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	Questionnaire for the evaluation of psychosocial and spiritual needs of end-of-life patients receiving palliative care: ENP-E

	TOOL & INSTRUCTIONS OF ADMINISTRATION

	

	Version 2018.0 April 2018

	


	


	PSYCHOSOCIAL AND SPIRITUAL NEEDS OF 
END-OF-LIFE PATIENTS QUESTIONNAIRE (ENP-E)

	A) EVALUATION OF PSYCHOSOCIAL NEEDS (questions for the patient)

We are going to ask you a series of questions about how you feel, think, and about the activities you have been doing recently:

	QUESTIONS 
	Value

	1 
	How are you feeling (mentally)?
	

	
	(Not explored0      (Very bad5    (Bad4     (OK3    (Good2     (Very good1
	

	2
	Are you sad?
	

	
	(Not explored0    (Not at all1   (A little2  (Neither a lot nor a little3  (Quite a bit4  (Very much5
	

	3 
	Are you nervous?
	

	
	(Not explored0    (Not at all1   (A little2   (Neither a lot nor a little3 (Quite a bit4  (Very much5
	

	4
	How are you handling your situation?
	

	
	(Not explored0      (Very badly5    (Badly4     (OK3    (Well2     (Very well1
	

	5
	Do you speak openly with your family about your illness?
	

	
	(Not explored0      (Not at all5   (A little4   (Neither a lot nor a little3  (Quite a bit2  (Very much1
	

	6 
	Do you believe you need to know more about your illness?
	

	
	(Not explored0      (No1  (A little more2  (Indifferent3    (Quite a bit more4  (A lot more5
	

	7a
	Do you feel cared for/supported by your family members?
	

	
	(Not explored0      (Not at all5   (A little4  (Neither a lot nor a little3  (Quite a bit2   (Very much1
	

	7b
	Do you feel cared for/supported by your friends?
	

	
	(Not explored0     (Not at all5   (A little4   (Neither a lot nor a little3  (Quite a bit2  (Very much1
	

	8
	In general, do you feel satisfied with what you've done during your life?
	

	
	(Not explored0     (Not at all5   (A little4   (Neither a lot nor a little3  (Quite a bit2  (Very much1
	

	9
	Do you feel at peace? (no regrets or feelings of guilt)
	

	
	(Not explored0      (Not at all5   (A little4  (Neither a lot nor a little³  (Quite a bit2   (Very much1
	

	10
	Do you believe your life has meaning?
	

	
	(Not explored0      (No5   (A little4  (Neither a lot nor a little3   (Quite a bit2  (Very much1
	

	11 
	Do your beliefs and values help you in this situation?
	

	
	(Not explored0     (Not at all5   (A little4   (Neither a lot nor a little3   (Quite a bit2 (Very much1
	

	12 
	How would you evaluation your overall well-being?
	

	
	(Not explored0     (Very bad5    (Bad4     (OK3    (Good2     (Very good1
	

	RESULTS SECTION A.

	IF THE PATIENT HAS RESPONDED TO ALL OF THE QUESTIONS IN SECTION A (Q1-Q12),  INDICATE THE TOTAL SCORE (THE SUM OF ALL RESPONSES).
	

	DID THE PATIENT SCORE ≥4 ON ONE OR MORE OF THE KEY QUESTIONS (1, 2, 4, 10, 12)?
	(No

(Yes


	B) EXPLORATION OF WORRIES  (Questions for the patient)

Keeping in mind everything we have talked about, 
How worried are you about the following aspects of your life?: 

	13a
	Financial
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	13b
	Family
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	13c 
	Emotional
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	13d 
	Spiritual
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	13e 
	Physical discomfort
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	13f
	Is there anything else that you consider important that worries you?; 
How much does this worry you?
	( No other worries 
( Yes, specify:____________________
	

	
	(Not explored0   (Not at all1  (A little2  (Neither a lot nor a little3  (Quite a bit4 (Very much5
	

	RESULTS SECTION B

	HAS THE PATIENT EXPRESSED ANY WORRIES?
	(No

(Yes


	C) EXTERNAL SIGNS OF EMOTIONAL DISTRESS (ESD) (to be completed by the interviewer)
Rate the extent to which the following ESDs are evident (items 14a to 14f): 
0 = “Not present at all” to 10 = “totally present”

	14a
	Facial expression and behaviour (visible signs of sadness, fear, anger, nervousness…)
	(0-10):

	14b 
	Isolation (mutism, request to lower the blinds, refusal to accept visits, lack of hobbies/pastimes, lack of communication...)
	(0-10):

	14c 
	Demand for company/attention (constant complaints)
	(0-10):

	14d 
	Alterations in nighttime behaviour (insomnia, nightmares, unjustified requests for rescue medication, complaints...)
	(0-10):

	14e 
	Other signs (specify):
	(0-10):

	14f 
	Provide an overall assessment of the intensity of emotional distress in this patient
	(0-10):

	RESULTS  SECTION C

	DOES THIS PATIENT PRESENT EXTERNAL SIGNS OF EMOTIONAL DISTRESS?
	(No

(Yes


	Sections 
	ENP-E RESULTS AND DIAGNOSIS 

	 A 
	Questions for the patient

	Questions 1 to 12 
Total value (sum)
	( Unable to explore all of the questions. Recommendation: examine the unanswered questions at the next intervention and then re-evaluate the patient when all questions have been answered.
( <26  No complex psychosocial needs detected.

Recommendation: monitor the patient. 
( ≥26 and < 28. Borderline cases. Recommendation: explore the patient's needs in greater depth, taking into account responses to the key questions, any worries expressed, and the presence of external signs of distress to determine the need for specialized care.
( ≥28  and  ≤30:  Moderate alert for complex needs.  Recommendation: assess for specialized intervention.
( >30 and  ≤33: High alert  for complex needs. Recommendation: assess for specialized intervention.
( >33:   Severe alert for complex needs.    Recommendation: assess for specialized intervention.


	
	
	Key questions:
1, 2, 4, 10, 12.

Did the patient score ≥4 points on one or more of these questions? (not the total score)
	(No. No complex psychosocial needs detected.
(Yes, key question ≥4. Complex needs detected.  Recommendation: assess for specialized intervention.


	B
	
	Question 13. 

Does the patient have any worries?
	(No.  No complex psychosocial needs detected.
(Yes. Recommendation: initiate interventions to address the specific worries. 


	C
	Professional assessment
	Question 14 

Are any external signs of emotional distress evident in this patient?
	(No.  No complex psychosocial needs detected.
(Yes. Complex needs detected. Recommendation: assess for specialized intervention.



	QUESTIONNAIRE "EVALUATION OF PSYCHOSOCIAL AND SPIRITUAL 
NEEDS OF END-OF-LIFE PATIENTS (ENP-E)": INSTRUCTIONS OF ADMINISTRATION


Goal of the ENP-E
The ENP-E is a tool to measure the psychosocial and spiritual needs of palliative care (PC) with advanced disease or end-of-life (EOL) patients.
Design and structure of the ENP-E 


The questionnaire consists of 14 items (some containing more than one question) designed to comprehensively assess the most important psychosocial needs of EOL patients. All the questions have been carefully formulated to avoid causing emotional distress. 


Response options are given on a 5-point Likert-type scale to make it easy for patients to answer the questions and to facilitate coding by the healthcare professional. Higher scores indicate greater psychosocial needs. Although all of the scales follow the same “less to more” pattern (i.e., ascending order)—that is, from "very bad" to "very good", from "not at all" to "very much", from "not meaningful" to "extremely meaningful"—scoring of the response options can vary from item to item. For this reason, the point value for each response option is indicated by a number given in superscript (from 0 to 5 points).

The external symptoms contributing to the patient’s emotional distress (question 14) are scored by the healthcare professional on a numeric scale ranging from 0 to 10, with 0 indicating “not at all present” and 10 “fully present.”

Dimensions of the ENP-E
The ENP-E evaluates four dimensions:
1. Emotional/well-being

2. Social support 

3. Spirituality

4. Information

· Emotional/well-being dimension: This dimension consists of 7 items designed to evaluate the patient's mood, emotional reactions, primary concerns, and overall sense of well-being. One question specifically evaluates the healthcare professionals perception of external signs of emotional distress: 
· Item 1. How are you feeling?
· Item 2. Are you sad?
· Item 3. Are you nervous?
· Item 4. How are you handling this situation?
· Item 12. Keeping in mind what we’ve discussed, how would you evaluate your overall well-being?
· Item 13. Keeping in mind everything we’ve talked about, how concerned are you about these aspects?: Financial; family; emotional; spiritual; physical discomfort; finally, is there anything else that concerns you and that is important for you? Item 13 contains six questions about potential worries and the intensity of these worries.
· Item 14. This question is designed to allow the healthcare professional to assess the presence and intensity of external signs of emotional distress. Rate the extent to which the following external signs of emotional distress are present (items 14a–14f), with 0 indicating “not present” and 10 indicating “fully present”: facial expression and behavior; isolation, demands for company/attention; changes in nighttime behavior; and any other signs not described by the patient and the intensity of these signs, and the healthcare professional's overall estimation of the patient's level of emotional distress.
· Social support dimension: This dimension consists of 2 items (one of which is subdivided into two questions) that explore aspects related to social support from family and friends (feeling protected or cared for):
· Item 5. Do you speak openly with your family about your illness?
· Item 7a. Do you feel cared for/supported by your family members? 7b. Do you feel cared for/supported by your friends?
· Spiritual dimension: This dimension consists of 4 items that explore aspects related to spirituality and that examine patient beliefs and values about life and the illness:
· Item 8. In general, do you feel satisfied with what you’ve done during your life?
· Item 9. Do you feel at peace? 
· Item 10. Do you believe that your life has meaning?
· Item 11. Do your beliefs and values help you in this situation?
· Information dimension: This dimension has one item designed to measure the patient's need for detailed information about their illness.
· Item 6. Do you believe you need to know more about your illness? 
When and how to administer the ENP-E 

1. The questionnaire is designed for cognitively competent patients with advanced disease. Patients are considered competent when they can maintain a coherent conversation without any evidence of significant cognitive impairment. If there are doubts about the patient’s cognitive status, a cognitive impairment test (Pfeiffer, MMSE, etc.) should be administered.

2. The ENP-E should be administered during the standard interview performed two to three days after admission. However, the instrument should be administered only to willing patients. Repeated administration of the ENP-E can provide valuable information on variations in patients’ psychosocial needs and emotional distress during the end-of-life trajectory, as well as the elements that influence these needs and feelings. These data will be of great help to healthcare professionals in their daily efforts to maximize patient wellbeing. 
3. The order of the questions on the ENP-E follows the logical order of a routine healthcare provider interview. For this reason, we strongly recommend asking the questions in the order they are presented on the questionnaire (i.e., from 1 to 14). The questionnaire should be administered as part of the routine psychosocial examination carried out by the psychologist or social worker.
4. If the patient does not understand the question, we suggest rephrasing the question, adapting it to the patient’s language level and cultural context (examples of questions or instructions similar to the originals are given at the end of this text).
5. One way to introduce the questionnaire to the patient and to foster a trusting relationship with the patient might be the following: “Now I’d like to ask you some questions to better understand how you’re feeling, what problems or worries might be affecting you currently...” or “It would be good for us to understand in greater depth how you're feeling, your biggest concerns, your needs....” “If it’s OK with you, we can start now...or, if you prefer, we can come by later... your responses to these questions will help us to get to know you better so that we can try to help you with those things that most concern you.” 
6. The final section (C) involves the health care professional's evaluation of external signs of emotional distress (ESED)—“Does this patient show external signs of emotional distress?”.  In this section, the healthcare professional is asked to evaluate all ESEDs observed during the interview or the day prior to the interview. In the “other signs” section, the healthcare professional can note any ESEDs that are present but not listed on the questionnaire.
7. The aim of the ENP-E is therapeutic, and all efforts should be made to avoid causing any iatrogenic harm. For this reason, if you detect any discomfort or an increase in emotional distress in the patient related to administration of the questionnaire, the interview should be terminated. 
8. This assessment should, therefore, be performed during the healthcare interview with the patient. It is important to find the most appropriate time during this interview to introduce and administer the questionnaire, making sure not to interfere with the natural, patient-led communication process. Preferably, the instrument would be introduced in a natural manner, after some general conversation on the topic.
Who should administer the ENP-E? 

The ENP-E is designed to be administered primarily by a psychologist or social worker, within a relational context. 

This questionnaire is not only a tool to assess the psychosocial needs of patients at the end of life, but it is also intended to allow patients to express themselves and their concerns, and to promote the therapeutic relationship. The hope is that, to the extent possible, the ENP-E test results can be discussed with the patient’s caregiving team during interdisciplinary meetings  to develop a consensus-based therapeutic plan.
Interpretation of the ENP-E scale
Scores on the scale can range from 13 to 65 points.
A score ≥ 28 indicates the presence of complex needs, ranging from moderate to severe. In such cases, specialized treatment should be considered. 
Scores < 28 do not necessarily mean that the patient has no psychosocial and/or spiritual needs; rather, scores below 28 indicate that the psychosocial needs complexity ranges from not complex to borderline complex.
· Scores < 26: No evidence of complex needs. Follow-up monitoring is recommended.
· Scores ≥ 26 but < 28. Borderline cases. In these patients, the patient’s needs should be explored in greater depth to determine if specialized care is needed. This evaluation should consider the patient's responses to key questions (particularly any worries expressed by the patient) and external signs of emotional distress.
Section B of the Exploration of Worries does not figure in the total score, but these concerns must be considered for specific examination where necessary. Worries refers to the specific factor(s) influencing the patient's emotional distress and, therefore, psychosocial needs. Once the patient’s concerns have been identified, the next step is to consider specifically address those concerns and to monitor the progress. 
Some of the items (or questions) have been shown to discriminate better than others. These key questions are A1 (How are you feeling?), A2 (Are you sad?), A4 (How are you handling your situation?), A10 (Do you believe that your life has meaning?), and A12 (How would you evaluate your overall well-being?). Scores ≥ 4 on any of these questions are possible warning signs of psychosocial need. 
The presence of ESEDs correlate with the patient’s psychosocial needs. Patients with psychosocial needs present more ESEDs, and therefore it is essential to pay attention to these behavioral and communicative elements. If the presence of ESDs are detected, the patient should undergo a specialized evaluation.
GUIDE TO ADMINISTERING THE ENP-E
1. ALTERNATE FORMULATIONS 

Although the ENP-E has been designed to be easily understood by patients, in some cases a patient may not understand a particular question. In these circumstances, the interviewer should try to clarify the question or, alternatively, ask a similar question that is better suited to the patient's language level and cultural context. Some suggestions are provided below.
· Item 1. How are you feeling? This refers to the overall state of mind. 
· Item 2. Are you sad? The synonyms "down" or "depressed" can also be used.
· Item 3. Are you nervous? This refers to whether the patient is uneasy, worried, or anxious. 
· Item 4. How are you handling your situation? This refers to the patients’ self-perceived ability to deal with his or her condition—that is, the patient's belief in his or her own "inner" resources.

· Item 5. Do you speak openly with your family about your illness? This is intended to evaluate the patient-family communication style about the illness. Conceivably, this could be an indicator of a “conspiracy of silence.” You could also ask the patient if he or she talks with their family about how things are going, whether things are getting better or worse, or about the course of the illness.
· Item 6. Do you think you need to know more about your illness? The aim of this question is to ascertain whether patients need more information about their situation and illness. 
· Item 7. Do you feel cared for/supported by others? This question seeks to identify the level of emotional or practical support from family and others (friends, neighbor, co-workers, etc.). Clearly, the question also seeks to determine whether the patient, in general, feels cared for, understood, and supported. 
· Item 8. In general, do you feel satisfied with the things you have done during your life? This refers to how patients evaluate their lives in relation to their families, friends, work, achievements, etc. This evaluation, in general terms, is usually dichotomous—that is, either positive or negative.
· Item 9. Do you feel at peace?  This question indicates whether patients feel at ease with themselves, reconciled, blameless, if they feel forgiven, etc. 
· Item 10. Do you believe your life has meaning? This question refers to whether patients, despite their current circumstances (due to the illness), continue to believe that they have things to live for and reasons to go on living. 
· Item 11. Do your beliefs and values help you in this situation? This question aims to determine the role that religious and spiritual elements play in the patient’s life, as resources that are available to face the situation or as a way of seeing life.
· Item 12. Keeping in mind everything we’ve talked about, I’m going to ask you now about your concerns. To what extent do the following aspects worry you?: family; mood; financial matters; work; beliefs; physical discomfort; the illness. This question examines the concerns and perceived importance of these aspects, both for patients and their families.
· Item 13. In summary, and taking into account what we’ve discussed, how would you assess your overall well-being?  This assesses, in overall terms, the patient's suffering or well-being. This is an indicator (of suffering/well-being) that encompasses and summarizes the totality of the evaluated dimensions (biomedical, psychological, social, and spiritual). If the patient does not understand the meaning of “well-being,” the concept of “distress” can be used instead (and appropriately noted on the questionnaire).
· Item 14. Can external signs of emotional distress be observed in the patient (facial expression and behavior, isolation, demands for company/attention, changes in nighttime behavior, etc.)? Assess to what degree these are present. This question indirectly analyzes the well-being/emotional distress of the patient based on the presence of external signs of emotional distress. It is intended to identify those aspects of the patient’s behavior that suggest the presence of emotional distress, with each individual sign rated on a scale from 0 to 10, whether present or not. If the healthcare professional observes other symptoms, these should be noted in the “others” section and quantified. 
2. HOW DO WE JUSTIFY REPEATING SOME QUESTIONS? 

To facilitate participation in the study (either the patient or a family member) and to create a trusting climate that allows for the open expression of concerns and needs (by  both the patient and the family member or caregiver, as is usual in psychological interviews), it is important to consider the following:
· Presenting the study: You could begin by saying: “We are carrying out a study to learn about the primary concerns and needs of patients and family members, in order to provide them with best care. We would like to know if you would like to participate...” 
· We may also ask you the same questions you have already been asked by some of our colleagues. For example: “In this study, don’t be surprised if we ask you questions that some of our colleagues may already have asked, such as ‘How many children do you have?’ or ‘What have they explained to you about your illness?’ If this happens, please accept our apologies in advance.”
Observation: Although it may seem obvious, it is important to keep in mind that the answers to some questions can be found easily simply by checking the patient’s medical records. In this way, we can avoid bothering or tiring the patient. For example, instead of asking, “How many children do you have?” we can make the following modification: “From what I've seen in our records, you have three children and one of them lives away from home. Is that correct?” In other cases, it may be better not to ask the question at all (that is, just directly record the answer on the questionnaire), since the information (e.g., types of treatment received or age) is provided in the medical history. In this way, do not need to ask the patient or family member directly.
3. HOW CAN WE JUSTIFY ASKING UNCOMFORTABLE QUESTIONS? 

For example, when we begin the interview with the patient (initial greeting, reason for our visit, possibility of repeated questions, etc.), we can comment “as a psychologist (or social worker), I’m going to ask you some questions for this study, some of which may make you uncomfortable, or that you may simply not wish to answer. If that is the case, feel perfectly free to decline to answer, and we’ll just continue with the remaining questions, provided you feel comfortable doing so.”
With the support of: 
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