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OBJECTIVES: To gain a deeper understanding of how older people 

experiencing unintentional weight loss (UWL) are monitored, diagnosed, and 

managed in long-term care (LTC) settings. 

METHODS: Qualitative and quantitative research in private and nonprofit 

LTC facilities (assisted living, nursing, and skilled nursing) included phone 

interviews with 6 directors of nursing (DONs); on-line surveys of 327 LTC 

clinicians (nurses, DONs, pharmacists, dieticians, mental health specialists, 

and recreational/occupational/physical therapists); and on-line surveys of 70 

caregivers (family, friends) of residents.

RESULTS: UWL is closely associated with other health issues, with 
clinicians reporting the top two as dementia (77%) and cancer 
(73%). Although many clinicians reported interest in a mechanism to 
easily diagnose UWL, most reported reliance on basic weight-loss 
calculations (65%) or CMS criteria (61%). To address UWL, 78% of 
clinicians treat the underlying condition. Other interventions include 
nutritional supplements (clinicians: 95%; caregivers: 66%), appetite 
stimulants (68%; 37%), environmental interventions (52%; 29%), and 
medications (other than appetite stimulants) (46%; 50%). Clinicians 
and caregivers considered successful treatment to manifest most 
often in quality-of-life measures and pointed to alternative diets and 
nutritional interventions as the strongest contributors to positive 
patient outcomes.

CONCLUSION: The process for monitoring and addressing UWL at LTC 

facilities is complicated, in part due to associations with other complex 

geriatric comorbidities like dementia, cancer, and depression. Treatment 

for UWL often focuses on patient quality-of-life instead of weight gain. 

Intervention typically involves alternative diets and nutritional supplements 

before medication.

KEY WORDS: Anorexia of Aging, Cachexia, Unintentional Weight Loss, Long-

term care, Nutrition, Failure to Thrive.

ABBREVIATIONS: CASCO = cachexia score, CMS = Centers for Medicare & 

Medicaid Services, DON = director of nursing, LTC = long-term care, UWL = 

unintentional weight loss.
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INTRODUCTION

This article provides highlights from research conducted 
by the Alliance for Aging Research (the Alliance) from May 
through November 2020. Through this research, the Alliance 
sought to deepen its understanding of how older Americans 
experiencing unintentional weight loss (UWL)—including 
cachexia, failure to thrive, and anorexia of aging—are 
monitored, diagnosed, and treated while living in long-term 
care (LTC) settings. (Note: Because this research occurred 
during the COVID-19 pandemic, which required new and 
unprecedented practices and introduced unusual pressures, 
participants were encouraged to consider their pre-COVID-19 
experiences, to the extent that this was possible. The 
researchers considered the potential for atypical responses 
and have interpreted the analysis with this in mind.)

UWL can be a symptom of diseases such as cancer, acquired 
immunodeficiency syndrome (AIDS), advanced chronic 
obstructive pulmonary disease (COPD), and heart failure, and 
it is often observed with depression and appetite-suppressing 
medications. Several medications and particularly the 
unfortunate consequences of polypharmacy can contribute 
to a loss of taste or smell, or cause nausea that may impact 
appetite and nutritional wellbeing.1 UWL can also seemingly 
exist on its own without associated comorbidities. The role of 
proinflammatory cytokines in the pathophysiology of cachexia 
is being researched to foster better understanding and the 
potential role of future treatments.2 Whatever the cause, older 
people with UWL are known to be at higher risk for infection, 
depression, loss of mobility or function, and even death. It 
can be debilitating and significantly limit quality-of-life. The 
choice to examine UWL as a broad condition was partly an 
effort to validate the pervasiveness of the issue as understood 
anecdotally and from narrower research on cachexia. What 
is known, however, is that UWL among older people in LTC is 
serious and underrecognized.

Given its close association with other conditions, UWL 
is difficult to directly diagnose and treat. Focus is often 
placed on a patient’s underlying disease(s), if known. Many 
types of health care professionals—physicians, physician 
assistants, nurse practitioners, nurses, pharmacists, dieticians, 
psychologists, speech pathologists, facility administrators, and 
others—may be involved in identifying and managing UWL, 
sometimes in coordination with the patient’s family members 
and loved ones. These processes can vary by facility, practice 
type, location, size, and care philosophy. Care teams in hospice 
or other end-of-life environments, for example, may be asked 
to focus on improving a patient’s quality-of-life rather than 
pursuing interventions for UWL.

By conducting research on UWL in LTC settings in 2020, 
the Alliance gained insights and quantitative data that can 
be used to support the organization’s various programs to 
improve the experience of America’s aging population, and 

which may help interdisciplinary care teams, LTC facility 
administrators, and family members and friends monitor and 
address a patient’s UWL from a more comprehensive and 
compassionate perspective.

METHODS

This research project used qualitative and quantitative 
methodologies in a phased approach (Appendix A), consisting of 
interviews (Appendix B) and two surveys (Appendices C and D), 
allowing researchers to apply findings from one phase to inform 
the strategy for the next. Appendix A details the inclusion and 
exclusion criteria for interview and survey respondents.

Phone interviews were conducted by experienced health 
research interviewers with six directors of nursing (DONs) at 
LTC facilities in the United States. Participants were recruited 
through a mix of professional networking and cold calls. 
(Note: Researchers targeted all cold calls to LTC facilities in 
states and regions with fewer cases of COVID-19 at that time,3 
with the hopes of avoiding any diversion of critical staff time 
or skills from the pandemic’s crisis management efforts.) 
Participants were asked questions related to their facility’s 
approach to monitoring, diagnosing, and treating UWL. 
Interviewers probed more deeply into areas that seemed 
to spark a particular interest or unique perspective from a 
participant, which allowed for the uncovering of potential blind 
spots in the research design for future phases. 

Findings from the interviews were then used to develop an 
online survey for 325 clinicians in various roles at LTC facilities. 
Respondents were recruited by Medscape from WebMD using 
a professional panel and provided incentives to respondents. 
Clinician respondents included individuals with at least 76% 
of their patients in LTCs, including 50 DONs, 50 pharmacists, 
102 nurses, 75 dieticians, and 50 mental health specialists 
or recreational/occupational/physical therapists. Physician 
assistants, nurse practitioners, and attending physicians 
were not surveyed since they are on site less frequently and 
may not have direct knowledge of weight measurements, 
nutritional interventions, and other day-to-day activities. Like 
the interviews, the survey covered monitoring, diagnosis, and 
treatment, through both quantitative and qualitative—ie, short 
answer—questions. Unlike the interviews, the survey asked 
respondents to describe current treatments for UWL at their 
facilities and what they considered would be ideal treatments. 
These descriptions were provided in a free-response text field. 
The final phase of the research was an online survey for 70 
caregivers recruited by Medscape from WebMD using a potential 
respondent panel and providing an incentive. Caregivers 
were defined as family and friends of patients in LTC who had 
experienced UWL, were active in that loved one’s care, and who 
visited that loved one at least four times per year. The survey 
language was nearly identical to that of the clinician survey, but 
adjustments were made to acknowledge the caregiver’s personal 
(versus professional) relationship to the patient, as well as a more 
limited familiarity with clinical terminology. The caregiver survey 
also included four new questions about patient preferences 
when taking oral medication and about how their loved one’s 
UWL affected them as caregivers. (Note: The interview guide, 
survey questionnaires, and profile of participants are available in 
the appendices.)

“Unintentional, persistent weight loss affects everything. 
Monitoring for weight loss is high up on the scale of 
priorities. It’s huge. For healing, nutrition is everything” —
Director of Nursing Interviewee



3

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT

Figure 1. Conditions That Long-term Care Clinicians Associate With Unintentional Weight Loss

Abbreviations: HIV/AIDS = human immunodeficiency virus/acquired immunodeficiency syndrome; COPD = chronic obstructive 
pulmonary disease; CHF = congestive heart failure. 

Clinicians Survey Q10 - Among which residents would you most expect to see issues with unintentional weight loss?

RESULTS AND DISCUSSION

Researchers distilled the data from all three project 
phases into the following five findings, which may help 
interdisciplinary care teams, LTC facility administrators, and 
family members and friends monitor and address a patient’s 
UWL from a more comprehensive perspective:

1. LTC facilities tend to have rigorous systems in place to 
monitor residents’ weight change, in large part because they 
associate weight loss with other critical health issues. 

Among clinician respondents, 39% said their facilities conduct 
weight assessments at least once weekly (more than double 
the percentage of other weekly assessments), 54% said their 
facilities assess weights monthly, and 6% assess once a quarter 
or less frequently. When asked to describe these processes, 
DON interviewees shared anecdotes about their teams’ 
vigilance regarding extreme weight loss, such as weighing 
residents in wheelchairs or beds, regularly calculating weight-
loss rates against the recommended thresholds from the 
Centers for Medicare & Medicaid Services (CMS), setting up 
automated alerts in electronic health record systems, and being 
subject to external audits. DON interviewees also explained 
that the frequency of weight checks varies by condition and a 
resident’s time since admission and that hospice patients may 
be exempt from weight checks altogether.4 Most clinicians 
said their facilities rely on basic weight-loss calculations for 
diagnosing the condition (65% measure weight or muscle loss) 
(respondents were not asked to define either), and 61% use 
the CMS criteria for weight loss over time). Far fewer use the 
more complex calculations of the Fried Frailty Index5 (7%), Evans 
criteria6 (6%), or CASCO score7 (4%) to detect UWL and related 
conditions. In addition, 38% of clinician respondents reported 
using blood tests (eg, tests for c-reactive protein, anemia) for 
evaluating UWL.

This diligence in monitoring likely relates to clinicians’ close 
association of worsening of disease with weight loss and vice 
versa—95% of respondents said UWL “worsened” underlying 

patient comorbidities either somewhat (46%) or to a great 
extent (49%), and many DON interviewees referenced extreme 
weight loss as an indicator of a patient’s final decline, often 
triggering a family’s decision to transition to hospice care. The 
top two conditions for which clinicians associated UWL were 
dementia (77%) and cancer (73%), followed to a lesser extent 
by infection (48%) (see Figure 1). Data from the caregiver 
survey confirmed these trends, with 44% of respondents 
saying their loved ones received a dementia diagnosis before 
the extreme weight loss began, and a large majority (91%) 
saying the weight loss worsened underlying conditions. 
Seventy percent of clinician respondents said that residents 
themselves notice their weight loss in fewer than one in five 
cases, which is perhaps related to the prevalence of dementia 
in many of these patients.

2. UWL is often considered a symptom of another disease 
rather than a stand-alone condition that gets an official 
diagnosis or treatment plan. The term “cachexia” is rarely 
used. 

Once a patient’s excessive weight loss is suspected or 
confirmed, their care team begins to investigate for an 
underlying issue. DON interviewees described root causes 
to be as varied as denture misalignment, depression, use 
of appetite-suppressing medication, a knee injury (leading 
to muscle loss), or Alzheimer’s disease. Demonstrating their 
facility’s commitment to creative problem-solving, DON 
interviewees shared colorful stories of tackling a resident’s 
weight loss from various angles, including bringing a resident 
food from their favorite restaurant in the hopes of sparking 
appetite. The interviews also suggested that the diagnosis 

“There are so many stories where staff really get invested 
in trying to accommodate whatever the resident wants 
— they cook for them, they bring things in. Who are those 
people? Everybody. I’ve seen housekeepers do it. They 
do what they can to help people eat, not just to prevent 
illness but also to make them happy.” —Director of Nursing 
Interviewee
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Figure 2. Patient Diagnoses Before and After Investigations Into Unintentional Weight Loss

Abbreviations: UWL = unintentional weight loss; COPD = chronic obstructive pulmonary disease; HIV/AIDS = human immunodeficiency 
virus/acquired immunodeficiency syndrome

Had your loved one been diagnosed with any of the following conditions ...
Caregivers Survey Q12 - ... before you became aware of their UWL?
Caregivers Survey Q13 - ...after you became aware of the UWL, as a direct result of the care team investigating it

Figure 3. Varying Responsibility Levels for Unintentional Weight Loss at Long-term Care Facilities

Abbreviation: LTC = long-term care.

Caregivers Survey Q14 - Who in the LTC facility do/did you consider to have significant responsibility for addressing 
your loved one's weight loss issues?
Clinicians Survey Q13 - Who in your facility has a significant responsibility for addressing weight?

The options for “facility director/administrator” and “physician” were available only in the caregivers survey.

stage was the first point of entry for a licensed practitioner 
to get involved, with less credentialed day-to-day staff 
conducting the initial monitoring. 

Among caregiver respondents, 16% said their loved ones were 
diagnosed with dementia as a direct result of the investigation 
for underlying issues; 29% said the same for depression, and 
21% said chronic pain (see Figure 2). According to 69% of 
clinician respondents, they can determine the underlying 
cause of UWL 41 to 100% of the time. The other 31% report that 
they can only determine the underlying cause 0 to 40% of 
the time. Across the research, the term “unintentional weight 
loss” was more popular than alternatives, including “cachexia.” 
(Note: Early in the qualitative research it became evident that 
respondents were most often using the term “unintentional 

weight loss,” which led to the decision to use that terminology 
in the surveys.) When reporting on how the care team referred 
to their loved one’s official diagnosis, “unintentional weight 
loss” was the most common, at 50%, and “anorexia of aging” 
was the second-most common, at 21%. “Cachexia” was the least 
common, at 6%.

3. Treatment plan development—and follow-through—
involve highly interdisciplinary teams with varying levels 
of responsibility. Nutritional supplements are the most 
common intervention. 

Care teams work cross-functionally to determine the best 
course of treatment for UWL, depending on its root cause. 
Yet, survey respondents differed as to whom they say bears 
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Figure 4. Pharmacists Self-Report More Responsibility
Clinicians Survey Q13 - Who in your facility has a significant responsibility for addressing weight loss issues?

Figure 5. How Facilities Treat Unintentional Weight Loss
Clinicians Survey Q15 - How do you/your facility typically treat unintentional weight loss?

significant responsibility for addressing UWL, with 87% 
of clinician respondents saying this responsibility falls to 
dieticians, but only 34% of caregiver respondents said the 
same. Both sets of survey respondents agree, however, that 
the facility’s nursing team is highly accountable in such cases 
(average 46%) and pharmacists are not (average 8%). (Note: 
Caregiver respondents rated “physician” as the role with 
greatest responsibility (64%) for addressing unintentional 
weight loss. However, this option was not available to 
clinicians in their version of the survey; therefore, it was 
excluded from comparisons) (see Figure 3). Pharmacist 
respondents more often considered themselves responsible 
for addressing UWL (16%) than did overall clinician 
respondents (5%). This gap was even larger when gauging 
consultant pharmacists’ responsibility for UWL: 50% among 
consultant pharmacist respondents versus 12% among 
respondents overall (see Figure 4).

Similarly, DON interviewees described an “all-hands-on-
deck” approach to ensuring the treatment plan—the most 
current version—is followed by the patient and all members 
of the care team, including visitors. When asked how their 
facilities treat UWL, 95% of clinician respondents said their 
facilities use nutritional supplements, 78% said they treat the 
underlying condition, 68% use appetite stimulants, 52% use 
environmental interventions (eg, fixed their dentures, changed 
their mealtime), and 46% use medications (other than appetite 

stimulants) (see Figures 5 and 6). Data from the caregiver 
survey provided a further breakdown on the use of medication 
as a treatment: 40% said care teams at the facility changed 
their loved one’s medication, while 23% said they prescribed a 
new medication. The use of nutritional supplements (66%) was 
also among the most popular responses by caregivers, as well 
as appetite stimulants (37%). 

4. UWL is often associated with the final stages of life, when 
improving quality-of-life is sometimes considered more 
important than treatment. 

Nearly half of clinician respondents (47%) said that at least 
80% of their UWL patients are in hospice care. It is perhaps 
unsurprising, then, that clinicians and caregivers consider 
successful treatment to manifest most often in quality-of-life 
measures, such as increased levels of energy and physical 
activity, as well as improved happiness and mood—each rated 
near the 50% mark. Lower percentages (near 40%) of both 
clinicians and caregivers said success is indicated by a return-
to-normal weight, and fewer respondents (near 17%) said 
success is indicated by an extended lifespan (see Figure 7).

"An ideal intervention would be] palatable, pack a big 
punch in a small amount, and have no to minimal side 
effects.”  — Clinicians Survey Respondent
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Figure 6. Medications Used for Treating Unintentional Weight Loss

Abbreviation: HGH = human growth hormone.

Clinicians Survey Q16 - Which medications does your facility typically use to treat unintentional weight loss?

For patients with active treatment plans, clinician and 
caregiver respondents pointed to alternative diet options and 
nutritional interventions as the two strongest contributors to 
positive patient outcomes (see Figure 8). While clinicians said 
the next-best contributor was pharmaceutical interventions, 
caregivers cited family involvement. Changing medications 
was in the bottom third of responses for caregivers. 

5. Ideas for improving the diagnosis or treatment process of 
UWL focus on adopting more comprehensive approaches. 
Caregivers also wish care teams called out the issue sooner. 

When asked about ideas for a tool to more accurately 
diagnose or measure UWL, many clinician respondents 
(roughly 1 in 10 comments) sought a mechanism to easily 
synthesize a range of subjective and objective data points 
and deliver a definitive answer to whether a patient’s weight 
loss required intervention. (Note: Recall that few clinician 

respondents said their facilities used calculations such as the 
Fried Frailty Index, Evans score, or CASCO score.) A question 
to caregiver respondents about ways to improve the LTC 
experience for their loved one resulted in some suggestions 
(roughly 1 in 20 comments) for greater consideration for their 
loved one’s overall well-being and mental health, as well as a 
more collaborative approach—with social workers, caregivers, 
and others—to develop and execute the treatment plan. 

The most common suggestion among caregiver respondents 
(roughly 1 in 10 comments) was receiving earlier notification 
by the care team about the problem of their loved one’s UWL, 
as well as earlier intervention. This difference in perspective 
among the two groups relates to their similar yet diverging 
observations on who typically first brings attention to the 
patient’s UWL: many clinician respondents said that visitors 
are rarely the first to point out a patient’s UWL (42% said 
visitors noted it in only 1 in 5 cases), while many caregiver 

Figure 7. Definitions of Successful Treatment

The option for “improved quality of life” was used in the clinicians survey. That option was divided into three categories in the caregivers survey: “increased level of 
social contact,” “improved ability to perform hygiene and other self-care tasks,” and “improved happiness and mood.”

Clinicians Survey Q21 / Caregivers Survey Q22 - What does/did successful treatment look like?
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Figure 8. Factors Contributing to Positive Patient Outcomes

The option for “increased staff capacity” was offered only in the clinicians survey. Similarly, the options for “assigning staff/volunteers at 
mealtimes,” “increased involvement by facility staff,” and “nothing worked for my family member” were available only in the caregivers survey.

Clinicians Survey Q18 / Caregivers Survey Q20 - What are the factors that typically contribute to the best outcomes in 
your residents/loved ones with unintentional weight loss?

respondents (47%) said that visitors like them raised the issue 
first—but that in most cases (64% of the time) the care team 
was already aware of it (see Figure 9). A potential conclusion 
of this apparent disconnect may be that as care teams 
become aware of a patient’s UWL, they begin addressing it 
without notifying the caregivers. This is perhaps because, as 
noted, UWL is not often considered a stand-alone condition, 
or potentially because clinical training prepares clinicians to 
expect this symptom as a comorbidity for a majority of LTC 
patients (whereas, this may be a caregiver’s first experience 
with aging). 

Finally, in the discussion about treatment for UWL, 10% of 
caregiver respondents reported “nothing worked for my family 
member,” suggesting a perception that current treatment 
offerings may be ineffective in treating this difficult and 
complex condition.

Figure 9. Reporting on Frequency of Caregivers Raising Initial Concerns
Clinicians Survey Q8 - As a rough estimate, how often do you 
see loved ones/visitors express initial concern about nutrition 
or weight loss issues?

Caregivers Survey Q8 - Who first brought
attention to your loved one's unintentional
weight loss?

Abbreviation: LTC = Long-term care. .

CONCLUSION 

The process for monitoring, diagnosing, and treating UWL at 
LTC facilities is complicated, in part because it is inextricably 
linked to other complex comorbidities facing older Americans 
today, including dementia, depression, and cancer. LTC 
facilities usually have rigorous systems in place to monitor 
weight change, in large part because of the associations 
between UWL and these and other serious health issues. 
UWL is often considered a symptom of another disease and 
is rarely looked for as a stand-alone condition. Many cases 
of UWL revealed an underlying disease or condition such as 
Alzheimer’s disease, depression, or chronic pain—looking 
more proactively for these causes could help prevent the 
downward spiral of UWL. However, in a significant number of 
patients, clinicians are not able to determine the root cause of 
the UWL. Input from research participants suggests that the 
attentiveness, creativity, and collaboration of care teams—
ideally comprising both professional staff members and loved 
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ones—are the most valuable assets to successfully identifying 
and addressing UWL. While clinicians desire a diagnostic 
tool that synthesizes multiple data points, few self-report 
using an advanced calculation tool (eg, the Fried Frailty Index, 
Evans criteria, or CASCO score). Care teams work cross-
functionally to determine the best course of management 
for UWL, depending on its root cause; yet respondents 
differ as to who they say bears significant responsibility 
for addressing the UWL. Most clinicians said the dieticians 
were the most responsible and most caregivers identified 
physicians as the most responsible. Respondents do agree 
that the facility’s nursing team is highly accountable. A variety 
of treatment approaches are used, and there is an all-hands 
on-deck approach described by the DONs. Given UWL’s close 
association with the end-of-life or hospice stage, treatment 
often focuses on enriching the patient’s daily experiences 
instead of reversing the condition through weight gain. 
However, care teams seeking to pursue intervention typically 
turn to nutritional supplements or appetite stimulants and, to 
a lesser extent, medications other than appetite stimulants. 
Clinicians might improve the caregiver experience by 
discussing the connection between weight loss and adverse 
outcomes in the aging process, during the early stages of their 
loved one’s weight loss monitoring and diagnosis. Caregivers 
also suggested early notification by the care team about the 
UWL. There may also be a perception of inefficient treatment 
offerings for UWL among caregivers, since many reported that 
“nothing worked for my family member.”
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APPENDICES

APPENDIX A: RESEARCH METHODOLOGY DETAILS AND PARTICIPANTS SUMMARY

Directors of Nursing Interviews (Qualitative)
• Six interviewees recruited by Reingold and the Alliance for Aging Research, using a combination of professional contacts and 

cold calls.
• Phone conversations May 11 – July 14, 2020, approximately 30 minutes each.
• Primary work locations (some organizations were regional or nationwide):

• Asheville, North Carolina
• Cape Cod, Massachusetts
• Catonsville, Maryland
• Chatham, Massachusetts
• Medford, Massachusetts
• Newport News, Virginia

Clinician Survey (Quantitative and Qualitative)
• 327 respondents recruited by Medscape from WebMD ($25 to $40 provided as incentive) using Dynata’s panel of healthcare 

professionals. Respondent professions and job titles were chosen to include those who are most likely to be involved in the 
monitoring and care of UWL.

• Professions: 
• 102 nurses 
• 50 directors of nursing
• 50 pharmacists
• 75 nutritionists 
• 50 mental health specialists, and recreational/occupational/physical therapists 

• Only the following job titles were accepted, with a requirement that at least 76% of their patients be LTC residents:
• Director of nursing
• Registered nurse
• Licensed vocational nurse/licensed practical nurse 
• Certified nursing assistant 
• Pharmacist
• Consultant pharmacist
• Psychologist
• Registered dietician 
• Physical therapist 
• Speech pathologist
• Occupational therapist 
• Certified occupational therapist assistant 
• Social worker

• Survey fielded August 27 – September 11, 2020. 
• 21 questions total, including multiple choice and short answer (estimated time to complete: 15 minutes). Written request 

included that answers should be based on pre-COVID-19 observations to the extent possible.

Caregiver Survey (Quantitative and Qualitative)
• 70 respondents recruited by Medscape from WebMD ($2 to $5 provided as incentive) using Dynata’s panel of potential 

respondents.
• Only those who met the following criteria were accepted: 

• Was active in loved one’s care while the patient was at a LTC facility. 
• Was able to identify the type of LTC facility.
• Visited their loved one at least four times per year. 
• Observed their loved one’s experience with unintentional weight loss. 
• Said their loved one was not exclusively in hospice care.

• Survey fielded November 19–23, 2020.
• 25 questions total, including multiple choice and short answer (estimated time to complete: 17 minutes). Written request 

included that answers should be based on pre-COVID-19 observations to the extent possible.  
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Introduction: My name is L--. I’m working with the Alliance for Aging Research, the leading nonprofit organization dedicated to 
accelerating the pace of scientific discoveries and their application to vastly improve the human experience of aging and health. 
This interview is meant to help the Alliance better understand unintentional weight loss among long-term-care residents and 
how these residents are monitored, diagnosed, and treated. 

Thank you so much for taking the time to speak with us. We’ll keep this interview to 30 minutes. Your input is extremely import-
ant to us and will help shed light on some of the challenges and opportunities to help older Americans receive the best care 
possible as they age. 

Lastly, please note that this interview will be recorded for internal purposes only. The recording will not be shared beyond the 
research team, and nothing you say will be attributed to your name or facility. Let’s get started. 

Introduction
1. Could you please tell us a little bit more about your organization and residents?  

Prompt: facility size, types of residents under your care  
 
Detection & Context

2. Thinking about long-term care residents specifically, how many of them experience unintentional weight loss over the 
course of a year? How many are hospice or end-of-life care patients? 

3. When talking about unintentional weight loss, what terminology does your team typically use? 
Prompts: unintentional weight loss, cachexia, anorexia of aging

4. Compared with other health priorities, how does unintentional weight loss fit in?  
Prompts: other potential priorities such as infection, pain control, pressure ulcers, depression, behavioral problems, nutrition, 
mental health

5. How have you seen unintentional weight loss affect residents in terms of: quality of life, mobility, advancement of other 
underlying co-morbidities, and life expectancy?

6. How is unintentional weight loss typically identified? 
Prompt: by the resident or family member, through regular monitoring of weight 

7. What system(s) does your organization have in place, if any, for detecting potential weight loss issues in residents? 
Prompt: types of patients monitored (cancer, cardiovascular, COPD, dementia, etc.), which staff has which responsibilities 
 
Diagnosis & Treatment

8. How does your team typically assess and diagnose unintentional weight loss?  
Prompt: barriers to formal diagnosis, determining underlying causes

9. How does your team typically treat/address unintentional weight loss?  
Prompt: treating underlying causes, which staff has which responsibilities, limitations of treatment 

10. What factors tend to contribute to the best outcomes in your residents? 
Prompt: shortcomings of current treatments 
  
Closing

11. Is there anything we have not had the chance to discuss today that you think would be relevant for our purposes?

Thank you again for your time!

APPENDIX B: DIRECTORS OF NURSING INTERVIEW GUIDE
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Screener questions:

1. What is your primary current job title? (Check all that apply.)
• Director of Nursing
• Registered Nurse (RN)
• Licensed Vocational Nurse (LVN)/Licensed Practical 

Nurse (LPN)
• Certified Nursing Assistant (CNA)
• Pharmacist
• Consultant pharmacist
• Psychologist
• Registered Dietician (RD)
• Physical Therapist (PT)
• Speech pathologist
• Occupational therapist (OTR)
• Certified occupational therapist assistant (COTA)
• Social worker
• Other [END if this is the only answer selected]

2. What percentage of patients that you care for are long-
term care (LTC) residents?

• 0-25% [END]
• 26-50% [END]
• 51-75% [END]
• 76-100%

Throughout this survey we will be asking you questions about 
unintentional weight loss, as a broad term that encompasses 
unintentional weight loss, cachexia, failure to thrive, and 
anorexia of aging. 

Important note: Please respond based on your facility’s pre-
COVID experiences and processes.

3. How big of a priority are the following in your facility? 
[MATRIX: Not at all important, Not very important, Somewhat 
important, Very Important] [RANDOMIZE]

• Infection
• Pain control
• Pressure ulcers
• Depression
• Behavioral problems (e.g., dementia)
• Quality of life
• Unintentional weight loss
• Loss of appetite
• Other: __________

4. As a rough estimate, what percentage of your LTC residents 
experience unintentional weight loss over the course of a 
quarter? 

• 0%
• 1-20%
• 21-40% 
• 41-60% 
• 61-80%
• 81-100%

5. As a rough estimate, what percentage of your LTC residents 
who are experiencing unintentional weight loss are not 
hospice patients? 

• 0% (i.e., all are hospice patients)
• 1-20%
• 21-40% 
• 41-60% 
• 61-80%
• 81-100%

6. In the residents you serve, how does unintentional weight 
loss impact each of the below? 
[MATRIX: Not at all, Very Little, Somewhat, To a Great Extent] 
[RANDOMIZE]

• Reducing quality of life
• Reducing mobility
• Worsening of other underlying co-morbidities
• Decreasing life expectancy

7. Acknowledging the variations by patient and condition, 
on average how often do you/your facility do each of the 
following assessments? 
[MATRIX: Once a week (or more often), Once a month, Once 
a quarter, Once a year (or less often), or Only when there’s a 
change in a patient’s acute condition] [RANDOMIZE]

• Nutritional assessments (including labs)
• Dietary assessments (food intake plan reviews)
• Medication reviews
• Depression assessments
• Physical exams
• Weight measurement
• Dental/oral exams
• Cognitive evaluations
• Environmental evaluations
• Physical activity/functional evaluations

8. As a rough estimate, how often do you see loved ones/
visitors express initial concern about nutrition or weight loss 
issues? 

• 0% of the time
• 1-20% of the time
• 21-40% of the time
• 41-60% of the time
• 61-80% of the time
• 81-100% of the time

9. As a rough estimate, what percentage of your residents 
notice their weight loss?

• 0% 
• 1-20%
• 21-40% 
• 41-60% 
• 61-80%
• 81-100%

APPENDIX C: CLINICIAN SURVEY QUESTIONNAIRE

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT
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10. Among which residents would you most expect to see 
issues with unintentional weight loss? (Check all that apply.) 
[RANDOMIZE]

• Residents with cancer
• Residents with congestive heart failure
• Residents with chronic renal failure
• Residents with COPD
• Residents with rheumatoid arthritis
• Residents with HIV/AIDS
• Residents with dementia
• Residents with infection
• Other: __________
• All patients — even without a diagnosis associated with 

weight loss

11. How do you/your facility diagnose unintentional weight 
loss? (Check all that apply.)
[RANDOMIZE]

• Using the Evans criteria
• Using the CASCO Score
• Measuring weight loss/muscle loss
• Performing blood tests for CRP, serum albumin, anemia, 

etc.
• Using the CMS criteria for weight loss over time
• Using the Fried Frailty Index
• Other: __________

12. Imagine a tool or process that would help you more 
accurately gauge unintentional weight loss in your patients. 
How would you describe it? [Open-ended]

13. Who in your facility has a significant responsibility for 
addressing weight loss issues? (Check all that apply.) 
[RANDOMIZE]

• Director of Nursing
• Registered Nurse (RN)
• Licensed Vocational Nurse (LVN)/Licensed Practical 

Nurse (LPN)
• Certified Nursing Assistant (CNA)
• Pharmacist
• Consultant pharmacist
• Psychologist
• Registered Dietician (RD)
• Physical Therapist (PT)
• Speech pathologist
• Occupational therapist (OTR)
• Certified occupational therapist assistant (COTA)
• Social worker
• Other: __________

14. As a rough estimate, how often are you able to determine 
the underlying cause of unintentional weight loss? 

• 0% of the time
• 1-20% of the time
• 21-40% of the time 
• 41-60% of the time
• 61-80% of the time
• 81-100% of the time

15. How do you/your facility typically treat unintentional 
weight loss? (Check all that apply.) [RANDOMIZE]

• Environmental intervention
• Treatment of the underlying condition
• Nutritional supplements 
• Appetite stimulants
• Medications
• Other: __________

16. Which medications does your facility typically use to treat 
unintentional weight loss (Check all that apply.) [RANDOMIZE]

• Corticosteroids/anabolic steroids
• Cannabinoids (e.g., dronabinol (Marinol))
• Medical marijuana
• Megestrol acetate (Megace)
• Mirtazapine (e.g., Remeron)
• Cyproheptadine (antihistaminic and antiserotonergic)
• Metoclopramide (prokinetic)
• Recombinant HGH
• Erythropoietin
• Other: ____________

17. As a rough estimate, what percentage of staff time is 
dedicated to managing (from screening to treatment) 
unintentional weight loss and its consequences?

• 0% of total staff time
• 1-20% of total staff time
• 21-40% of total staff time 
• 41-60% of total staff time
• 61-80% of total staff time
• 81-100% of total staff time 

18. What are the factors that typically contribute to the best 
outcomes in your residents with unintentional weight loss? 
(Check all that apply.) [RANDOMIZE]

• Offering alternative food/diet options
• Prioritization by facility leadership
• Family involvement
• Increased staff capacity
• Choosing the best nutritional intervention
• Choosing the best pharmaceutical intervention
• Other: __________

19. Imagine an ideal nutritional or pharmaceutical treatment for 
unintentional weight loss. How would you describe it? [Open-
ended]

20. What’s an example(s) of how your team’s staff members 
work together to address a resident’s unintentional weight 
loss? [Open-ended]

21. What does successful treatment look like? (Check up to 3.) 
[RANDOMIZE]

• Return to normal weight
• Normal weight exceeded
• Extended lifespan 
• Increased energy level
• Increased mobility
• Improved quality of life
• Other: ______________

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT
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APPENDIX D: CAREGIVER SURVEY QUESTIONNAIRE

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT

Screener questions:

1. Have you ever been actively involved in a loved one’s care 
while they were at a long-term care (LTC) facility, such as an 
assisted living facility, nursing home, or skilled nursing facility?

• Yes
• No [END]

2. Does/did your loved one experience any unintentional 
weight loss that is/was noticeable or concerning during their 
time at the facility?

• Yes
• No [END]
• Don’t Know [END]

3. What primary type of LTC facility is/was your loved one living 
in when experiencing the unintentional weight loss? (Select 
one.)

• Skilled nursing facility/Nursing home
• Assisted living facility
• Rehabilitation center
• Alzheimer’s/memory care facility
• Residential care home
• Don’t Know [END]
• Other: _______ [END]

4. What type of resident is/was your loved one at the LTC 
facility? (Select one.)

• Hospice resident ONLY [END]
• Hospice and long-term resident
• Long-term resident ONLY 
• Don’t Know [END]
• Other: _______ [END]

5. As a rough estimate, how often do/did you go to the LTC 
facility? (Select one.)

• Rarely or never [END]
• 1 time per year [END]
• 2-3 times per year [END]
• 4-6 times per year
• 7-12 times per year
• More than 12 times per year

Throughout this survey we will be asking you questions 
about “unintentional weight loss,” as a broad term that 
includes weight loss that is/was unintentional, as well as 
other terms like cachexia, failure to thrive, and anorexia of 
aging. 

Important note: To the best of your abilities, please 
respond based on your pre-COVID experiences.

6. If your loved one’s care team was able to formally diagnosis 
the unintentional weight loss, what do/did they call it? (Select 
one.) [RANDOMIZE]

• Unintentional weight loss
• Cachexia
• Failure to thrive
• Anorexia of aging
• Other: _______
• No formal diagnosis – just a symptom of another disease 

or condition

7. How does/did unintentional weight loss impact each of the 
following things for your loved one? 
[MATRIX: Not at all, Very Little, Somewhat, To a Great Extent, 
Don’t Know] [RANDOMIZE]

• Reducing their level of physical activity
• Reducing their level of social contact
• Reducing their ability to perform hygiene and other self-

care tasks
• Negatively impacting their happiness and mood 
• Worsening their other underlying conditions
• Decreasing their lifespan
• Other: _________

8. Who first brought attention to your loved one’s 
unintentional weight loss? (Select one.) [RANDOMIZE]

• A member of the LTC facility’s care team
• Please specify: _______

• You or other visitors
• Your loved one himself/herself
• Other: _______

9. Who in the LTC facility did you talk to first about this issue? 
(Select one.)
[SKIP IF DID NOT ANSWER “YOU OR OTHER VISITORS” IN 
Q8] [RANDOMIZE]

• Facility Director/Administrator
• Nursing team member
• Pharmacist
• Physician
• Psychologist/social worker
• Dietician
• Other: _______

10. Was your loved one’s care team already aware of the 
unintentional weight loss when you first brought attention to 
it?
[SKIP IF DID NOT ANSWER “YOU OR OTHER VISITORS” IN 
Q8]

• Yes
• No
• Don’t Know



14

11. How did you first notice that your loved one might be losing 
weight unintentionally? Fill in this blank: “I noticed because 
________.” (Select one.) [RANDOMIZE]

• they lost their appetite/interest in their favorite foods
• they had nutritional deficiencies 
• their diet changed 
• their medication changed
• their depression got worse
• they physically looked different
• their weight measurements decreased
• they were having dental/oral problems
• their dementia or cognitive impairment got worse
• their environment changed 
• their physical activity changed
• Other: _______
• I didn’t notice until the care team brought it to my 

attention.

12. Had your loved one been diagnosed with any of the 
following conditions before you became aware of their 
unintentional weight loss? (Select all that apply.)

• Alzheimer’s disease or other dementia
• Cancer
• Chronic pain
• Chronic renal failure
• Congestive heart failure
• COPD
• Depression
• HIV/AIDS
• Infection
• Rheumatoid arthritis
• Other: _______
• N/A – My loved one had no prior diagnosis

13. Was your loved one diagnosed with any of the following 
conditions after you became aware of the unintentional 
weight loss, as a direct result of the care team investigating its 
cause? (Select all that apply.)

• Alzheimer’s disease or other dementia
• Cancer
• Chronic pain
• Chronic renal failure
• Congestive heart failure
• COPD
• Depression
• HIV/AIDS
• Infection
• Rheumatoid arthritis
• Other: _______
• N/A – My loved one did not get diagnosed afterward

14. Who in the LTC facility do/did you consider to have 
significant responsibility for addressing your loved one’s 
weight loss issues? (Select all that apply.) [RANDOMIZE]

• Facility Director/Administrator
• Nursing team
• Pharmacist
• Physician
• Psychologist/social worker
• Dietician
• Other: __________

15. How does/did your loved one’s care team address 
their unintentional weight loss? (Select all that apply.) 
[RANDOMIZE]

• Added a new medication
• Changed something in their environment (e.g., fixed their 

dentures, changed their mealtime)
• Treated an underlying condition linked to the 

unintentional weight loss
• Gave them nutritional supplements 
• Gave them appetite stimulants
• Changed their current medication
• Don’t know
• Other: __________

16. Does/Did your loved one have difficulty swallowing food 
and/or medication?

• Yes
• No
• Unsure/Don’t Know

17. Does/Did your loved one prefer to take oral medication 
with food or by itself? 

• With food
• Without food
• No preference
• Unsure/Don’t Know
• Does not apply – no oral medication taken

18. Would your loved one be/have been willing to take multiple 
pills per dose when taking oral medication?

• Yes
• No
• Unsure/Don’t Know

19. Would your loved one prefer/have preferred to take non-
oral medication to help with unintentional weight loss?

• Yes
• No
• Unsure/ Don’t Know

20. What factors work/worked best for your loved one in 
treating their unintentional weight loss? (Select all that apply.) 
[RANDOMIZE]

• Offering them alternative food/diet options
• Increasing involvement by the facility’s leadership 
• Increasing involvement by visitors (including yourself)
• Increasing involvement by the facility’s staff 
• Assigning staff or volunteers to help with eating/

mealtimes
• Giving them nutritional supplements or appetite 

stimulants
• Changing their medications
• Nothing worked for my family member
• Other: __________

21. What’s an example(s) of how you and the care team work/
worked together to address your loved one’s unintentional 
weight loss? [Open-ended]

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT
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22. What does/did successful treatment look like for your 
loved one, in terms of addressing their unintentional weight 
loss? (Select up to 3.) [RANDOMIZE]

• Return to normal weight
• Normal weight exceeded
• Longer lifespan 
• Increased energy level
• Increased level of physical activity
• Increased level of social contact
• Improved ability to perform hygiene and other self-care 

tasks
• Improved happiness and mood
• Other: __________

23. How could the facility have better addressed or managed 
your loved one’s unintentional weight loss? [Open-ended]

24. How does/did your loved one’s unintentional weight loss 
affect you as a caregiver? [Open-ended]

25. What is/was your relationship to the LTC resident?
• Wife/partner
• Husband/partner
• Daughter
• Son
• Granddaughter
• Grandson
• Sister
• Brother
• Friend
• Other: __________

PRIORITIZING UNINTENTIONAL WEIGHT LOSS AMONG US LONG TERM CARE RESIDENTS: 
CLINICIAN AND CAREGIVER PERSPECTIVES ON DETECTION AND TREATMENT


