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Section 1 - Overview
Introduction

In May 2005, the Centers for Medicare and Medicaid Services published proposed Conditions of Participation for hospices that included a new requirement that hospices develop, implement, and maintain an effective, data driven quality assessment and performance improvement (QAPI) program
. With the emphasis on quality of care in the proposed Conditions of Participation, the National Association for Home Care & Hospice (NAHC) and its Hospice Advisory Board identified a priority to develop resources to assist its hospice members to measure quality of care. The purpose of this set of quality measures is to:

· facilitate quality assessment and improvement of hospice care;
· fulfill some of the QAPI CoP requirements for quality measures; and
· provide standardization to allow for comparisons (within a hospice or with other hospices).
The following measures, assessment items, and data collection processes were tested by nine hospice programs in a pilot study sponsored by NAHC from November 2006 to July 2007. Modifications were made as a result of the experiences of that pilot study. This manual provides information to implement the quality performance measures, including detailed measure specifications, standardized symptom assessment items and instructions, and data collection methods and tools. In addition, suggestions for incorporating the standard assessment items into clinical practice are addressed briefly at the end of this section.
Quality Measures

This set of quality performance measures is focused on the management of three symptoms prevalent in terminally ill patients – pain, shortness of breath, and constipation. This measure set has several advantages, including the following.
· The measures address a high priority/high volume aspect of hospice care – pain and symptom management.

· The measures are based on data from the entire hospice episode.
· The set includes outcome measures to assess results of care.
· The set includes process measures to assess consistency of performance of key clinical practices.

· The measures are patient-centered using the patient’s perspective to evaluate symptoms (vs. proxy assessments) whenever possible.
· The measures aggregate individual patient data to measure overall hospice performance.

· Standard measures and assessment items allow for potential comparisons within and across hospice organizations.

· The set is flexible.  Hospices may choose to use one to all of the quality measures.
Following is a list of the quality performance measures. The detailed measure specifications are provided in Section 2.
Quality Performance Measures

	· Percentage of patients with average time between regular symptom assessments (ESAS) =<8 days (process)
· Percentage of new ratings of pain =>4 with treatment (or satisfied) within 4 hours (process)

· Percentage of  new ratings of pain =>4 with follow-up assessment within 24 hours (process)

· Percentage of new ratings of pain =>4 with control (or satisfied) within 48 hours (outcome)

· Percentage of patients with last pain rating before death <4 (or satisfied) (outcome)
· Percentage of new ratings of shortness of breath =>4 with  treatment (or satisfied) within 4 hours (process)

· Percentage of  shortness of breath ratings =>4 with follow-up assessment within 24 hours (process)

· Percentage of new ratings of shortness of breath =>4 with control (or satisfied) within 48 hours (outcome)
· Percentage of patients with last shortness of breath rating before death <4 (or satisfied) (outcome)

· Percentage of patients with bowel function assessment completed at least weekly (process)

· Percentage of patients on opioids with bowel management regimen (process)

· Percentage of reports of =>4 days since last BM with treatment within 4 hours (process)

· Percentage of reports of =>4 days since last BM with bowel movement within 72 hours (outcome)


* Pain and shortness of breath ratings are based on a scale of 0-10.

Standardized Symptom Assessment
Standardized quality measures that can be interpreted across organizations require standardized data; however, each hospice currently has its own clinical data system. The measures for pain and shortness of breath are based on a standardized method of assessment using a patient rating scale of 0-10 for the worst it has been in the last 24 hours. The Edmonton Symptom Assessment System (ESAS) includes patient ratings for nine symptoms that are assessed on a regular basis and tracked over time. Although we recommend using the full ESAS for a variety of reasons discussed below, the measures in this set could be implemented using the 0-10 rating scale for only pain and shortness of breath. 

The forms and instructions for using the ESAS are provided in Section 3. The nine symptoms include:
· Pain

· Fatigue

· Nausea

· Depression

· Anxiety

· Drowsiness

· Shortness of breath

· Appetite

· Feeling of wellbeing

The ESAS was chosen for the following reasons:
· Assessment and management of physical and psychological distress is a hallmark of hospice care.
· The “gold standard” for subjective symptom assessment is the patient’s own assessment.
· The ESAS is simple and short (9 items take 5 minutes or less to complete) and thus practical for clinical practice.
· There is an inverse relationship between symptom burden and health-related quality of life, which also is an important goal of hospice care.
· The ESAS has been used extensively in palliative care (inpatient and outpatient).
· The ESAS has been used in a variety of settings and patient populations (cancer, ESRD, long-term care, community dwelling patients with advance chronic illness).

· A number of studies have demonstrated reliability and validity of the ESAS.
Although this current set of measures does not use data for all nine symptoms, the full ESAS could be useful for managing other symptoms (for example, psychological/emotional symptoms of anxiety and depression).  Future quality measures could focus on the management of other symptoms. Some of the nine symptoms may not be appropriate for quality measures (e.g., appetite), however the total symptom distress score may be useful for risk adjustment or stratifying the results by the amount of total distress. Further, some of the hospice participants also found the ESAS a useful tool for engaging patients and families, communicating with the hospice team, and care planning by the interdisciplinary team.

Constipation, although very important in the care of hospice patients, is not included in the ESAS because the developers found that the 0-10 rating scale was not the best way to assess constipation. The hospice participants in the pilot study decided they could measure management of constipation using information on bowel function assessments contained in their patient records.   
Data Collection

The last component of this quality performance measure set includes a method and tools for data collection. These are provided in Section 4. The data in individual patient records must be collected in order to compute the quality performance measures. For most hospices, these data are not currently embedded in computerized record systems, so record review will be required. To minimize the burden of data collection, we recommend reviewing records on a sample of discharged patients. Also for patients with longer episodes, limit the review to the first 30 days, last 30 days, and 30 days in the middle of the episode. The ESAS symptom tracking flow sheets (or graphs) can facilitate data collection by having information in one place for easy retrieval that targets which clinical notes need to be reviewed (i.e., when ratings =>4).
Data collection is guided by the measure specifications including definitions and instructions. Record review worksheets with coding instructions are provided. An Excel-based tool was developed for data collection in the pilot study and a modified version also is available to other hospices that wish to use it. Using the tool is not required – the measures could be computed manually. However, the tool is designed to aggregate the individual patient data that are entered to provide summary patient characteristics, compute the measures, and track trends over time. NAHC will continue to dialogue with electronic record vendors and data management organizations to incorporate the data items and measures into their systems.
The Excel tool is for individual hospice use and does not require reporting data to any external organization. The Excel tool and instructions can be obtained from the National Association for Home Care & Hospice.
Getting Started

Most changes should be tested on a small scale before being implemented organization-wide. We encourage you to use rapid tests of change as you implement the quality measures in your hospice program. Although the symptom assessment items and measure specifications are standardized, each hospice will find the best ways to implement them in its organization. This approach also is useful for quality improvement initiatives.
Rapid Cycle Small Tests of Change

A trial and learning method is used to test changes quickly to see how they work and to make adjustments for testing in the next cycle. The team continues the test cycles, refining the change, until it is ready for broader implementation. This approach is referred to as a PDSA [plan, do, study, act] cycle in the Model for Improvement developed by Associates in Process Improvement and promoted by the Institute for Healthcare Improvement (IHI)
. 





Change Ideas

Teams will test how best to implement standardized symptom assessments that can be used for measuring quality of hospice care. Following are some change ideas that teams can consider for their tests of change and eventual organization-wide implementation. 

Incorporate the use of patient symptom ratings into the patient assessment process.

· Identify where the symptom assessment items best fit into your assessment process.

· Prevent duplication by identifying assessment items that can be replaced with the new items.

· Test the proposed assessment process.

· Customize forms or record systems. 

Use the patient symptom ratings in clinical practice.

· Use the ratings to manage symptoms – not just for data collection.

· Establish/adapt thresholds for interpreting the patient responses to symptoms.

· Establish/adapt protocols for responding to patient symptoms.

· Consider rapid response teams/protocols for severe symptoms.

Set up systems to make data collection easier.

· Keep logs of discharged patients from which to select a sample of patients for record review.

· Use patient flow sheets/graphs to accumulate information in one place in the record for easy retrieval and to target clinical notes for review.

· Review records as discharges occur rather than reviewing all at the end of the month.

· Assign responsibilities for data collection and reporting.

· Enlist clinical staff to review one record to assist with data collection and facilitate learning and improvement.

Support staff to use the assessment protocol (make it the ‘easy’ thing to do).

· Develop/adapt forms and make sure they are available.

· Develop a staff training/communication plan.

· Use supervisory review to check understanding and reinforce changes.

· Develop systems (e.g., guidelines, physician communication scripts/protocols, electronic reminders, etc.) to support staff with symptom assessment and management.

Use aggregate measures to assess hospice program performance.

· Systematically collect patient level data to compute program level quality measures.
· Review quality measure data to assess program performance and identify opportunities for improvement and areas of excellent performance.
Use quality improvement methods to improve the quality of care where indicated.

· Investigate potential causes of less than optimal performance.

· Identify clinical interventions and system strategies to improve performance.
· Develop and implement a plan for improvement.
· Continue to measure, reassess performance to see if improved, maintain or modify the improvement plan.
Use resources for quality improvement.
There are many resources already available for hospice quality improvement. These are just a sample.
· Improving Care for the End-of-Life http://www.abcd-caring.org/ 

· Institute for Healthcare Improvement www.ihi.org 
· Brown University Toolkit www.chcr.brown.edu/pcoc/toolkit.htm 
· Promoting Excellence in End-of-Life Care www.promotingexcellence.org/i4a/pages/index.cfm?pageid=1 
· National Quality Forum’s National Framework and Preferred Practices for Palliative and Hospice Care Quality www.qualityforum.org/publications/reports/palliative.asp 
· Center to Advance Palliative Care (CAPC) www.capc.org/about-capc 
· Medicare’s Quality Improvement Community (MEdQIC) www.medqic.org 
· National Consensus Project for Quality Palliative Care http://www.nationalconsensusproject.org/ 
· NHPCO Quality Partners www.nhpco.org/i4a/pages/Index.cfm?pageID=4645  
· RAND Improving End-of-Life Care http://www.rand.org/health/surveys_tools/endoflife.html 
· Outcome-based quality improvement (OBQI) http://www.cms.hhs.gov/HomeHealthQualityInits/16_HHQIOASISOBQI.asp  
Section 2 – Measure Specifications

This section provides the detailed specifications needed to compute the measures in a standard manner. Section 3 provides information on the patient symptom assessment items. Section 4 includes instructions and tools for collecting the data required to compute these measures.
	#
	Measure
	Numerator
	Denominator
	Adjustment/ Stratification
	Data Collection

	Symptom Assessment Measure

	1
	Percentage of patients with average time between regular symptom assessments (ESAS) =<8 days

(process)
	Number of patients with average time between assessments <= 8 days. 
	Number of hospice patients discharged in reporting month period included in sample
	Not applicable
	Individual patient average time=
Total number of regular symptom assessments (ESAS) / Total number of days in the episode.
Follow-up ratings for a problem symptom (w/in 48 hrs) do not count as a regular (weekly) assessment.

Note: For patients on service >90 days, the review is limited to the first 30 days, last 30 days, and 30 days in the middle of the episode, so denominator is 90 days.

	Pain Measures  (based on rating scale 0-10)

	2
	Percentage of new ratings of pain =>4 with treatment (or satisfied) w/in 4 hours
(process)
	Total number of new pain ratings =>4 in sample, where within 4 hours of the assessment: 

· treatment was initiated/modified (including patient-initiated use of PRN meds)
OR

· there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
(could include when worst level occurred in past 24 hr but treated w/PRN meds & under control at time of assessment)
	Total number of new pain ratings =>4 for all hospice patients discharged in reporting month period  included in sample 
	Not applicable
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 
· at least 48 hrs after a new rating =>4 
Check the clinical notes on the date of the rating =>4.

Patient must receive treatment w/in 4 hours not just have treatment ordered.

	3
	Percentage of  new ratings of pain =>4 with follow-up assessment w/in 24 hours
(process)
	Total number of new pain ratings =>4 in sample, where within 24 hours of the assessment:

· there is a follow-up assessment 

OR

· there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change

	Total number of new pain ratings =>4 for all hospice patients discharged in reporting month period included in sample
	Not applicable
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 

· at least 48 hrs after a new rating =>4 

Check the clinical notes up to 24 hours after the new pain rating =>4

Documentation of satisfaction could be at the time of the rating was =>4

	4
	Percentage of new ratings of pain =>4 with control (or satisfied) w/in 48 hours
 (outcome)


	Total number of new pain ratings =>4 in sample where within 48 hours of the assessment:

· the pain rating is <4
OR

·  there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
	Total number of new pain ratings =>4 for all hospice patients discharged in reporting month period included in sample
	Consider stratifying by primary terminal diagnosis, LOS, initial pain rating, initial total distress score
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 

· at least 48 hr after a new rating =>4 

Check the pain ratings up to 48 hrs after the new pain rating =>4. 

If not <4, check clinical note.

Documentation of satisfaction could be at the time of the rating was =>4

	5
	Percentage of patients with last pain rating before death <4 (or satisfied)

(outcome) 
	Number of patients in the sample with last pain rating before death <4
OR

 there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
	Number of hospice patients discharged in reporting month period included in sample

Exclusions: 

· Pts discharge alive
	Consider stratifying by primary terminal diagnosis, LOS, initial pain rating, initial total distress score
	Use the last symptom assessment before death

	
	
	
	
	
	

	Shortness of Breath (SOB) Measures  (based on rating scale 0-10)

	6
	Percentage of new ratings of SOB =>4,  treatment (or satisfied) w/in 4 hours
 (process)
	Total number of new SOB ratings =>4 in sample, where within 4 hours of the assessment: 

· treatment was initiated/modified; 

OR

· there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
	Total number of new SOB ratings =>4 for all hospice patients discharged in reporting month period  included in sample 
	Not applicable
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 

· at least 48 hrs after a new rating =>4 

Check the clinical notes on the date of the rating =>4.

Patient must receive treatment w/in 4 hours not just have treatment ordered

	7
	Percentage of  new ratings of SOB =>4 with follow-up assessment w/in 24 hours
 
(process)
	Total number of new SOB ratings =>4 in sample, where within 24 hours of the assessment:

· there is a follow-up assessment 

OR

· there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change

	Total number of new SOB ratings =>4 for all hospice patients discharged in reporting month period included in sample
	Not applicable
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 

· at least 48 hrs after a new rating =>4 

Check the clinical notes up to 24 hours after the new SOB rating =>4

Documentation of satisfaction could be at the time of the rating was =>4

	8
	Percentage of new ratings of sob =>4, control (or satisfied) w/in 48 hours
 (outcome)
	Total number of new SOB ratings =>4 in sample where within 48 hours of the assessment:

· the SOB rating <4
OR

·  there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
	Total number of new SOB ratings =>4 for all hospice patients discharged in reporting month period included in sample
	Consider stratifying by primary terminal diagnosis, LOS, initial SOB rating, initial total distress score
	An assessment =>4 is counted as new if it’s 

· the first one;

OR 

· at least 48 hr after a new rating =>4 

Check the SOB ratings up to 48 hrs after the new SOB rating =>4. 

If not <4, check clinical note.

Documentation of satisfaction could be at the time of the rating was =>4

	9
	Percentage of patients with last SOB rating before death <4 (or satisfied)

(outcome)
	Number of patients in the sample with last SOB rating before death <4
OR

 there is documentation that the patient is satisfied w/level >3 or current treatment – does not want a change
	Number of hospice patients discharged in reporting month period included in sample

Exclusions: 

· Pts discharge alive
	Consider stratifying by primary terminal diagnosis, LOS, initial SOB rating, initial total distress score
	Use the last symptom assessment before death

	Constipation Measures

	10
	Percentage of patients with bowel function assessment completed at least weekly 

(process)
	Number of patients in sample with a bowel function assessment completed at least weekly.

At a minimum the assessment includes the number of days since the last bowel movement.
	Number of hospice patients discharged in reporting month period included in sample
	Not applicable
	Check dates of assessments to identify if completed weekly throughout entire episode from admission to discharge/death

	11
	Percentage of patients on opioids with bowel management regimen 

(process)
	Number of patients on opioids who have a bowel management regimen documented

A bowel regimen includes medications and also may include diet and fluids.
	Number of hospice patients discharged in reporting month period included in sample who were on opioids at any time
	Not applicable
	Check medication list, care plan, physician orders for opioid and bowel medications.

	12
	Percentage of reports of =>4 days since last BM, with treatment w/in 4 hours
(process)
	Total number of new reports =>4 days in sample, where within 4 hours of the assessment: 

· treatment was initiated/modified (including patient-initiated use of PRN meds)
	Total number of new reports =>4 days for all hospice patients discharged in reporting month period  included in sample 
	Not applicable
	An assessment =>4 days is counted as new if it’s 

· the first one;

OR 

· follows a report of <=3 days since last BM 
Check the clinical notes on the date of the report of =>4 days.

Patient must receive treatment w/in 4 hours not just have treatment ordered

	13
	Percentage of reports of =>4days since last BM , with bowel movement w/in 72 hours

(outcome)
	Total number of new reports =>4 days in sample where within 72 hours of the assessment:

· the patient has a bowel movement
	Total number of new reports =>4 days for all hospice patients discharged in reporting month period included in sample
	Consider stratifying by primary terminal diagnosis, LOS, initial report of # days
	An assessment =>4 days is counted as new if it’s 

· the first one;

OR 

· follows a report of<= 3 days since last BM
Check the clinical notes up to 72 hrs after the new report of =>4 days.

	Other Measures

	14

*
	Percentage of patients with location of death different from primary location
	Total number of discharges with death where death location is different from primary location during hospice episode
	Total number of discharges with death
	Not applicable
	The primary location during hospice is where the patient was located during the majority of the hospice episode.

The location of death is where the patient died.

(1-Home 2-SNF 3-Hospice Facil 4-Asst. Living 5-Hospital)


* Although not a symptom management measure, the percentage of patients with a change in location can be computed from the demographic data items. It can be used to monitor potential problems with patient determination of place of death.
Section 3 – Edmonton Symptom Assessment System
The following materials were adapted from these sources. An annotated reference list is provided in the appendix.
Regional Palliative Care Program in Edmonton, Alberta, Canada www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html  

Personal Communication with and Resources from: 

Eduardo Bruera, M.D., Professor & Chair and Badi Edmond EL OSTA, MD, Chief Fellow
Department of Palliative Care & Rehabilitation Medicine, 

M.D. Anderson Cancer Center
www.mdanderson.org/departments/palliative/  

Permission to Use the ESAS

From: ebruera@mdanderson.org [mailto:ebruera@mdanderson.org] 
Sent: Tuesday, November 28, 2006 8:31 AM
To: kbeckpace@aol.com
Cc: KSulliva@MDanderson.org; belosta@mdanderson.org
Subject: Re: Edmonton Symptom Assessment System

Thanks very much for your Email.  You do not need permission to use the ESAS. We developed it as a free tool so everyone interested can use it and even make minor modifications without needing to worry. 

Instructions – Edmonton Symptom Assessment System

The instructions were adapted from materials made available by the Regional Palliative Care Program in Edmonton, Alberta, Canada http://www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html 
Purpose. This tool is designed to assist in the assessment and management of nine common symptoms: pain, fatigue, nausea, depression, anxiety, drowsiness, shortness of breath, appetite, and wellbeing. (There also is a blank line to identify another problem specific to the patient.) The patient’s opinion of the severity of symptoms is the “gold standard” for symptom assessment. The ESAS provides a clinical profile of symptom severity over time. It provides a context within which symptoms can begin to be understood. However, it is not considered a complete symptom assessment in itself and should be used as part of a comprehensive clinical assessment. 

How to use the ESAS. The severity of each symptom in the prior 24 hours
 is rated on a numerical scale from 0 to 10, with 0 meaning that the symptom is absent and 10 that it is the worst possible severity. The patient and family/caregiver should be taught how to complete the scales by circling the most appropriate number to indicate the severity of the symptom between the two extremes. Alternatively, the caregiver or health professional may assist the patient by asking the patient to rate each symptom from 0 to 10. (This approach may be useful if the rating scales are incorporated into computerized patient records.)
	No pain
	
	
	
	
	
	
	
	
	
	
	Worst possible pain

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	


Synonyms for words that may be difficult for some patients to comprehend include the following: 
Fatigue – tiredness or decreased energy level (but not sleepy); 
Depression – blue or sad; 
Anxiety – nervousness or restlessness; 
Drowsiness – sleepiness; 
Wellbeing – overall comfort, both physical and otherwise (i.e., truthfully answering the question, “How are you?”). The hospice collaborative participants also suggested an overall sense of peace for describing wellbeing. 
Some sample scripts for introducing the ESAS are provided in this section.
When to do the ESAS. 
· In palliative/hospice home care, it is a good practice to complete and track/graph the ESAS during each professional visit or telephone contact, but at least weekly. If the patient’s symptoms are not in good control, daily assessments by the health professionals may be needed until the symptoms are well-controlled. (Follow-up assessments to elevated symptom ratings may focus on those specific symptoms and may occur by telephone.)
· In hospice and tertiary palliative care inpatient units the ESAS should be completed daily, or more often, if the patient’s symptoms are not in good control.

Who should do the ESAS? Ideally, patients fill out their own ESAS. However, if the patient is cognitively impaired or for other reasons cannot independently do the ESAS, then it is completed with the assistance of a caregiver (family member, friend) or health professional closely involved in the patient’s care. If the patient cannot participate in the symptom assessment, or refuses to do so, the ESAS is completed by the caregiver or health professional alone. 

When the ESAS is completed by the caregiver/health professional alone some symptom scales are not completed (i.e. fatigue, depression, anxiety, and wellbeing are left blank) and the caregiver (or health professional) assesses the remaining symptoms using objective indicators (i.e., pain is assessed on the basis of a knowledge of the patient’s pain behaviors; appetite is interpreted as the absence or presence of eating; nausea as the absence or presence of retching or vomiting; drowsiness assessed by ability/inability to stay awake during usual waking hours; and shortness of breath as labored or accelerated respirations that appears to be causing distress for the patient). When a patient is irreversibly cognitively impaired and cannot participate in doing the ESAS, the caregiver continues to complete the ESAS as outlined above.

If at all possible, the 0-10 numeric rating scale should be used. However some patients may have difficulty and in those cases, some of the collaborative participants used the Wong-Baker Faces scale
 or verbal descriptors of none (0), mild (1-3), moderate (4-6), severe (7-9), and worst possible (10) and converted them to the numeric scale.

Where to document the ESAS. The symptom assessment is always done on the ESAS numerical scale and the results later transferred to the flow sheet or graph. Having the patient or caregiver/health professional enter the symptom severity directly onto the ESAS flow sheet or graph without the use of the numerical scale is not a valid use of the ESAS nor a reliable method of symptom assessment (attention to the graphed historical trend may affect the current scores and so undermine one of the main purposes of the ESAS (i.e. to assess the current symptom profile as accurately as possible).

Response to symptom intensity ratings. The ESAS is just a tool to assist with symptom management. The health professional should review the patient’s responses. 

· Crosscheck a few symptoms with verbal descriptors (such as mild, moderate, severe) to verify the patient understands the rating system (i.e., low numbers represent mild problems and high numbers represent severe problems). Pay particular attention to appetite and wellbeing. Patients may reverse symptom ratings and use low ratings to indicate poor appetite or wellbeing instead of good appetite and wellbeing.
· In general, symptoms rated 1-3 are considered mild, 4-6 moderate, and 7-10 severe. Symptoms rated 4 or higher should be assessed in greater detail to obtain a more comprehensive picture of the problem, including how bothersome it is to the patient to better guide treatment.
· One study identified that a score of 2 or greater for anxiety and depression should be considered a positive screen, but requires further assessment. 
· Initiation or modification of treatment may be indicated for symptoms rated 4 or greater, but depends on individual patient tolerance and preference for treatment. Symptom ratings alone do not trigger a specific treatment.
Sample Scripts

These scripts were adapted from materials provided by Dr. Bruera, MD Anderson Cancer Center.
Following are sample scripts for introducing and explaining the symptom assessment rating scale to patients and caregivers. These can be modified to best suit the health professional’s communication style.

For patients who can answer their own questions

As hospice care clinicians, it is important to us to know how you feel.  We want to know if you are having symptom problems, so that we can help you feel better by treating them the best way we know how. 

We will be asking you to spend a few minutes to review a list of symptoms and rating if you have it, and how bad it was in the past day by circling a number from 0-10. For example, if pain was rated 0, it means the person did not have any pain in the last day. If the pain was rated a 3, it probably was mild, and a score of 8 means that it was pretty bad.

We’ll go through it together this first time so that you see how it works and if you have any questions. I will ask you if you have any of these symptoms.  If you do, I will ask you tell me the worst it has been in the past day (24 hours). I will ask you to pick a number from 0 to 10, where 0 means that you have not had that symptom at all. As the numbers get bigger, it means that the symptom is getting stronger, with the number 10 meaning that the symptom is as bad as you can imagine. 

Okay, let’s get started now. If you have any questions, stop me and we will figure it out together. Have you had [symptom]? Let me know what number you think represents the strongest you have felt [symptom] in the last day. Please circle that number on your sheet. [Repeat for each symptom.] 

[Note: Some words may be difficult for some patients to understand. Synonyms for words that may be difficult for some patients to comprehend include the following: Fatigue – tiredness or decreased energy level (but not sleepy); Depression – blue or sad; Anxiety – nervousness or restlessness; Drowsiness – sleepiness; Wellbeing – overall comfort, both physical and otherwise, i.e., truthfully answering the question, “How are you?” The hospice collaborative participants also suggested an overall sense of peace for describing wellbeing.]

For patients unable to answer their own questions
As hospice care clinicians, we want to know if patients are having symptom problems, so that we can help them feel better by treating them the best way we know how. Because [patient name] is confused and we are unable to ask [him/her] directly, we are asking you as someone who knows the patient well to help us understand how [he/she] feels with regard to certain symptoms. 

We will be asking you to spend a few minutes to review a list of symptoms and rating if [patient name] has it, and how bad it was in the past day by circling a number from 0-10. For example, if pain was rated 0, it means the person did not have any pain in the last day. If the pain was rated a 3, it probably was mild, and a score of 8 means that it was pretty bad.

We’ll go through it together this first time so that you see how it works and if you have any questions. I will ask you if [patient name] have any of these symptoms.  If [he/she] does, I will ask you tell me the worst it has been in the past day (24 hours). I will ask you to pick a number from 0 to 10, where 0 means that [he/she] have not had that symptom at all. As the numbers get bigger, it means that the symptom is getting stronger, with the number 10 meaning that the symptom is as bad as you can imagine. 

Okay, let’s get started now. If you have any questions, stop me and we will figure it out together. Has [patient name] had [symptom]? Let me know what number you think represents the strongest he/she has felt [symptom] in the last day. Please circle that number on your sheet. [Repeat for each symptom.]
[Note: When the ESAS is completed by the caregiver/health professional alone some symptom scales are not completed (i.e. fatigue, depression, anxiety, and wellbeing are left blank) and the caregiver (or health professional) assesses the remaining symptoms using objective indicators, i.e. pain is assessed on the basis of a knowledge of the patient’s pain behaviors, appetite is interpreted as the absence or presence of eating, nausea as the absence or presence of retching or vomiting, drowsiness assessed by ability/inability to stay awake during usual waking hours; and shortness of breath as labored or accelerated respirations that appears to be causing distress for the patient. When a patient is irreversibly cognitively impaired and cannot participate in doing the ESAS, the caregiver continues to complete the ESAS as outlined above.] 

Patient Symptom Assessment Form
	Patient Name
	
	Date
	
	Time
	
	am  pm


Completed by: 1-Patient alone FORMCHECKBOX 
  2-Caregiver-Assisted FORMCHECKBOX 
  3-Health Professional-Assisted FORMCHECKBOX 
  
4-Caregiver alone*  FORMCHECKBOX 
  5-Health Professional alone* FORMCHECKBOX 

Please circle the number that best describes how you have been feeling during the last 24 hours.
	
	
	
	
	
	
	
	
	
	
	
	

	*No pain
	
	
	
	
	
	
	
	
	
	
	Worst possible pain

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No fatigue
	
	
	
	
	
	
	
	
	
	
	Worst possible fatigue

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No nausea
	
	
	
	
	
	
	
	
	
	
	Worst possible nausea

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No depression
	
	
	
	
	
	
	
	
	
	
	Worst possible depression

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No anxiety
	
	
	
	
	
	
	
	
	
	
	Worst possible anxiety

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No drowsiness
	
	
	
	
	
	
	
	
	
	
	Worst possible drowsiness

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No shortness of breath
	
	
	
	
	
	
	
	
	
	
	Worst possible shortness of breath

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*Best appetite
	
	
	
	
	
	
	
	
	
	
	Worst possible appetite

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	Best feeling 

of wellbeing
	
	
	
	
	
	
	
	
	
	
	Worst possible feeling of wellbeing

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	Other problem
	
	
	
	
	
	
	
	
	
	
	

	No 
	
	
	
	
	
	
	
	
	
	
	Worst possible 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	


*If the caregiver or health professional is completing the rating alone, only these symptoms are rated.

Source: Regional Palliative Care Program in Edmonton Alberta, http://www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html

Symptom Assessment Flow Sheet

	Patient Name
	
	ID#
	


*Completed by: 1-Patient alone  2-Caregiver-Assisted   3-Health Professional-Assisted   4-Caregiver alone   5-Health Professional alone
	Date
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Time
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed by*
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Pain
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Fatigue
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Nausea
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Depression
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Anxiety
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Drowsiness
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Shortness of breath
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Appetite
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Feeling of wellbeing
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total Distress**
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Other:
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


	Date
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Time
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed by*
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Pain
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Fatigue
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Nausea
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Depression
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Anxiety
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Drowsiness
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Shortness of breath
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Appetite
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Feeling of wellbeing
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total Distress
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Other:
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


**Total distress score is the sum of the scores for the 9 standard symptoms (range 0-90); do not include the patient-specific “other” symptom.
Symptom Assessment Graph

	Patient Name
	
	ID#
	


Completed by: 1-Patient  2-Caregiver-Assisted  3-Health Professional-Assisted  4-Caregiver alone  5-Health Professional alone
Year:
	Month/Day
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Time
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed By
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total Distress
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Pain
	10
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	9
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	8
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	7
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	6
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	5
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	4
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	3
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	2
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	0
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Fatigue
	10
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	9
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	8
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	7
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	5
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	4
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	3
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	2
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	1
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	0
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Nausea
	10
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	7
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	Drowsi-ness
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	Short-ness of breath
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	Feeling of wellbeing
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ESAS Implementation Questions

Some common questions and issues that may arise during implementation of ESAS are provided in the following table along with the discussion that occurred with the NAHC collaborative participants.

Table 1. Collaborative Questions and Discussion Regarding ESAS

	Questions/Issues
	Discussion

	Does it need to be completed weekly?
	It takes 5 minutes or less and symptom management is a hallmark of hospice care. Some hospices also reported using in interdisciplinary team meetings, for communication among team members or on-call staff, and care planning.

	What if patients object to filling out the form?
	Nurses may ask patients to verbally rate their symptoms. The patient’s own assessment is the “gold standard” for subjective symptoms and it helps keep care patient-centered.

	Is it necessary to assess all 9 symptoms if some were not a problem?
	It takes 5 minutes or less and these are symptoms prevalent in hospice patients and can develop even if not a prior problem. For the current quality measures only pain and SOB are required. However, if all symptoms were assessed, the total initial distress score might have some use in interpreting the results or future risk adjustment or stratification.

	Concern that for some symptoms (e.g., appetite, fatigue) the natural progression is a decline; might increase family anxiety about eating
	Performance measures were not suggested for all 9 symptoms. Not asking about the symptoms doesn’t mean patients aren’t bothered by them and assessing them provides an opportunity to discuss what is normal and expected. It’s not necessarily a bad thing if those symptom ratings increase some as death approaches. Keep in mind that the patient is giving his/her rating from none to worst possible – if it’s not bothering the patient, he/she is unlikely to rate it “worst possible.” 

	Uncomfortable asking or explaining “a feeling of wellbeing”
	The instructions suggest other ways to explain wellbeing as “overall comfort, both physical and otherwise, i.e., truthfully answering the question, “How are you?” Hospice care emphasizes physical, emotional, and spiritual comfort, so a general question about wellbeing can indicate distress that might not be physical or an interaction of physical, emotional, and spiritual distress. Some other suggestions for explaining this concept were “feeling of being at peace” or overall physical, emotional, and spiritual comfort.”

	It is duplicative or inconsistent with hospice electronic record or systems
	Hospices were encouraged to test how best to implement the ESAS in their programs so as to minimize burden, but this often occurs during testing of a new system if the current one cannot be suspended. The ESAS rating scales are amenable to computerization.

	How can ESAS be used with cognitively impaired patients?
	Most hospices in the pilot opted to test the ESAS with cognitively intact patients who could participate in the assessment; however the ESAS can be completed by a proxy caregiver or health professional. The instructions suggest that when the ESAS is completed by the caregiver/health professional alone, the symptom scales are not done for fatigue, depression, anxiety, and wellbeing and the proxy assesses the remaining symptoms with objective signs of distress such as pain behaviors for pain, eating for appetite, vomiting/retching for nausea, inability to stay awake for drowsiness, and dyspnea for shortness of breath. We know that proxy assessments are not the same as patient assessments, but hospice staff will be trying to ascertain distress in cognitively impaired patients and use of a consistent method can assist with symptom management. Some of the participants suggested using the Faces scale.

	What if patients have difficulty with the numeric rating scale?
	Try repeating the instructions and giving an example. Check the patient’s response using descriptive words (you rated your pain as a 3, would you say it is mild?) If still unable to use numbers, use descriptors such as none, mild, moderate, bad, worst possible. 

	Should the assessments continue with actively dying patients?
	Comfort is an important part of managing the dying patient, so symptom assessment and control are relevant. Caregivers can provide proxy ratings when the patient is no longer able to do it and they would already be familiar with the ESAS scale if it had been used throughout the episode.

	Why is constipation not one of the symptoms?
	Constipation should be assessed, but there are some objective signs such as frequency, amount, and consistency of bowel movements that are more appropriate than the subjective rating scale. Dr. Bruera also informed us that in his research, patient ratings of constipation did not correlate with radiological findings. The participants decided constipation was an important symptom to include in quality measures and a brief test indicated that the required data could be found in their medical records. 


Section 4 – Data Collection

Sampling Plan for Data Collection

To minimize the burden of data collection, review records and collect data for only a sample of patients. The sample for data collection will be drawn from the population where the quality measures are implemented – initially a subset of the organization, and eventually throughout the entire organization.

The goal is to collect and report data for 10-30 patients per month, depending on your size and resources. (Initially, during the first test cycles, you may not have 10 cases for review.)

· Determine how many discharges (live and at death) you have each month from the test population.

· Decide how many discharge records you will review each month (between 10 and 30).

· If you typically have 30 or fewer discharges per month (in the test population), you may review all discharges.

· If your hospice (or test population) has more discharges per month than you intend to review, review every nth one so that a total of 10-30 records are reviewed every month. 
In general, calculate the sampling interval by dividing the total number of units by the number of data points you need. For example, if you have 100 discharges per month, and you need 30 patient records, collect data on every third patient (100 divided by 30 = 3.3; round to the nearest whole number=3). 

Set up a system to log all discharges and collect data as the discharges occur. You will start doing this for a subpopulation of the hospice where you are implementing and testing the quality measures (e.g., a team, branch, or patient group), then expand as you spread the changes across the organization.
	Set up systems to make data collection easier.

· Keep logs of discharged patients to identify sample.

· Use patient flow sheets/graphs to accumulate the ESAS symptom assessment ratings in one place in the record and minimize the number of clinical notes that need to be reviewed. These provide much of the data needed for the quality measures and target which clinical notes need to be reviewed (e.g., up to 48 hours after a new rating of pain =>4).

· Review records as discharges occur rather than all at one time at the end of the month.

· Assign responsibilities for data collection and reporting.

· Enlist clinical staff to review one record to assist with data collection and facilitate learning and improvement.


Auditing Records for Data Collection

· Audit discharged records (including live discharges and deaths).

· Use the individual record review worksheets, find the required data item in the patient record and write it on the worksheet.

· Use only the codes as specified.

· Use the ESAS flow sheet or graph to answer the items related to assessment of pain and other symptom control and identify which clinical notes need to be reviewed (e.g., up to 48 hours after a new rating of pain =>4). 

· For patients with lengths of stay greater than 90 days, review three 30-day periods – the first 30 days, the last 30 days, and 30 days in the middle of the episode.  This will provide important information without being overwhelming.
The following worksheets can be copied and used for data collection as patient records are reviewed. You also may modify the worksheets or create other worksheets to best meet your needs.
The data are entered into the data collection tool to compute the measures. Alternatively, the measures can be computed manually according to the measure specifications in Section 2.
Excel-based Tool

An Excel-based tool was developed for the pilot study and a revised version also is available to other hospices that wish to use it. The tool is designed to aggregate the individual patient data that are entered to provide summary patient characteristics, compute the measures, and track trends over time. 
The Excel tool and instructions can be obtained from the National Association for Home Care & Hospice.
Record Review Worksheet – Individual Patient
	Audit Period Begin Date
	
	Audit Period End Date
	

	If patient is on service for more than 90 days, is this review limited to the first, last, and middle 30 days? (y,n,n/a)
	


Optional Items – Not required to compute measures, but provide additional useful information
	*Last Name
	
	*First Name or Initial
	
	*Pt. ID
	


	1
	Demo
	*Program   1-Hospice 2-Palliative
	

	2
	Demo
	*Primary Level of care   1-Routine Home Care  2-General inpatient  3-Respite 4-Continuous Home Care
	

	3
	Demo
	*Primary Payer  1-Medicare 2-Medicaid 3-Private Insurance 4-Private Pay 5-Other
	

	4
	Demo
	Primary Physical Location   1-Home 2-SNF 3-Hospice Facil 4-Asst. Living 5-Hospital
	

	5
	Demo
	*If physical location Home   1-Lives alone   2-Lives w/family 3-Lives w/other    ('na' if not at home)
	

	6
	Demo
	*Sex m/f
	

	7
	Demo
	*Age at time of admission
	

	8
	Demo
	*Primary Dx   1-Cancer 2-CHF 3-COPD  4-ESRD 5-Dementia 6-Failure thrive 7-Other
	

	9
	Demo
	Admission Date
	

	10
	Demo
	Date of Live Discharge  (leave blank if discharge at death)
	

	11
	Demo
	Date of death (leave blank if discharged alive)
	

	12
	Demo
	Location of death   1-Home  2-SNF  3-Hospice Facility  4-Asst. Living  5-Hospital
	

	13
	Asses
	Date of first symptom (ESAS) assessment
	

	14
	Asses
	*# of symptoms rated on first ESAS assessment (1-9 symptoms--NOT the optional one)
	

	15
	Asses
	*Initial total distress score for the 9 symptoms (do not include the optional symptom)
	

	16
	Asses
	Total # of regular symptom assessments (ESAS) from admission to discharge (not follow-ups to =>4)
	

	17
	Asses
	Overall Most ESAS ratings completed by: 11-Patient participated - alone or with assistance (1,2,3 on ESAS)  22-Proxy alone - Caregiver/Health Professional (4,5 on ESAS)
	

	18
	Asses
	Date of last symptom assessment (ESAS) before death
	

	19
	Pain
	Initial pain rating 
	

	20
	Pain
	# new pain ratings  =>4  (If none, skip to #27; If more than 1, use next sheet to tally)               Total Col A
	

	21
	For pain ratings =>4
	w/in 4hrs: # with treatment (not just ordered)                                                                              Total Col C
	

	22
	
	w/in 4hrs: # w/no treatment but with documentation satisfied w/level >3 or treatment               Total Col D
	

	23
	
	w/in 24hrs: # with follow-up assessment                                                                                    Total Col E
	

	24
	
	w/in 48hrs: # w/rating <4                                                                                                             Total Col F
	

	25
	
	w/in 48hrs: # w/rating =>4 but w/documentation satisfied w/level >3 or treatment Total Col D+Total Col H
	

	26
	
	*w/in 48hrs: # improved                                                                                                                Total Col I
	

	27
	Pain
	Last pain rating prior to death (If less than 4, skip to #29)
	

	28
	Pain
	If last pain rating ≥4, documentation patient satisfied w/level/treatment? (y/n) 
	

	29
	SOB
	Initial SOB rating
	

	30
	SOB
	# new SOB ratings  =>4  (If none, skip to #37; If more than 1, use next sheet to tally)              Total Col A
	

	31
	For SOB ratings =>4
	w/in 4hrs: # with treatment (not just ordered)                                                                              Total Col C
	

	32
	
	w/in 4hrs: # w/no treatment but with documentation satisfied w/level >3 or treatment               Total Col D
	

	33
	
	w/in 24hrs: # with follow-up assessment                                                                                     Total Col E
	

	34
	
	w/in 48hrs: # w/rating <4                                                                                                             Total Col F
	

	35
	
	w/in 48hrs: # w/rating =>4 but w/documentation satisfied w/level >3 or treatment Total Col D+Total Col H
	

	36
	
	*w/in 48hrs: # improved                                                                                                                Total Col I
	

	37
	SOB
	Last SOB rating prior to death (If less than 4, skip to #39)
	

	38
	SOB
	If last SOB rating ≥4, documentation patient satisfied w/level/treatment? (y/n) 
	

	39
	Const
	Bowel function assessment completed at least weekly   (y/n)
	

	40
	Const
	Date of initial bowel function assessment
	

	41
	Const
	Was patient on opioid medication at any time during hospice care?  (y/n)  
	

	42
	Const
	If on opioid at any time, was a bowel regimen established? (y/n; 'na' if no opioid)
	

	43
	Const
	At initial bowel function assessment, how many days since last BM?
	

	44
	Const
	# new reports of  =>4 days since last BM (If none, stop here; if more than 1, use tally sheet)  Total Col A
	

	45
	Const
	For report of =>4 days since last BM, w/in 4hrs: # with treatment                                              Total Col B
	

	46
	Const
	For report of =>4 days since last BM , w/in 72hrs: # with bowel movement                               Total Col C
	


Pain ratings =>4

	
	A
	B
	C
	D
	E
	F
	G
	H
	I

	
	Date of new rating =>4
	What was the rating?
	Was treatment initiated w/in 4 hrs? (y/n)  If yes, skip to E
	If no treatment initiated, documentation satisfied? (y/n)  

If yes, STOP
	Was a follow-up assessment done w/in 24 hrs? (y/n)
	Was the rating <4 within 48 hrs? (y/n)
	What was the rating at 48 hrs?  If < 4, STOP
	If still >3 at 48 hrs, documentation satisfied?( y/n)
	Improvement in pain rating

(Col G – Col B)

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	Total
	
	
	
	
	
	
	
	
	


SOB ratings =>4
	
	A
	B
	C
	D
	E
	F
	G
	H
	I

	
	Date/ of new rating =>4
	What was the rating?
	Was treatment initiated w/in 4 hrs? (y/n)  If yes, skip to E
	If no treatment initiated, documentation satisfied? (y/n)  

If yes, STOP
	Was a follow-up assessment done w/in 24 hrs? (y/n)
	Was the rating <4 within 48 hrs? (y/n)
	What was the rating at 48 hrs?  If < 4, STOP
	If still >3 at 48 hrs, documentation satisfied? (y/n)
	Improvement in pain rating 

(Col G – Col B)

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	Total
	
	
	
	
	
	
	
	
	


Constipation report =>4 days
	
	A
	B
	C

	
	Date/ of report =>4 days
	Was treatment initiated w/in 4 hrs? (y/n)
	Did the patient have a BM w/in 72 hrs? (y/n)

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	Total
	
	
	


Appendix
Proposed Condition of Participation

Centers for Medicare & Medicaid Services. (2005). 42 CFR Part 418 Medicare and Medicaid Programs: Hospice Conditions of Participation; Proposed Rule. Federal Register, May 27, 2005 (Volume 70, Number 102). Available at: www.gpoaccess.gov/fr/index.html .

§ 418.58 Condition of participation: Quality assessment and performance improvement. 
The hospice must develop, implement, and maintain an effective, ongoing, hospice-wide data-driven quality assessment and performance improvement program. The hospice’s governing body must ensure that the program: Reflects the complexity of its organization and services; involves all hospice services (including those services furnished under contract or arrangement); focuses on indicators related to improved palliative outcomes; focuses on the end-of-life support services provided; and takes actions to demonstrate improvement in hospice performance. The hospice must maintain documentary evidence of its quality assessment and performance improvement program and be able to demonstrate its operation to CMS. (a) Standard: Program scope. (1) The program must at least be capable of showing measurable improvement in indicators for which there is evidence that improvement in those indicators will improve palliative outcomes and end-of-life support services. (2) The hospice must measure, analyze, and track quality indicators, including adverse patient events, and other aspects of performance that enable the hospice to assess processes of care, hospice services, and operations. (b) Standard: Program data. (1) The program must utilize quality indicator data, including patient care, and other relevant data, in the design of its program. (2) The hospice must use the data collected to— (i) Monitor the effectiveness and safety of services and quality of care; and (ii) Identify opportunities for improvement. (3) The frequency and detail of the data collection must be specified by the hospice’s governing body. (c) Standard: Program activities. (1) The hospice’s performance improvement activities must— (i) Focus on high risk, high volume, or problem-prone areas; (ii) Consider incidence, prevalence, and severity of problems in those areas; and (iii) Affect palliative outcomes, patient safety, and quality of care. (2) Performance improvement activities must track adverse patient events, analyze their causes, and implement preventive actions and mechanisms that include feedback and learning throughout the hospice. (3) The hospice must take actions aimed at performance improvement and, after implementing those actions, the hospice must measure its success and track performance to ensure that improvements are sustained. (d) Standard: Performance improvement projects. (1) The number and scope of distinct improvement projects conducted annually must reflect the scope, complexity, and past performance of the hospice’s services and operations. (2) The hospice must document what quality improvement projects are being conducted, the reasons for conducting these projects, and the measurable progress achieved on these projects. (e) Standard: Executive responsibilities. The hospice’s governing body is responsible for ensuring the following: (1) That an ongoing program for quality improvement and patient safety is defined, implemented and maintained; (2) That the hospice-wide quality assessment and performance improvement efforts address priorities for improved quality of care and patient safety, and that all improvement actions are evaluated for effectiveness; and (3) That clear expectations for patient safety are established.
Selected References – Edmonton Symptom Assessment System (ESAS)

Brechtl, J. R., Murshed, S., Homel, P., & Bookbinder, M. (2006). Monitoring symptoms in patients with advanced illness in long-term care: A pilot study. J.Pain Symptom.Manage., 32, 168-174.
Abstract: The Edmonton Symptom Assessment Scale (ESAS) was administered daily by nursing staff in a long-term care facility (LTCF) to monitor symptoms. Scores greater than or equal to 5 on a 0-10 scale were considered moderate-to-severe and triggered prompt treatment. One hundred and eight patients with advanced illness and perceived prognosis of less than 6 months were identified for rapid symptom management over a 7-month period. Forty-six (43%) of these patients had at least one episode of moderate-to-severe symptoms during the follow-up period. Thirty-one of these patients (67%) had a primary diagnosis of advanced AIDS and 12 (26%) had advanced cancer. Pain was the most frequent of the 15 symptoms measured, occurring in 29 patients. In the case of pain (P = 0.001), tiredness (P = 0.004), and well-being (P = 0.003), rapid symptom management led to significantly improved distress scores within 48 hours. These data suggest that it is feasible for nurses in an LTCF to use the ESAS on a daily basis to assess patients and obtain prompt treatment for distressful symptoms. Rapid treatment of symptoms can be an important quality indicator in nursing home patients with advanced illness

Bruera, E., Kuehn, N., Miller, M. J., Selmser, P., & Macmillan, K. (1991). The Edmonton Symptom Assessment System (ESAS): a simple method for the assessment of palliative care patients. J.Palliat.Care., 7, 6-9.
Abstract: We describe a simple method for the assessment of symptoms twice a day in patients admitted to a palliative care unit. Eight visual analog scales (VAS) 0-100 mm are completed either by the patient alone, by the patient with nurse's assistance, or by the nurses or relatives at 10:00 and 18:00 hours, in order to indicate the levels of pain, activity, nausea, depression, anxiety, drowsiness, appetite, and sensation of well-being. The information is then transferred to a graph that contains the assessments of up to 21 days on each page. The sum of the scores for all symptoms is defined as the symptom distress score. The Edmonton Symptom Assessment System (ESAS) was carried out for 101 consecutive patients for the length of their admission to our unit. Of these, 84% were able to make their own assessment sometime during their admission. However, before death 83% of assessments were completed by a nurse or relative. Mean symptom distress score was 410 +/- 95 during day 1 of the admission, versus 362 +/- 83 during day 5 (p less than 0.01). Mean symptom distress scores throughout the hospitalization were 359 +/- 105, 374 +/- 93, 359 +/- 91 and 406 +/- 81 when the ESAS was completed by the patient alone, patient with nurse's assistance (p = N.S.), nurse alone (p = N.S.), or relative (p less than 0.01) respectively. We conclude that this is a simple and useful method for the regular assessment of symptom distress in the palliative care setting

Chang, V. T., Hwang, S. S., & Feuerman, M. (2000). Validation of the Edmonton Symptom Assessment Scale. Cancer., 88, 2164-2171.
Abstract: BACKGROUND: The Edmonton Symptom Assessment Scale (ESAS) is a nine-item patient-rated symptom visual analogue scale developed for use in assessing the symptoms of patients receiving palliative care. The purpose of this study was to validate the ESAS in a different population of patients. METHODS: In this prospective study, 240 patients with a diagnosis of cancer completed the ESAS, the Memorial Symptom Assessment Scale (MSAS), and the Functional Assessment Cancer Therapy (FACT) survey, and also had their Karnofsky performance status (KPS) assessed. An additional 42 patients participated in a test-retest study. RESULTS: The ESAS "distress" score correlated most closely with physical symptom subscales in the FACT and the MSAS and with KPS. The ESAS individual item and summary scores showed good internal consistency and correlated appropriately with corresponding measures from the FACT and MSAS instruments. Individual items between the instruments correlated well. Pain ratings in the ESAS, MSAS, and FACT correlated best with the "worst-pain" item of the Brief Pain Inventory (BPI). Test-retest evaluation showed very good correlation at 2 days and a somewhat smaller but significant correlation at 1 week. A 30-mm visual analogue scale cutoff point did not uniformly distinguish severity of symptoms for different symptoms. CONCLUSIONS: For this population, the ESAS was a valid instrument; test-retest validity was better at 2 days than at 1 week. The ESAS "distress" score tends to reflect physical well-being. The use of a 30-mm cutoff point on visual analogue scales to identify severe symptoms may not always apply to symptoms other than pain.

Davison, S. N., Jhangri, G. S., & Johnson, J. A. (2006). Longitudinal validation of a modified Edmonton symptom assessment system (ESAS) in haemodialysis patients. Nephrol.Dial.Transplant., 21, 3189-3195.
Abstract: BACKGROUND: Health-related quality of life (HRQL) is an important outcome in the treatment of end-stage renal disease (ESRD) and appears to be highly associated with patient self-report of symptom burden. This study examines the longitudinal validity of the modified Edmonton symptom assessment system (ESAS) to determine the impact of change in symptom burden on the change in HRQL of haemodialysis (HD) patients. METHODS: 261 haemodialysis patients completed the Kidney Disease Quality of Life-Short Form (KDQOL-SF) and the ESAS at baseline and at 6 months. RESULTS: The change in overall symptom distress score was strongly correlated with the change in KDQOL-SF subscales symptom/problem list (R=-0.73, P<0.01), effects of kidney disease (R=-0.53, P<0.01), and burden of kidney disease (R=-0.46, P<0.01) as well as overall physical health composite (R=-0.58, P<0.01) and overall mental health composite (R=-0.68, P<0.01). The change in symptom burden, as described by the ESAS, accounted for 46% of the change in the mental HRQL and 34% of the change in the physical HRQL. There was no correlation between baseline demographics, comorbidity or changes in biochemical markers with changes in either the ESAS or HRQL scores. CONCLUSION: The modified ESAS is a simple, valid tool for the longitudinal assessment of physical and psychological symptom burden in ESRD and is responsive to change in HD patients. The use of this symptom assessment scale and improved management of patient symptoms would be expected to positively impact HD patients' HRQL

Davison, S. N., Jhangri, G. S., & Johnson, J. A. (2006). Cross-sectional validity of a modified Edmonton symptom assessment system in dialysis patients: a simple assessment of symptom burden. Kidney Int., 69, 1621-1625.
Abstract: Subjective symptom assessment should be a fundamental component of health-related quality of life (HRQL) assessment in end-stage renal disease (ESRD). Unfortunately, no symptom checklist has established reliability or validity in ESRD. We report the validation of a modified Edmonton Symptom Assessment System (ESAS) in 507 dialysis patients who concurrently completed the Kidney Dialysis Quality of Life-Short Form (KDQOL-SF) questionnaire. The ESAS demonstrated a mean of 7.5+/-2.5 symptoms. The symptoms reported as most severe were tiredness, well-being, appetite, and pain. The overall symptom distress score was strongly correlated with the KDQOL-SF subscales symptom/problem list (r=-0.69, P<0.01), effects of kidney disease (r=-0.52, P<0.01), and burden of kidney disease (r=-0.50, P<0.01), as well as lower RAND-12 physical health composite (PHC) (r=-0.54, P<0.01) and lower RAND-12 mental health composite (MHC) (r=-0.62, P<0.001). In the multivariate regression analysis, after controlling for potential confounding variables including comorbidity using the modified Charlson Comorbidity Index, the ESAS symptom distress score remained strongly associated with the MHC (slope=-0.82+/-0.07, P<0.01) and PHC (slope=-0.48+/-0.07, P<0.01). The ESAS symptom distress score accounted for 29% of the impairment in PHC and 39% of the impairment in MHC. The intraclass correlation coefficient for the total symptom distress score in a 1-week test-retest was 0.70, P<0.01. Symptom burden is high and adversely affects HRQL in dialysis patients. The modified ESAS is a reliable, valid, simple, and useful method for regular symptom assessment in this patient population

Garyali, A., Palmer, J. L., Yennurajalingam, S., Zhang, T., Pace, E. A., & Bruera, E. (2006). Errors in symptom intensity self-assessment by patients receiving outpatient palliative care. J.Palliat.Med., 9, 1059-1065.
Abstract: BACKGROUND: Patient-based symptom scores are the standard method for assessment in palliative care. There has been limited research on the frequency of errors upon using this approach. The Edmonton Symptom Assessment Scale (ESAS) is a reliable and valid assessment tool routinely used for symptom intensity assessment in our cancer center. OBJECTIVE: To determine if patients were scoring the symptoms on the ESAS in the way it was supposed to be scored. SETTINGS: The study was carried out at the outpatient palliative care center. Design and subjects: Retrospective review of 60 consecutive patient charts was done where the patient had initially scored the ESAS. The physician looked at this scoring on the ESAS and went back to the patient to do the scoring again to see if the patient had scored it in the way it was intended to be scored. The same physician did the assessment on all of the patients. Outcome measures: Level of agreement (weighted kappa) before versus after the physician visit; Screening performance of patient completed ESAS for mild and moderate symptom intensity. RESULTS: Complete agreement ranged from 58% (sleep) to 82% (well-being); the weighted kappa ranged from 0.49 (drowsiness) to 0.78 (well-being). There was more agreement for symptoms such as dyspnea, nausea, anxiety, and depression and less agreement for symptoms such as lack of sleep and lack of appetite. The screening performance of the initial patient self assessment showed less sensitivity for nausea, drowsiness if the intensity was mild and less sensitivity for pain, nausea, anxiety, and drowsiness if the intensity was moderate. CONCLUSIONS: Vigilance needs to be maintained about the ESAS scores done by the patients particularly for symptoms of sleep, appetite, and pain. There is a likelihood of error if doctors or nurses do not routinely check the way patients have completed the assessment form. More research is needed to determine the best way to teach patients how to minimize errors in self-reporting of symptoms

Moro, C., Brunelli, C., Miccinesi, G., Fallai, M., Morino, P., Piazza, M. et al. (2006). Edmonton symptom assessment scale: Italian validation in two palliative care settings. Support.Care Cancer., 14, 30-37.
Abstract: In the palliative care setting, the Edmonton Symptom Assessment Scale (ESAS) was developed for use in daily symptom assessment of palliative care patients. ESAS considers the presence and severity of nine symptoms common in cancer patients: pain, tiredness, nausea, depression, anxiety, drowsiness, appetite, well-being and shortness of breath plus an optional tenth symptom, which can be added by the patient. The aim of this study was to validate the Italian version of ESAS and to evaluate an easy quality of life monitoring system that uses a patient's self-rating symptom assessment in two different palliative care settings: in-patients and home patients. Eighty-three in-patients and 158 home care patients were enrolled. In the latter group, the Italian validated version of the Symptom Distress Scale (SDS) was also administered at the admission of the patients. The two groups of patients have similar median survival, demographic and clinical characteristics, symptom prevalence and overall distress score at baseline. ESAS shows a good concurrent validity with respect to SDS. The correlation between the physical items of ESAS and SDS was shown to be higher than the correlation between the psychological items. The association of ESAS scores and performance status (PS) showed a trend: the higher the symptom score was, the worse was the PS level. Test-retest evaluation, applied in the in-patient group, showed good agreement for depression, well-being and overall distress and a moderate agreement for all the other items. In conclusion, ESAS can be considered a valid, reliable and feasible instrument for physical symptom assessment in routine "palliative care" clinical practice with a potentially different responsiveness in different situations or care settings

Nekolaichuk, C. L., Bruera, E., Spachynski, K., MacEachern, T., Hanson, J., & Maguire, T. O. (1999). A comparison of patient and proxy symptom assessments in advanced cancer patients. Palliat.Med., 13, 311-323.
Abstract: The purpose of this study was to compare patient and proxy (physician and nurse) assessments of symptoms in advanced cancer patients. The sample consisted of 49 patients with advanced cancer admitted to an acute palliative care unit. Three independent assessments were completed for each patient on two occasions within 11 days of admission. On each occasion, symptoms were rated independently by the patient and two proxies (treating physician and nurse), using the Edmonton Symptom Assessment System (ESAS). The ESAS is a nine-item visual analogue scale (VAS) for assessing pain, activity, nausea, depression, anxiety, drowsiness, appetite, well-being and shortness of breath. Symptom ratings were compared using a repeated-measures ANOVA procedure and correlations. Average physician ratings were generally lower than average patient ratings for both occasions. Average nurse ratings agreed more closely with patient ratings, with a trend towards lower ratings on occasion 1 and higher ratings on occasion 2. There was a significant rater (person rating the effects) effect (P < 0.01) for three of the nine symptoms: physicians rated drowsiness, shortness of breath and pain significantly lower than patients. For drowsiness and shortness of breath, these differences were clinically relevant, representing a difference of more than 12 mm on a 100-mm VAS. The accuracy of assessments amongst those rating the symptoms did not improve over time. Proxy assessments of symptom intensity, particularly by physicians, were significantly lower than patient assessments for three of the nine symptoms. Further research regarding the reliability of patient and proxy assessments is needed to assess and manage symptoms in advanced cancer effectively

Nekolaichuk, C. L., Maguire, T. O., Suarez-Almazor, M., Rogers, W. T., & Bruera, E. (1999). Assessing the reliability of patient, nurse, and family caregiver symptom ratings in hospitalized advanced cancer patients.  J.Clin.Oncol., 17, 3621-3630.
Abstract: PURPOSE: The purpose of this study was to examine the reliability of symptom assessments in advanced cancer patients under various conditions, including multiple raters (patients, nurses, and family caregivers), occasions, and symptoms. PATIENTS AND METHODS: The study sample consisted of 32 advanced cancer patients admitted to a tertiary palliative care unit. Symptom assessments were completed for each patient on two separate occasions, approximately 24 hours apart. On each occasion, the patient, the primary care nurse, and a primary family caregiver independently completed an assessment using the Edmonton Symptom Assessment System (ESAS). The ESAS is a nine-item visual analogue scale for assessing symptoms in palliative patients. The reliability of the assessments (r) was examined using generalizability theory. RESULTS: Three important findings emerged from this analysis. First, the analysis of individual symptom ratings provided a more meaningful representation of the symptom experience than total symptom distress ratings. Secondly, patients, nurses, and caregivers varied in their ratings across different patients, as well as in their ratings of shortness of breath, which may have been a result of individual rater variability. Finally, reliability estimates (r), based on a single rater and one occasion, were less than.70 for all symptoms, except appetite. These estimates improved substantially (r >/=.70) for all symptoms except anxiety and shortness of breath, using three raters on a single occasion or two raters across two occasions. CONCLUSION: The findings from this study reinforce the need for the development of an integrated symptom assessment approach that combines patient and proxy assessments. Further research is needed to explore individual differences among raters

Peruselli, C., Paci, E., Franceschi, P., Legori, T., & Mannucci, F. (1997). Outcome evaluation in a home palliative care service. J.Pain Symptom.Manage., 13, 158-165.
Abstract: The complexity of assessing the impact of palliative care is much greater than in other fields of medicine, due to the shortcomings of traditional outcome indicators. We conducted a prospective study to describe the patient's quality of life at the outset and during palliative care at home and to define some potential indicators of palliative care outcomes with the aim of assessing the quality of home care as provided by a palliative care unit. Seventy-three patients who received care at home were assessed. The median survival in palliative home care was 29 days. To evaluate the degree of symptom distress, we used an Italian version of the Symptom Distress Scale. Assessing the quality-of-life pattern over time, we observed that palliative care was effective in mitigating pain and, at least in part, in stimulating appetite, curbing nausea, and controlling psychological aspects. The subscales referring to social and functional aspects steadily worsened. The difficulties encountered (the high percentage of missing data, the considerable number of patients treated for less than 10 days, etc.) should be a warning against using only one assessment instrument. It is worthwhile defining the various potential outcomes of palliative care even though all results will not always be measurable in every patients. Only a global assessment, a "multiple outcomes approach," based on different indicators, would allow for evaluation of the outcome of the care process

Vignaroli, E., Pace, E. A., Willey, J., Palmer, J. L., Zhang, T., & Bruera, E. (2006). The Edmonton Symptom Assessment System as a screening tool for depression and anxiety. J.Palliat.Med., 9, 296-303.
Abstract: PURPOSE: Mood disorders are among the most important psychiatric problems in patients with cancer. However, they are frequently underdiagnosed and therefore undertreated. This may lead to difficulties with symptom control, social withdrawal, and poor quality of life. This study was conducted to evaluate the screening performance of the Edmonton Symptom Assessment System (ESAS) for depression and anxiety, compared to Hospital Anxiety and Depression Scale (HADS). METHODS: We retrospectively reviewed and analyzed ESAS and HADS data collected from three previous clinical trials conducted by our group. The diagnosis of depression and/or anxiety, and moderate/severe depression and/or anxiety made when patients scored 8 or more, and 11 or more in HADS questionnaire, respectively. The sensitivity, specificity, positive, and negative predictive values for ESAS were calculated. RESULTS: Of 216 patients analyzed, the median (range) score for depression was 2 (0-10) and anxiety 3 (0-10) using ESAS, and 6 (0-16) and 7 (0-19) using HADS, respectively. A cut off of 2 out of 10 or more in the ESAS gave a sensitivity of 77% and 83% with a specificity of 55% and 47% for depression and moderate/severe depression, respectively. A cutoff of 2 out of 10 or more in the ESAS gave a sensitivity of 86% and 97%, and a specificity of 56% and 43% for anxiety and moderate/severe anxiety, respectively. CONCLUSION: Our data suggest that the ideal cutoff point of ESAS for the screening of depression and anxiety in palliative care is 2 out of 10 or more. More research is needed to define the ideal cutoff point for screening of severe depression and anxiety

Walke, L. M., Gallo, W. T., Tinetti, M. E., & Fried, T. R. (2004). The burden of symptoms among community-dwelling older persons with advanced chronic disease. Arch.Intern.Med., 164, 2321-2324.
Abstract: BACKGROUND: Little is known about the frequency and range of symptoms experienced by community-dwelling older persons with advanced chronic disease who are not enrolled in hospice. The objectives of our study were to determine (1) the prevalence of a range of symptoms among older persons with advanced chronic disease and (2) whether the prevalence of symptoms is similar across diagnoses. METHODS: This was a cross-sectional study of the symptoms reported by 226 community-dwelling persons 60 years or older with advanced chronic obstructive pulmonary disease (COPD), cancer, or congestive heart failure (CHF). Symptoms were assessed using the Edmonton Symptom Assessment System. RESULTS: Virtually all participants (86%) experienced at least 1 symptom that rated moderate or severe, and most (69%) experienced 2 or more symptoms. The symptoms reported by the greatest proportion of participants were limited activity (61%), fatigue (47%), and physical discomfort (38%). Participants with COPD had a higher unadjusted mean +/- SD number of moderate or severe symptoms (3.3 +/- 2.1) than did participants with cancer (2.6 +/- 1.8; P = .03) or CHF (2.0 +/- 1.7; P<.001). After we adjusted for sociodemographic factors, compared with participants with CHF, participants with cancer experienced 38% (95% confidence interval, 9%-75%) more moderate or severe symptoms and participants with COPD experienced 71% (95% confidence interval, 37%-114%) more moderate or severe symptoms. CONCLUSIONS: Most community-dwelling older persons with advanced COPD, cancer, or CHF experienced multiple moderate or severe symptoms. The clinical care of community-dwelling older persons with advanced chronic illnesses would be enhanced by the identification and alleviation of the range of symptoms they experience

Walke, L. M., Byers, A. L., McCorkle, R., & Fried, T. R. (2006). Symptom assessment in community-dwelling older adults with advanced chronic disease. J.Pain Symptom.Manage., 31, 31-37.
Abstract: Brief symptom instruments are designed to assess symptoms while maintaining low respondent burden, but they may omit important information. Our objective was to determine whether a representative brief symptom instrument effectively captures the full symptom experience of older adults with advanced diseases. In this cross-sectional study, we interviewed 90 community-dwelling adults with cancer, congestive heart failure, or chronic obstructive pulmonary disease regarding the presence of symptoms in the prior 24 hours. Participants rated the intensity and bothersome nature of 15 symptoms--10 symptoms were included in the Edmonton Symptom Assessment Scale (ESAS) plus 5 supplemental symptoms. Participants reported similar proportions of ESAS and supplemental symptoms. Intensity and "bothersomeness" ratings frequently differed. Brief symptom instruments only provide a limited assessment of the respondent's symptom experience. The benefit obtained from incorporating both the intensity and bothersome nature of a longer list of symptoms may outweigh the potential increase in respondent burden.

Regional Palliative Care Program in Edmonton Alberta

http://www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html
MD Anderson Palliative Care

http://www.mdanderson.org/departments/palliative/dIndex.cfm?pn=1A15A49A-DB5B-11D4-810100508B603A14  

Agency for Healthcare Research and Quality Review of End of Life Care and Outcomes

http://www.ahrq.gov/clinic/tp/eoltp.htm
Patient Symptom Assessment Form (with constipation)
	Patient Name
	
	Date
	
	Time
	
	am  pm


Completed by: 1-Patient alone FORMCHECKBOX 
  2-Caregiver-Assisted FORMCHECKBOX 
  3-Health Professional-Assisted FORMCHECKBOX 
  
4-Caregiver alone*  FORMCHECKBOX 
  5-Health Professional alone* FORMCHECKBOX 

Please circle the number that best describes how you have been feeling during the last 24 hours.
	
	
	
	
	
	
	
	
	
	
	
	

	*No pain
	
	
	
	
	
	
	
	
	
	
	Worst possible pain

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No fatigue
	
	
	
	
	
	
	
	
	
	
	Worst possible fatigue

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No nausea
	
	
	
	
	
	
	
	
	
	
	Worst possible nausea

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No depression
	
	
	
	
	
	
	
	
	
	
	Worst possible depression

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	No anxiety
	
	
	
	
	
	
	
	
	
	
	Worst possible anxiety

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No drowsiness
	
	
	
	
	
	
	
	
	
	
	Worst possible drowsiness

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*No shortness of breath
	
	
	
	
	
	
	
	
	
	
	Worst possible shortness of breath

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	*Best appetite
	
	
	
	
	
	
	
	
	
	
	Worst possible appetite

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	Best feeling 

of wellbeing
	
	
	
	
	
	
	
	
	
	
	Worst possible feeling of wellbeing

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	Other problem
	
	
	
	
	
	
	
	
	
	
	

	No 
	
	
	
	
	
	
	
	
	
	
	Worst possible 

	0
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	

	
	
	
	
	
	
	
	
	
	
	
	

	* # days since last bowel movement
	
	days
	


*If the caregiver or health professional is completing the rating alone, only these symptoms are rated.

Source: Regional Palliative Care Program in Edmonton Alberta, http://www.palliative.org/PC/ClinicalInfo/AssessmentTools/AssessmentToolsIDX.html

Symptom Assessment Flow Sheet (with constipation)
	Patient Name
	
	ID#
	


*Completed by: 1-Patient alone  2-Caregiver-Assisted   3-Health Professional-Assisted   4-Caregiver alone   5-Health Professional alone
	Date
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Time
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed by*
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Pain
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Fatigue
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Nausea
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Depression
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Anxiety
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Drowsiness
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Shortness of breath
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Appetite
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Feeling of wellbeing
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total Distress**
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Other:
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	# days since last BM
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


	Date
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Time
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Completed by*
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Pain
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Fatigue
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Nausea
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Depression
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Anxiety
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Drowsiness
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Shortness of breath
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Appetite
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Feeling of wellbeing
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Total Distress
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	Other:
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

	# days since last BM
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	


**Total distress score is the sum of the scores for the 9 standard symptoms (range 0-90); do not include the patient-specific “other” symptom.

For more information:


� HYPERLINK "http://www.ihi.org/IHI/Topics/Improvement/ImprovementMethods/HowToImprove/" ��http://www.ihi.org/IHI/Topics/Improvement/ImprovementMethods/HowToImprove/� 








Act            Plan











Study           Do





Step 1: Plan


State objective and identify expectations.


Develop a plan. (Who? What? When? Where? Information/data to be collected?) 


�Step 2: Do


Try out the test on a small scale.


Collect information/data


Document problems and unexpected observations. 


�Step 3: Study


Set aside time to study the results.


Compare the results to your expectations. 


Summarize and reflect on what was learned. 


�Step 4: Act 


Refine the change, based on what was learned from the test.


Prepare a plan for the next test.








� See proposed condition in the Appendix.


� Langley GL, Nolan KM, Nolan TW, Norman CL, Provost LP. � HYPERLINK "http://www.ihi.org/IHI/Topics/Improvement/ImprovementMethods/Literature/The+Improvement+Guide+A+Practical+Approach+to+Enhancing+Organizational+Performance.htm" \o "The Improvement Guide" �The Improvement Guide: A Practical Approach to Enhancing Organizational Performance�. The Plan-Do-Study-Act cycle was developed by W. Edwards Deming (� HYPERLINK "http://www.ihi.org/IHI/Topics/Improvement/ImprovementMethods/Literature/NewEconomicsforIndustryGovernmentEducation.htm" \o "New Economics" �Deming WE. The New Economics for Industry, Government, Education�.).


� The M.D. Anderson Cancer Center procedure asks for the worst rating in the past 24 hours and the Regional Palliative Care Program procedure asks for the rating at the time of assessment. Because we anticipated weekly symptom assessments that routinely occur during the day, we opted to use the past 24 hours approach.


� Wong, D. and Whaley, L. (1986). Clinical handbook of pediatric nursing, ed., 2, p. 373. St. Louis: C.V.


Mosby Company. Available at NIH Pain Consortium � HYPERLINK "http://painconsortium.nih.gov/pain_scales/index.html" ��http://painconsortium.nih.gov/pain_scales/index.html� .
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