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Abstract body: 
Background: One-third of skilled home health (HH) patients have dementia1, and these patients often require 
family caregiver assistance to implement the home health plan of care.2 Prior work suggests that caregivers 
are inadequately supported during home health, contributing to poorer clinical outcomes and lower 
patient/family satisfaction.3-7 Major obstacles to integrating caregiver support in home health clinical workflows 
include (1) a lack of systematic capture of caregiver needs within the Electronic Health Record (EHR) and (2) 
limited access to social work services.4,8,9 Home health researchers, administrators, and frontline clinicians 
created the Dementia Caregivers’ Link to Assistance and Resources (DECLARE) via user-centered co-design. 
DECLARE includes assessment of caregiver burden, tasks, and relationship to the patient, with results stored 
in the EHR as a care coordination note, and targeted social work referrals for eligible cases. 
 
Objectives: DECLARE is currently being piloted in an embedded Pragmatic Clinical Trial within a major HH 
agency to assess for feasibility and acceptability. Key outcomes include rate of assessment completion, ability 
to automatically populate caregiver information in the EHR, and social work access (feasibility) and staff ratings 
of assessment relevance to care planning (acceptability). 
 
Methods: Treatment is assigned at the clinical team level. Eligible caregivers are those assisting a patient with 
a dementia diagnosis who are over 18 and comfortable communicating in English. Potentially eligible 
caregivers are contacted by phone to determine eligibility, enroll, and complete an initial assessment. 
Assessment results are then automatically uploaded, via Application Programming Interface, into a care 
coordination note in the EHR. Outcomes are measured from agency claims and clinical note data, and staff 
surveys and interviews.  
 
Results: Of 248 potentially eligible caregivers identified in the Treatment arm, 34 were ineligible upon initial 
screening and 76 were unreachable within the 5 days after admission. Of the remaining 138 caregivers, 57% 
(78) completed the assessment with a mean (SD) of 5.8 (3.0) days between admission and upload of the 
caregiver assessment information to the patient record (upload occurred automatically the day after 
assessment completion). Among the 220 caregivers enrolled (n=58 DECLARE, n=142 usual care), those 
receiving DECLARE had higher rates of social work access (74% vs 28%; p<0.01) and received a social work 
visit earlier in the episode (9 days after admission vs 13, p=0.01). 
 
Among clinicians surveyed who cared for 1+ DECLARE cases (n=30), 77% (n=23) did not view the 
coordination note, with most stating they were unaware this information was available. Of those who did view 
the note (n=7), all agreed that the information was accurate and relevant to the case and 6 of 7 agreed that the 
information impacted their approach to the case. In key informant interviews, clinicians reported that they were 
unaware of the DECLARE note as they review all notes prior to their first visit to the home. Clinicians 
suggested capturing caregiver assessment information during intake and including this information in the 
intake note, posted prior to the first visit, and/or creating an alert in the EHR that reminds clinicians of the 
DECLARE note and requires acknowledgement before they can access the main patient record for that case.  

 
Discussion: DECLARE was feasible, with acceptable rates of assessment completion and meaningful 
improvement in social work access for treatment cases. While caregiver assessment information was rated as 
accurate and relevant by those who reviewed it, modifications to the protocol are necessary to increase 
visibility in the patient record. Future research is needed to understand how this information may impact care 
planning and, ultimately, patient and caregiver outcomes.  
 
Conclusions: Home health clinicians endorse the value of additional information about caregivers but need this 
information available at Start of Care and stored in structured fields within the EHR.  
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