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Abstract

Context—Nurses who care for patients with life-limiting illness operate at the interface of family 

caregivers (FCG), patients, and prescribers; they are uniquely positioned to guide late-life 

medication management, including challenging discussions related to deprescribing questionably 

beneficial medications.

Objectives—To describe nurses’ perspectives about their role in hospice FCG medication 

management.

Methods—Secondary qualitative analysis of nurse interviews from a study exploring views on 

medication management and deprescribing for advanced cancer hospice patients. Original 

participants were drawn from 3 hospice agencies and their referring hospital systems in New 

England. Nurses were asked to describe current practices of medication management and 

deprescribing for patients transitioning to hospice, and to evaluate a pilot tool to standardize 

reviews of hospice medication appropriateness. We used content analysis to compare reports of 

existing practice to the theoretical needs of hospice FCGs based on Lau’s framework for hospice 

caregiver medication management needs.

Results—Content analysis of 10 nursing interviews from home hospice, inpatient hospice and 

primary care settings revealed that nurses were receptive to a standardized approach for 

comprehensive medication review upon transition to hospice that considered patients goals, and 

responded favorably to opportunities to discuss medication discontinuation with FCGs and 

prescribers. Effective framing for discussions included focusing on reducing harmful and non-

essential medications, and reducing caregiver burden.
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Conclusions—Nurses who care for hospice-eligible and enrolled patients are willing to discuss 

deprescribing with FCGs and prescribers, especially when conversations are framed around 

education about medication harms and their impact on quality of life.
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INTRODUCTION

Over 1.3 million Americans aged 65 years and older receive hospice services annually and 

45% are cared for at home.1 These patients are prescribed an average of 10–12 medications 

daily2–4 and have progressively declining organ function that increases their risk of drug-

related harm.5,6 Furthermore, many take questionably beneficial medications7–9 until death 

while simultaneously being prescribed an increasing number of end-of-life (EOL) symptom 

management drugs.4 This changing combination of medications contributes to burden, stress 

and confusion for family caregivers (FCG) who are responsible for patient medication 

management and administration.10,11

Family (informal) caregivers are defined as “any relative, partner, friend or neighbor who 

has a significant personal relationship with, and provides a broad range of assistance”.12 

Home hospice is a particularly challenging setting for FCGs because they are responsible for 

complicated medication administration tasks that are usually reserved for licensed healthcare 

professionals.13 An estimated 44 million adults, mostly women, provide this informal (i.e. 

unpaid) care.14 They often feel inadequately prepared for this responsibility15 and have fears 

about doing something wrong.13,15

Hospice nurses are critical teachers and supporters of these tasks.16 Yet, in one report, fewer 

than 60% of home hospice patients in the U.S. received assistance in medication 

management (i.e., assisting with medication administration, dispensing the correct dosages, 

and establishing and following a dosage schedule) from their hospice agencies.17 Prior 

research provides a conceptual understanding of key domains to help caregivers with 

medication-related tasks: establish trust, provide medication information, encourage self-

confidence, offer medication assistance, and assess understanding and performance.18 Yet, 

there is no consensus on clinical guidelines defining the hospice nursing role when 

supporting caregivers with medication management19 nor standardized tools to support end-

of-life care medication management for hospice nurses and prescribers.20 Hospice 

approaches to facilitating medication management are therefore left to individual agencies 

and providers, raising challenges about how to effectively to maintain the quality of 

remaining life for patients and how to best support their caregivers.

Nurses who care for patients with advanced, life-limiting illness operate at the interface of 

family caregivers, patients, and prescribers and are in a unique position to support FCGs 

before, during, and after the transition to hospice. However, little is known about nurse 

perspectives regarding end-of-life medication management. Moreover, discussions with 

FCG’s and patients about deprescribing questionably beneficial medications, while 
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defensible based on patient risks and marginal benefits, can be challenging for nurses caring 

for FCG’s and patients who were told that they must take certain medications “for life”.

To describe nurses’ perspectives about their role in FCG medication management and 

support, including medication review and deprescribing, we analyzed qualitative interviews 

of nurses who care for older adults with life-limiting illness. Nurses were asked to describe 

their current practice of medication review, deprescribing, and medication management 

support upon transition to home hospice, and to evaluate a pilot tool to standardize a hospice 

medication appropriateness review. We mapped nurses’ responses to Lau’s framework for 

family caregiver medication management needs in home hospice.18,21 Lau’s framework 

identifies domains recommended for inclusion in interventions to support home hospice 

medication management, namely education, skill building, coordination support, and 

simplification of regimens (i.e. deprescribing).10,18 (Figure) Our findings provide insight 

into the design of hospice interventions to support FCG medication management at the end-

of-life.

METHODS

Ethical Approval

This study was approved by the institutional review board of the University of 

Massachusetts Medical School.

Study Design, Participant Eligibility, Recruitment, and Data Collection

We conducted secondary qualitative analysis of semi-structured interviews from a study that 

explored views on medication management and deprescribing for advanced cancer hospice 

patients. In the parent study, we conducted interviews with home hospice patients with 

advanced cancer, their FCGs, and physicians and nurses who provide care for such patients 

in different clinical settings, including home hospice, inpatient hospice, palliative care, 

oncology, and primary care. Original participants were drawn from 3 hospice agencies and 

their referring hospital systems in New England. Eligible nurses included home hospice 

nurses, inpatient hospice nurses, primary care case coordinators. Nurses were asked to 

describe their current practice of medication review, deprescribing, and medication 

management support upon advanced cancer hospice patient transition to home hospice, and 

to evaluate a pilot tool to standardize hospice medication appropriateness reviews. The pilot 

tool is available in the online supplemental materials.

Data Analysis

Transcripts of nurse interviews were analyzed using a two-step approach to: 1) first identify 

responses relevant to the current practice of medication review in hospice and views on the 

need for an intervention to support medication review; and then 2) to map these responses to 

Lau’s framework for FCG hospice medication management.

Specifically, in the first step, all transcripts were broadly coded by two Bachelor’s level 

investigators (BN; TC) using an inductive content analytic approach, which is appropriate in 

the presence fragmented knowledge about the phenomenon in question,22 such as is the case 
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with medication prescribing in home hospice. Inductive content analysis allows themes to 

arise from the data. Using this approach, investigators independently reviewed 3 transcripts 

from each category of patient/caregiver, nurse, and physician interviews; these were 

independently coded to identify themes and develop a coding schema related to current 

practice of medication review in hospice, care coordination, perception of the need for a 

standardized intervention, communication and decision-making processes. The coding 

schema was then compared for overlap and discrepancies. After team discussion to reconcile 

discrepancies, we used consensus coding to analyze all remaining transcripts.

Once this was completed, we conducted a second-level analysis of nurses’ transcript sections 

that were relevant to the current practice of medication review in hospice and nurses’ views 

on the need for an intervention to support medication review. Two nurse-investigators with 

expertise in hospice care (SDM; MC) used deductive content analysis to map these interview 

sections, identified in the initial coding, to a conceptual framework by Lau that informs the 

development of an intervention to support family caregiver medication management needs in 

home hospice. In this way, we compared nurses’ reports of existing practice to the 

theoretical needs of home hospice patients and their FCGs.18,21

RESULTS

Participant Characteristics

Participants in this analysis included 6 home hospice nurses, 3 inpatient hospice nurses, and 

one nurse medical home coordinator for a primary care practice (Table 1). Most respondents 

(70%) had been in their current position for over 5 years.

Current Practice of FCG Support and Medication Review

Of the domains described in the modified Lau framework, we noted that nurses described 

parts, but not all, of each Content, Process, and Important Factors domain. [Figure]

Education and Skill Building for FCGs

Regarding intervention content, nurses more commonly discussed providing education than 

skill building, and within education, nurses mentioned increasing knowledge and providing 

education for symptom knowledge as part of current clinical practice, more often than they 

mentioned providing education to increase medication knowledge.

Well we look at their diagnosis, look at what they’re taking, and make sure there 

aren’t any duplications of medications, or if there’s something like a type of 

medicine that we could add to help improve their symptoms and their comfort, we 

would make recommendations to the doctor. And, of course it’s ultimately the 

doctor’s order. And of course we discuss the med changes with the family too…

When nurses discussed promoting skill building, they primarily focused on symptom 

management, and less so on medication administration and organization.

In regards to the first time you’re seeing a patient, is doing a full pain assessment 

which includes determining and assessing various factors. Pain location site. 

Factors that exacerbate it. Are there are any patterns to it. What have they used … 
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what are they using currently to try and control it, not only medication but other 

measures. And what have they used in the past. And what was effective and what 

was not effective. What type of scheduling do they use? Are they only using it as 

needed? And then we also look at are there any cultural or spiritual or whatever 

personal beliefs in regards to utilizing pain … medications

Support and Counseling for FCGs

Simplifying Medication Regimens as Support.—Nurses spoke about simplifying 

medications as a means of supporting patients and their FCGs: “I personally eliminate as 

many meds as I can because meds can get overpowering.” Nurses also acknowledged the 

importance of medication management interventions that helped to coordinate care with 

other hospice caregivers, including prescribers, in order to streamline communication for 

FCGs.

We talk about which medications, what they’re currently taking, what it was 

prescribed for, why they’re asking to stop it and then run it by the doctor

What did not appear spontaneously in the interviews about current models of care as 

described in the Lau framework was education about addressing medication administration, 

namely technical knowledge, challenges about when patients are resistant to treatment, and 

skills about medication organization.

Medication Review as Support.—Consistent with the Lau framework’s 

recommendations for processes of care, nurses frequently described medication review as a 

key component of the process for medication support and deprescribing, and often described 

how they considered which medications to select as candidates for discontinuation.

I go through the list and a lot of times I’ll look at non-essentials first and after I 

look at the non-essentials I talk to the family, explain why they need to be on them, 

why they don’t need to be on them. If the family agrees then I go to the doctor and I 

make recommendations to DC the non-essential medications. And then a lot of 

times I’ll wait a couple of weeks and see how they’re doing on the medications that 

are essential before I make any changes…

Trust and Communication for Deprescribing Timing.—Nurses also touched on the 

importance of establishing trust and good communication by listening and understanding the 

goals of the family and patient:

It’s not a matter of just stopping; it’s a matter of looking at the big picture. Where 

is the patient at this particular time? What’s going to benefit this patient to have 

comfort and dignity and peace, and make it less stressful for the family?

Some nurses highlighted the importance of communication and the challenge of having 

medication management conversations with FCGs specifically related to deprescribing. 

Challenges with communication were felt to be complicated, sometimes attributed to literacy 

issues, but other times attributed to a global difficulty engaging in this type of conversation:
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…ability of the patient to comprehend, and the family, whether it’s illiteracy or 

stress level or medication prejudices, some folks just don’t want to even listen.

Nurses’ skills in building trust, listening, and soliciting goals of care were all felt to be 

important to inform the subtleties of the process of supporting FCG medication, and to be 

important considerations for the implementation of any intervention to address FCG needs.

Although less frequent, the nurses also discussed indications for deprescribing and the 

importance of distinguishing between “hospice” meds and ”non-hospice” meds”:

Usually if somebody’s got medications we’re not pursuing stopping them unless we 

see signs that they’re not able to tolerate them for whatever reason. Or, if someone 

starts to have difficulties swallowing oftentimes what I’ll be doing is … and they’re 

not ready to let go, we start with the comfort meds … make sure you get those 

down first and then if they are starting to have difficulty you know you’ve provided 

the comfort meds.

Other FCG Support Tasks.—We found little to no discussion about the intervention 

process involving an assessment of the understanding and performance of the FCG tasks. Of 

the framework’s “other important factors” that occur in the current practice model of hospice 

medication support and deprescribing, assessing goals of care emerged as the most 

frequently cited important factor.

…certainly we would consider what the patient’s goals are to begin with.

I mean you come at it from the patient’s point of view and their understanding of 

what’s going on and then from the provider’s point of view in thinking about … 

really seriously thinking about what their reasons for everything on this list is and 

also comes to a meeting place where there can be discussion about what’s 

happening.

While Lau’s framework also identifies the need for an intervention to address competing 

responsibilities of the FCGs or coordinating multiple caregivers, these themes did not 

spontaneously emerge in our nurse interviews.

Need for an Intervention to Standardize Patient-Centered Medication Review

The interview text that described the nurses’ perception of a need for an intervention 

included responses to reviews of pilot standardized patient centered medication review tools. 

[Online Supplemental Material] In general, nurses agreed that having a standardized 

approach to medication review would be welcome and was needed:

I would love to come up with something that says, we got the meds, this is how 

long they have to live, this is where they’re at and these are their goals of care. And, 

somehow in the back end try to figure out these are the meds most likely to be 

causing their difficulty swallowing or nausea or whatever. And then like, and then, 

yeah, spit out some recommendations.

While one nurse stated that she liked it “as is”, most nurses stated that the format and 

approach of any standardized tool for medication review needs to be user friendly. As 
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presented in the parent study, the pilot review tool was “a lot of words.” The tool asked for 

input from nurses, patients/FCGs, pharmacists and physicians, but nurses pointed out that “I 

think it’d be hard to get the hospice nurse, the physician, everyone to have access to one 

sheet of paper.” Eliciting goals of care in paper form from patients was also noted to be 

difficult and time consuming.

You have to be really helpful to the patients because it’s a lot of words. So as far as 

them picking an answer, I think I wouldn’t just present this to somebody to read 

and have them pick A, B, C or D. I think people would probably frown on too many 

thoughts and too many concepts sometimes.

Yeah, I don’t have time for that right now so it’s never going to get done.

Nurses also commented on the format, with some wanting a paper tool, and others wanting a 

computerized tool: “I would prefer paper because I think that if we even made copies and 
gave it to patients and families they could use it” or “Electronic, yes, definitely”. What was 

generally agreed upon, however, was the need to have a comprehensive medication list. “I 
think as long as you could get every medication that somebody takes on that list, it would 
help, because it’s difficult to get.” There was also agreement that the medication assessment 

should be made user friendly for patients and families as a tracking and education tool: “[if 
you] make copies and gave it to patients and families they could use it.”

In terms of intervention content, nurses were more likely to state that educational materials 

would be good for patients and their FCGs: “To say, when your body starts doing this, you 
really don’t need this, this, this, this, and kind of educate them as to … we don’t have like 
hospitals do, we do not have like educational pamphlets regarding medications” They also 

felt this would also help nurses when questions might become redundant: “when I did 
visiting nursing and I had a whole list of meds like this, I would just go through them with 
people and try to teach them as best I could. And then the next time you go, go over them 
again.” There was also a recommendation for education about the burden of medications: ”I 

think it would also help as another educational tool about benefit and burden of a specific 

medication.”

There was less discussion about the need for an intervention that would provide skill 

building and modeling for help with medication organization. Some nurses suggested that an 

intervention should help with support and coordination with FCGs, and should help 

coordinate with other members of the hospice team.

I feel like we tie things together because we’re in the home and we see what bottles 

they have, and they might have forgotten to tell one doctor about medication.

In terms of the process for an intervention to support FCG medication management, again 

the process of medication review was frequently cited, along with having indications for 

deprescribing and selecting which medications to deprescribe. Having a process to assess 

FCG understanding and skills was not often mentioned, nor was having a process to 

establish trust. However, understanding patients’ goals of care was commonly mentioned. 

The nurses also felt it is important to try to understand potential barriers to having 

medication support and deprescribing conversations, whether they are due to low literacy, 
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stress, or other reasons: “[recognize their] ability of to comprehend … whether it’s illiteracy 

or stress level or med prejudices…”.

DISCUSSION

This is the first study to map nurses’ current practices and perceived needs for medication 

review at hospice admission, including their suggestions for a future standardized 

intervention to an existing conceptual framework. According to Lau’s framework, these 

practices and needs include education, skill building, simplification of regimens, and 

coordination support.10,18 In this paper, we focused on the perceptions of nurses regarding 

current practice and the need for an intervention to support FCGs medication management. 

We found that at transition into hospice care, nurses regularly review medications, 

sometimes with an eye toward deprescribing but more often to obtain a complete and 

accurate list of current medications. We also found that the educational support FCGs 

receive focuses on symptom management, but less on understanding medication 

administration and/or organization skills. Nurses are open to a standardized approach to 

conducting patient-centered medication review on hospice transition.

While all nurses stated that they regularly review medications of patients transitioning to 

hospice, there was variation in what this meant to different nurses. While most nurses 

typically focus on obtaining a complete and accurate list of current medications, some play a 

more active role in reviewing appropriateness of medications and facilitating communication 

about deprescribing as a way of reducing medication burden and supporting FCGs. These 

findings are reminiscent of prior studies suggesting that the approach to hospice FCG 

medication support is inconsistent.17 This is important because we also know that variation 

in the execution of important medical decision making and procedures can contribute to 

suboptimal health care delivery.23,24 Thus, our findings support the need to develop a 

standardized approach to supporting FCGs home hospice medication review and 

management.

Our findings indicate that nurses agree with the need for a standardized approach to 

conducting patient-centered medication review on hospice transition. The overarching aim 

of such an intervention is to standardize the approach of the healthcare team to reviewing 

medication appropriateness based on the patient’s goals of care, indications for use (i.e. 

chronic preventive or symptomatic medications), complexity and burden of management and 

administration by FCGs.11,25 Unfortunately, since Lau introduced his framework, there is 

still no consensus on clinical guidelines defining hospice clinical roles in supporting FCG 

medication management, nor are there standardized tools and education in end-of-life care 

for health-care professionals.

Our study suggests that the design of tools to facilitate the nurses’ role in supporting FCGs 

with medication management needs to be user-friendly, computerized, printable in a form 

that can be used for FCG education, and inclusive of information about the burdens and 

benefits of medications. The intervention tools could also include space to document patient 

and FCG’s goals for care and medication use, since nurses often use this in their holistically 

based care plan. Finally, any intervention needs to be implemented in the context of a 
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trusting relationship built upon strong communication and listening skills, since these 

medication-related conversations about management, and in particular about deprescribing 

longstanding medications now deemed less useful, can be stressful for both patients and 

their FCGs.

Our findings should be considered in light of several limitations. First, all of the study 

participants practiced in the Northeast, limiting the generalizability of the findings to other 

patient populations. Further, while a strength of the study was the inclusion of nurses from 

non-home hospice settings to inform the picture of the transition to hospice care, the number 

of non-hospice nurses was limited.

In summary, our findings provide initial insights to guide the design of interventions to 

standardize tools and education in end-of-life care for health-care professionals, 

demonstrating the need for user friendly and succinct approaches to conducting medication 

reviews at the time of hospice admission, and paving the way for the development and 

testing of a standardized approach that could be used in various settings when considering 

the usefulness of medications at hospice admission. Nurses would benefit from skills 

training on engaging patients in conversations about the need and appropriateness of 

medications, their benefits and risks, and the goals of FCGs and patients. Skills training 

should also focus on the acceptance of end-of life care and the relative benefits of stopping 

less necessary medications. Such standardized approaches and skills training will ultimately 

improve the quality of life of seriously ill patients and reduce caregiver stress and burden.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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FIGURE. 
Conceptual Framework for Intervention to Support FCG Medication Management (adapted 

from Lau10,18)
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Table 1.

Participant Characteristics

Characteristics N %

Sex

Female 10 100

Practice Setting

Home Hospice 6 60

Inpatient Hospice 3 30

Outpatient Practice 1 10

Time in Current Position

< 2 years 2 20

2–5 years 1 10

> 5 years 7 70

Education

RN 3 30

BSN 7 70
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