skill sets to: recognize clinical problems; respond 
appropriately to emergencies; or manipulate medical equipment used for 
the care of their child

• Appreciate nurses who initiate developmentally appropriate activities with 
their child, however, not all nurses appear skilled or interested in delivering 
holistic care

• Struggle with weighing the costs and benefits of keeping on nurses to care 
for their child who are not trained or are not a good fit 
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Clinical CompetenciesFamily caregivers report that about half of PDNs new to their child’s care actually arrive with knowledge about the child’s care plan or condition (16/32; 50.0%); An even larger proportion of PDNs arrive without the necessary information about the overall home environment (18/32; 56.3%%). When asked to think about the PDNs who care for their child, the majority reported PDNs are dedicated to the care of their child (24/32; 75.0%); treat their child with compassion (30/32; 93.8%); and talk and interact with their child the same way they would with a typically developing child (23/32; 71.9%). However, there are outliers…Family caregivers describe experiences where there child is put at risk because nurses do not vah the necessary skill set. From the survey results, family caregivers reported approximately one-quarter of PDNS don’t have the skill set (8/32; 25.0%),  expertise with medical technologies (8/32; 25.0%) necessary to care for their child. In some instances, family caregivers report they are left to deal with an unsafe clinical dilemma for their child, and high anxiety for themselves. In addition, as noted in the second bullet on this slide, families describe experiences where their child is put at risk because nurses to not have the necessary skill set. Indeed, families believe less than half of PDNs are able to recognize and respond to clinical problems quickly (13/32; 40.6%), including emergency situations (9/31; 29.0%). When on the job, family caregivers report that PDNs are not necessarily attentive and engaged with their child (8/32; 25.0%), or alert (9/32; 28.1%), particularly during the night shifts. Family caregivers worry about their child’s health and well-being when nurses are not engaged and fall asleep on their shift. In these situations, families often refuse to have the nurse come back into the home, again leading to gaps in care. Family caregivers appreciate nurses who initiate developmentally appropriate activities with their child, however, not all nurses appear skilled or interested in delivering holistic careFamily caregivers sometimes struggle with weighing the costs and benefits of keeping on nurses to care for their child who are not trained or not a good fit.  



The brief presentation today highlights a few of the findings from each of 
the study populations.

Overall, the results of the PDN workforce studies identified multifaceted 
factors that impact the ability to meet the demand for PDN services for 
children with medical complexities in Delaware at both macro and micro 
levels. 

Triangulating all of the findings across study populations is important in 
order to plan and prioritize next steps. 

Summary Statement
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Presentation Notes
The brief presentation today highlights a few of the findings from each of the study population reports. Triangulating the findings across study populations is important in order to plan and prioritize next steps. 
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Questions? Comments? 
MARY CULNANE, MSN, MS
mculnane@udel.edu

SUE GIANCOLA, PhD
giancola@udel.edu 
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