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Stratis Health Palliative Care Measurement Pilot 


Patient-Level Data Collection Tool – Data Dictionary 
	NUMBER, SECTION, AND INDICATOR NAME

	OPTIONS 
	EXPLANATION
	FORMAT

	
	Background
	
	
	

	1
	Community/program name
	
	What is the name of your community/program (answer this as you have for past Stratis Health Palliative Care Initiative paperwork)?
	Text

	2
	Name of person doing data collection
	
	Use the name of whoever is entering this data for the first time.  
	Text

	3
	Date of data collection (MM/DD/YYYY)
	
	When was data first entered into this form?
	Date

	
	Tracking information
	
	
	

	4
	Patient Identifying Number 
	
	Use a unique patient identifier (If you will share this, do NOT use the patient’s name or medical record number, this is for patient confidentiality/ HIPPA).  If you will share this, assign an identifier to each patient and track this in your own files, then use only that identifier when you fill out this form. 
	Number

	5
	Who referred the patient to palliative care?
	Family member
	Someone may have suggested that the patient be referred to palliative care. If this is the case, who referred the patient?  
	Dropdown menu

	
	
	Friend
	
	

	
	
	Physician
	
	

	
	
	Nurse
	
	

	
	
	Social worker
	
	

	
	
	Chaplain or clergy
	
	

	
	
	Other
	
	

	
	
	Don’t know
	
	

	6
	Patient gender (M/F)
	
	Patient’s gender
	M/F

	7
	Is race documented in the clinical record? (Y/N)
	
	
	Y/N

	8
	If yes, indicate if applicable: Caucasian or White (Y/N)
	
	A person having origins in any of the original peoples of Europe, the Middle East, or North Africa.
	Y/N

	9
	If yes, indicate if applicable: Black or African American (Y/N)
	
	A person having origins in any of the black racial groups of Africa. Terms such as “Haitian” or “Negro” can be used in addition to “Black or African American.”
	Y/N

	10
	 If yes, indicate if applicable: Asian, Hawaiian or other Pacific Islander (Y/N)
	
	A person having origins in any of the original peoples of Hawaii, Guam, Samoa, or other Pacific Islands, or the Far East, Southeast Asia, or the Indian subcontinent, including, for example, Cambodia, China, India, Japan, Korea, Malaysia, Pakistan, the Philippine Islands, Thailand and Vietnam. 
	Y/N

	11
	If yes, indicate if applicable: American Indian or Alaskan Native (Y/N)
	
	A person having origins in any of the original peoples of North and South America (including Central America), and who maintains tribal affiliation or community attachment.
	Y/N

	12
	If yes, indicate if applicable: Other (Y/N)
	
	
	Y/N

	13
	If yes, indicate if applicable: Hispanic ethnicity (Y/N, unable to determine)
	
	A person of Cuban, Mexican, Puerto Rican, South or Central American or other Spanish culture or origin. The term “Spanish origin” can be used in addition to “Hispanic or Latino.”
	Y/N

	14
	Date of initial palliative care encounter (MM/DD/YYYY)
	
	When was the patient first seen for palliative care services?
	Date

	15
	Date of discharge (MM/DD/YYYY)
	
	When was the patient taken off of palliative care program services (for any reason)?  Leave blank if not applicable.
	Date

	
	Health History
	
	
	

	17
	Primary diagnosis area related to palliative care admission
	Cancer
	What primary diagnosis or conditions does the patient have?  (Source of options: CAPC inpatient recommendations).
	Dropdown menu

	
	
	Cardiac
	
	

	
	
	Gastrointenstinal
	
	

	
	
	Genetic
	
	

	
	
	Infectious/ immunology
	
	

	
	
	Metabolic
	
	

	
	
	Neurologic/ Neurodegenerative
	
	

	
	
	Other
	
	

	
	
	Pulmonary
	
	

	
	
	Renal
	
	

	
	
	Trauma
	
	

	
	
	Vascular
	
	

	18
	Reason(s) for initial palliative care consultation (indicate Y/N for EACH of the following):
	
	What were the reasons for the patient’s initial palliative care consultation?  Answer each of the following questions independently.
	

	19
	Pain or other symptoms
	
	Symptoms include physical, and psychological (ie, depression, anxiety)
	Y/N

	20
	Advance care planning/POLST (Provider Order for Life Sustaining Treatment)
	
	Patient needed assistance in developing an advance care plan or to completing a health care directive or POLST form
	Y/N

	21
	Goals of care discussion
	
	Patient needed to discuss goals for their care.
	Y/N

	22
	Psychosocial support
	
	Patient referred due to a need for psychosocial assessment, mental health resources, or any resources related to their psychological or social status.
	Y/N

	23
	Spiritual care support
	
	Patient referred due to a need for spiritual and/or religious support.
	Y/N

	24
	Hospice referral/discussion
	
	Patient either referred to palliative care from hospice due to not needing hospice services, or patient is a potential candidate for hospice services in the future but not yet (palliative care to be used as a transitional program for patient).
	Y/N

	25
	Patient lacks community resources
	
	Patient lacks community resources: patient needs social, emotional, and other community support due to lack of family or friends to assist (resources such as Meals on Wheels, spiritual support, counseling, personal hygiene assistance, etc).
	Y/N

	26
	Frequent hospital/emergency department use
	
	Patient is a frequent user of intensive care unit, emergency room, or urgent care services.  No requirement for defining “frequent use” – this is a subjective reason for an initial palliative care consultation; admissions or visits may have increased in frequency over last 6-12 months.
	Y/N

	27
	Referral by family or community member
	
	A non-clinician family or community member spoke to the patient or a member of the palliative care team/program and suggested that the patient be referred to palliative care services.
	Y/N

	28
	Other
	
	Any reason not listed above
	Y/N


heiake parallel to other items. Compelte this sentence.end when all other options have been read first. Can't pick other until 
	
	Problem screening, assessment and management
	
	
	

	29
	Was the patient given a general pain assessment? (Y/N, not documented)
	
	There should be evidence in the patient’s documentation that the question was asked of the patient “do you have pain/discomfort?” or something similar.
	Y/N

	30
	If yes, date of first pain assessment (MM/DD/YYYY)
	
	
	Date

	31
	Type of standardized pain scale used
	Numeric
	Numeric is a scale of 1 to 10.  
	Dropdown menu

	
	
	Verbal
	Verbal is mild, moderate, severe.  
	

	
	
	Observation
	Observation could be ‘patient unable to report’, ‘does not exhibit any signs of pain’, ‘holding arm’, ‘heart rate up or acute’, ‘facial grimacing’, etc (a description of the pain).
	

	
	
	Not documented
	
	

	
	
	None
	
	

	32
	What was the pain severity rating?
	Not documented
	Based on the pain scale used, translate the pain severity into one of these standard options.  These options are standard based on medical/nursing practice and training.
	Dropdown menu

	
	
	None (0)
	
	

	
	
	Mild (1-3)
	
	

	
	
	Moderate (4-6)
	
	

	
	
	Severe (7-10)
	
	

	33
	Was a clinical assessment of pain completed? (Y/N, not documented)
	
	A clinical assessment is a more in-depth assessment than the previous question about general pain assessment.  The key is in the detail, in which the clinician asks for more questions to get a description of the patient’s pain, with the goal of being able to more accurately treat their problem through medicine or intervention.  Questions or observations would indicate a clinical assessment: location of pain, what makes it better or worse, if it’s constant or intermittent, if it’s throbbing/aching/shooting sensation/etc., if it interferes with sleep or activity. The answer to this question is more likely to be yes if the initial pain assessment was a moderate or severe rating.
	Y/N

	34
	If yes, date of clinical pain assessment (MM/DD/YYYY)
	
	This may be the same date (and occur during the same assessment) as the first pain assessment.  
	Date

	35
	Type of standardized pain scale used
	
	Same as above first pain scale description.

	Dropdown menu

	
	
	Numeric
	Numeric is a scale of 1 to 10.  
	

	
	
	Verbal
	Verbal is mild, moderate, severe.  
	

	
	
	Observation
	Observation could be ‘patient unable to report’, ‘does not exhibit any signs of pain’, ‘holding arm’, ‘heart rate up or acute’, ‘facial grimacing’, etc (a description of the pain).
	

	
	
	Not documented
	
	

	
	
	None
	
	

	36
	What was the pain severity on clinical assessment? 
	Not documented
	Same as above.
	Dropdown menu

	
	
	None (0)
	
	

	
	
	Mild (1-3)
	
	

	
	
	Moderate (4-6)
	
	

	
	
	Severe (7-10)
	
	

	37
	Was treatment for pain initiated? (Y/N, not documented)
	
	Is there record that some sort of pain medication or pain treatment was initiated or prescribed for the patient?
	Y/N

	38
	If yes, date first pain treatment was initiated (MM/DD/YYYY)
	
	
	Date

	39
	Was the patient assessed for dyspnea? (Y/N, not documented)
	
	Traditionally, dyspnea has not been assessed well and is fairly subjective.  Answer “yes” to this question if the patient was asked about dyspnea, shortness of breath, or related inquiries.
	Y/N

	40
	If yes, date of first dyspnea assessment (MM/DD/YYYY)
	
	
	Date

	41
	Type of scale used to measure dyspnea
	Numeric
	Numeric is a scale of 1 to 10.  
	Dropdown menu

	
	
	Verbal
	Verbal is mild, moderate, severe.  
	

	
	
	Observation
	Observation could include leaning forward or limiting activity due to shortness of breath.
	

	
	
	Not documented
	
	

	
	
	None
	
	

	42
	Did the assessment indicate the patient had dyspnea? (Y/N, not documented)
	
	
	Y/N

	43
	What was the dyspnea severity rating?
	Not documented
	Based on the dyspnea scale used, translate the dyspnea severity into one of these standard options (similar to the pain ratings, these options are standard based on medical/nursing practice and training).
	Dropdown menu

	
	
	None (0)
	
	

	
	
	Mild (1-3)
	
	

	
	
	Moderate (4-6)
	
	

	
	
	Severe (7-10)
	
	

	44
	Was treatment for dyspnea initiated? (Y/N, not documented)
	
	Treatment may include actions such as oxygen applied, patient encouraged to sit up, prescription of medications (brochodilator or opiod, for example), or patient instructed on a breathing technique
	Y/N

	45
	Date of dyspnea treatment initiation (MM/DD/YYYY)
	
	
	Date

	46
	Is there documentation of a discussion of the patient’s spiritual concerns? (Y/N)
	
	The patient’s records may have a note that a caregiver/
provider/clinician with your palliative care program asked about spiritual concerns, religion, beliefs, etc.  This may be defined loosely.  If there is documentation that the patient was asked (whether or not the patient wished to discuss spiritual concerns does not matter), answer yes.
	Y/N

	47
	If yes, date of first discussion of spiritual concerns (MM/DD/YYYY)
	
	
	Date

	48
	Does the patient’s clinical record contain any legally recognized advance directive? (Y/N)
	
	This might include Five Wishes or Honoring Choices.  This is NOT the same as POLST.
	Y/N

	49
	If No, is there documentation of a discussion about an advance directive or that the patient has no advance directive? (Y/N)
	
	
	Y/N


	
	Other information
	
	
	

	50
	If the patient has been discharged from palliative care services, what was the primary reason the patient was discharged (if applicable)?  Please select ONE.
	Death
	
	Dropdown menu

	
	
	Transferred to hospice
	Patient’s needs progressed to fit hospice eligibility criteria and patient agreed to hospice services,, so they were transferred from specifically palliative care services
	

	
	
	Services not needed any longer
	Patient no longer had need for services provided by palliative care program
	

	
	
	Patient decided to end services
	Patient decided to end services. For example: moved away from community or personal choice
	

	
	
	Patient moved out of service area
	Patient moved out of the area served by this palliative care program
	

	
	
	Other
	
	

	
	
	Not documented
	
	

	51
	Where does/did the patient live while receiving palliative care services? Please select ONE.
	Home/apartment
	A house, apartment, or any other location where the patient is living alone and without other individuals or staff living in the same home or unit with them.
	Dropdown menu

	
	
	Independent senior housing
	This includes a housing community where the patient may have their own home/apartment/unit, but are a part of a community of older individuals.  Some care may be provided, such as Meals on Wheels or other community support, but the care provided is less than in assisted living
	

	
	
	Assisted living
	This includes a community with more active support for those in need, but on an as-needed basis with more autonomy for the patient.  The Minnesota Home Care Association definition applies: independent senior living apartments with services available such as social activities, meals, housekeeping, and home health aide services such as medication administration, mobility assistance, or personal care assistance.
	

	
	
	Nursing home
	This is a housing community with 24/7 care for those who cannot care autonomously for themselves.  One example is a skilled nursing facility.
	

	
	
	Other
	Anything not listed in the above options is considered to be “Other.”
	

	
	
	Not documented
	The patient’s place of residence is unknown.
	

	53
	How many emergency department visits did this patient have in the 6 months prior to initiation of palliative care that you are aware of?
	
	If you are able, provide the number of times the patient visited/was admitted to the emergency department over the 6 months before the start of palliative care.


	Number

	54
	How many inpatient stays did this patient have in the 6 months prior to initiation of palliative care that you are aware of?
	
	If you are able, provide the number of times the patient was admitted to the hospital as an inpatient (not the number of days stayed) over the 6 months before the start of palliative care.
	Number

	55
	How many inpatient days (sum of all inpatient days spent in hospital) did the patient spend in the hospital in the 6 months prior to initiation of palliative care that you are aware of?
	
	If you are able, provide the total number of days the patient was in the hospital as an inpatient – across all visits – over the 6 months before the start of palliative care.
	Number

	56
	How many emergency department visits has this patient had since the initiation of palliative care that you are aware of?
	
	If you are able, provide the number of times the patient has visited/has been admitted to the emergency department since they started receiving palliative care.
	Number

	57
	How many inpatient stays has this patient had since the initiation of palliative care that you are aware of?
	
	If you are able, provide the number of times the patient has been admitted to the hospital as an inpatient (not the number of days stayed) since they started receiving palliative care.
	Number

	58
	How many inpatient days (sum of all inpatient days spent in hospital) has the patient spent in the hospital since the initiation of palliative care that you are aware of?
	
	If you are able, provide the total number of days the patient has been in the hospital as an inpatient – across all visits – since they started receiving palliative care.
	Number
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