
 
 
 
 

Hospice & Palliative Care Association of New York State  
Palliative Care Information Act Resource  



 
 

Table of Contents 

I. What is Palliative Care & How is it different from Hospice? 

a) Palliative Care Defined 

b) Hospice Defined 

c) How is Palliative Care Different from Hospice? 

II.  Appropriateness 

a) Who needs Palliative Care? How do I know this person is appropriate for Palliative 
Care? 

b) What is the benefit of Palliative Care? 

i. For the patient & family 

ii.  For the provider 

III.  Timing  

a) When is a Hospice referral appropriate based on diagnosis? 

IV.  Communication 

a) How do I begin the conversation? 

b) How do I engage the family in the conversation? 

c) Cultural considerations for communication 

d) Spiritual considerations for communication 

V. Access 

a) How is Palliative Care paid for? 

b) How do I find a Palliative Care Provider? 

VI.   Role 

a) What is the continuing role of the Primary Care Provider when a Palliative Care 
 referral is made? 
 

VII.        Additional Resources 
 
 
 
 
 
 
 



 

I. What is Palliative Care & how is it different from Hospice? 

�x Question: What is Palliative Care?  

Palliative Care 



the family; the Hospice team works with the patient and family to develop a personalized plan of 
care that incorporates what is important to the patient and the caregiver 















The findings of a recent study called, ‘Early Palliative Care for Patients with Metastatic Non–
Small-Cell Lung Cancer’ which was reported in the New England Journal of Medicine Article 
state that compared with patients receiving standard care, patients who received palliative care 
early after diagn-3.g(s)-5its 



Predicting a life-expectancy of 6 months or less usually involves a significant, documented 
deterioration in physical status/function such as weight loss or decreased function and/or an end-
stage disease. Decline may also be due to refusal of treatments, medications or hospitalization 
aimed at improving or stabilizing an advanced disease.  
A patient can be appropriate for hospice even without a specific end-stage disease (see 
DECLINE IN STATUS).  

�x AMYOTROPHIC LATERAL SCLEROSIS

1. CRITICALLY IMPAIRED BREATHING CAPACITY occurring over the past 12 months 
with ALL of the following: a) dyspnea at rest; b) supplemental O2 at rest; c) no ventilator or 
ventilator only for comfort. A vital capacity <30% is supportive, if available OR  

 (ALS): Patients tend to have a constant 
overall rate of decline, whether rapid or slow. They should have 1 OR 2 OR 3 below:  

2. RAPID PROGRESSION AND CRITICAL NUTRITIONAL IMPAIRMENT with ALL of the 
following in the past 12 months: a) bed-bound; b) barely or unintelligible speech; c) pureed diet; 
d) major assist in all ADLs; e) insufficient oral intake; f) continuing weight loss; g) NO 



1. PT > 5 SEC. OVER CONTROL OR INR. 1.5 AND Albumin < 2.5 AND  
2. ONE OF THE FOLLOWING: a) refractory ascites or non-compliance; OR b) spontaneous 
bacterial peritonitis; OR c) hepato-renal syndrome; OR d) refractory encephalopathy or non-
compliance; OR e) recurrent esophageal variceal bleeding despite treatment  
3. SUPPORTIVE: a) weight loss>10%; b) muscle wasting/loss of strength; c) continued alcohol 
consumption; d) hepatocellular cancer; e) HBsAg positive; or f) hepatitis C refractory to 
treatment 

�x LUNG DISEASE
1. Dyspnea at rest and minimal exercise tolerance (with FEV1 <30% IF AVAILABLE) and 
progression of disease with increased ER visits, hospitalizations or MD home visits (documented 
serial decrease in FEV1 40 ml/year if available) AND  

: patients should have 1 AND 2; factors in 3 are supportive  

2. pO2 <55 mmHg ON ROOM AIR OR O2 SAT < 88 ON O2 OR Pco2 >50 mm Hg  
3. SUPPORTIVE: a) cor pulmonale; b) weight loss.10% in past 6 months; c) HR > 100/min at 
rest  

�x KIDNEY DISEASE

1. Not seeking dialysis or transplant or stopping dialysis AND  

: patients should have 1 AND EITHER 2 OR 3; factors in 4 and 5 
are supportive  

2. Creatinine clearance < 10 cc/min (<15 FOR DIABETICS) OR LESS THAN 15 cc/min WITH 
CHF (< 20 cc/min FOR DIABETICS) OR  
3. CREATININE > 8 mg/dl (> 6 FOR DIABETICS)  
4. SUPPORTIVE FOR ACUTE RENAL FAILURE: a) mechanical ventilation; b) cancer; c) 
chronic lung disease; d) advanced heart disease; e) advanced liver disease; f) sepsis; g) AIDS; h) 



C. Signs; 1) systolic BP<90 or postural hypotension; 2) ascites; 3) venous, arterial or 
lymphatic obstruction; 4) edema; 5) pleural/ pericardial effusion; 6) weakness; 7) change 
in LOC  
D. L



underscore, and these can be powerful motivators. By preparing for the worst—by making a 
living will, naming a health care  proxy, preparing financial matters, or settling family affairs— 
patients can address fears, clarify priorities, and strengthen relationships with loved ones, all 
components of a good death identified in empirical studies of patients with life-threatening 
illnesses. Furthermore, some patients ma



                 Patient Says:      Physician Responds: 

I hope that the treatment will help me out. 

I’m also hoping that the treatment will help 
you. If it works, what will be the most 
important thing for you to do? I wonder, also, 
if you would be willing to talk about what we 
should do in case the treatment doesn’t work. 

I’m concerned that talking about what might 
happen will be overwhelming. 

Well, talking about what might happen can be 
frightening at first, but most patients I have 
worked with have found it helpful in the long 
run. 

I’m worried that talking about ‘what happens 
if’ would be giving up. 

I understand your concern, but we are not 
talking about giving up 

I don’t want to talk about what I’m worried 
about. 

Okay, I realize that talking about worries can 
be a hard thing to do. If you do want to talk 
about these issues in the future, I would be 
open to it. 

I hope that 



F = FEELINGS related to the illness, especially fears 

�x What are you most concerned about? 
�x Do you have any specific fears or worries right now? 
�x I imagine you have had many different feelings as you have coped with this illness. 
�x Sometimes people have fears that they keep to themselves and don’t tell their doctor. 

I = IDEAS and explanations of the cause of a symptom or illness 

�x What do you think might be going on? 
�x What do you think this pain means? 
�x Do you have ideas about what might have caused this illness? 

F = FUNCTIONING , the illness’ impact on daily life 

�x How has your illness affected you day to day? 
�x What have you had to give up because of your illness? 
�x What goals do you have now in your life? How has your illness affected your goals? 
�x How does this illness affect important people in your life? 

E = EXPECTATIONS of the doctor & the illness 

�x What do you expect or hope I can do for you today? 
�x Do you have expectations about how doctors can help? 
�x What do you hope this treatment will do for you? 
�x What are your expectations about what might happen with this illness? 
Reference:

 
 End of Life/Palliative Education Resource Center  

Talking About Treatment Options and Palliative Care: A Guide for Clinicians At Time of 
Diagnosis: Begin to Understand Your Patient’s Priorities and Goals 
 
When patients first learn that they have a potentially life-limiting illness their focus is on curing 
the disease. However, there are opportunities as an initial plan of care is developed to discuss the 
benefits of advance care planning and the differences between curative and palliative care. 
Introducing the concept of palliative care as care focused on alleviating symptoms even as you 
work to cure the illness will allow you to continue referencing palliation of symptoms, optimizing 
functional capacities and the importance of psychosocial support for the patient and the family. 
 
The questions in this document, when introduced during a conversation about treatment options 
can provide clinicians with information about what is important to the patient. Simply asking one 
or two of these questions can lead to future discussions about palliative care and present the 
patient with an opportunity to explore the topic with you when they are ready. 
 
As we think about treatment options, what is one thing about you that you think is important to 
share with me? 

�x What is your biggest fear when you think about your diagnosis? 
�x What is your biggest fear about the treatments we have discussed? 
�x What does quality of life mean to you? 
�x As things progress, how much do you want to know about your disease and all the 



 
When Treatment May Not Be Working: Exploring End-of-Life Options 
At some point, it may become apparent that continued treatments are not likely to offer any 



Understanding Your Patient’s Needs: Responding to Patient/Caregiver Inquiries 
Listening to what your patient is saying or not saying is a crucial part to understanding their 
needs. Questions a patient may ask you are listed below, along with what they might be thinking 
and truly wanting to know. 
 

When a Patient/Caregiver Asks… They Might be Thinking… 

What are my chances? 
Realistically, how likely is it that this will 
work? 
 

What would you do if you were me? 

I am overwhelmed, and I need help or 
guidance in making these decisions. 
 
 
 

How long do I have?                                                           

I feel like I am dying… 
Or 
I am scared about facing death, but I don’t 
have the words to express this… 
 Or 
I really want to know what a realistic time line 
is so I can make good choices and get things in 
order… 
 

What are the options? 
This isn’t working. I want to try something 
else. 
 

Reference
 

: CaringInfo.org  
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�x Question: How do I engage the family in the conversation? 

A cornerstone procedure in Palliative Care is leadership of family meetings to establish goals of 
care, typically completed at a time of patient change in status, where the value of current 
treatments needs to be re-evaluated. As with any procedure, preparation is essential to ensure the 
best outcome.  
 

Following is a framework overview for ‘Preparing for the Family Meeting.’ 
Data Review: Review the medical history relevant to the current medical situation (e.g. history 
of disease progression, symptom burden, past treatments, treatment-related toxicity, and 
prognosis). 

�x Review all current treatments (e.g. renal dialysis, artificial nutrition, antibiotics) and any 
positive and/or negative treatment effects. 

�x Review all treatment options being proposed 
�x Determine the prognosis with and without continued disease-directed treatments. 

Prognostic information includes data concerning future patient function 
(physical/cognitive), symptom burden, and time (longevity). 

�x Solicit and coordinate medical opinions about the utility of current treatments among 
consultants and the primary physician. If possible, families need to hear a single medical 
consensus—all relevant clinicians should be contacted and consensus reached prior to the 



meeting. If the consultants do not agree, then prior to the family meeting they should 
meet to negotiate these differences and attempt to reach consensus regarding the plan. If 
there is no consensus, a plan should be developed for how to describe these differences to 
families. 

�x  If the patient lacks capacity, review any Advance Directive(s), with special attention to 
discover if the patient has named a surrogate decision maker, and if the patient has 
indicated any specific wishes (e.g. DNR status, ‘no feeding tubes’).  

�x Seek out patient/family psychosocial data. Focus on psychological issues and family 
dynamics (e.g. anger, guilt, fear) potentially impacting decision making. These issues 
may be long-standing, or due to the current illness. Note: talking to the patient’s social 
worker, bedside nurses, and primary and consulting physicians can help you get a better 
sense of the family and how they make decisions.   

o Review what transpired in prior family meetings.  
o Learn about particular cultural/religious values and/or or social/financial issues 

that may impact decision making. 

Information Synthesis     





4. Using the ‘D word’ if relevant: when a patient is clearly deteriorating and death is likely 
within the next days to weeks, or even a few months, it is appropriate to use the word 
dying in the conversation. Both patients and surrogates find that saying the word dying, if 
done compassionately, is helpful in clearing what is often a confusing and frightening 
situation.  I’m afraid we have run out of options to shrink the cancer. Based on your 
declining function, I believe you are dying.  
  

5. Silence   Whether or not you use the word dying, when you have presented bad news 
(such as information about disease progression), the next step is for you to allow silence, 
and let the family/patient respond. In truth, no matter what you might imagine the 
response from the patient/family to be once the bad news is delivered, you really cannot 
predict their emotional reaction (e.g. relief, anxiety, anger, regret, fear). This silence can 
be uncomfortable; resist the urge to fill it with more facts as they will not be heard. Not 
all patients/families express emotions at this point and instead respond practically (Well, 
what happens next then?). This is fine, but you need to wait, silently, to see what 
response the patient/family demonstrates.   In addition, even practical questions have 
underlying emotions (Are you sure? Or – There must be something you can do?). It is 
important to respond to both the factual aspect of the question (Yes I am sure. Or – There 
are no more effective treatments available.), as well as the emotional level (I wish I had 
better news for you.  Or – I wish our treatments worked better than they do.). 

When the patient/surrogates openly acknowledge that current treatments are no longer effective, 
that death is coming, they will generally ask one or all of the following questions: How 
long? What will happen? Will there be suffering? What do we do now?  Your response at this 
point should be to address prognosis in terms of time, function, and symptoms, as best you can. 
Authors: David E Weissman MD, Timothy Quill MD, and Robert M Arnold MD 
Reference
 

: End of Life / Palliative Education Resource Center  

Following is a concise overview of running a family meeting:  
Moderating a Family Conference ~ Family Conference Process Steps 

1. Why are you meeting? Clarify conference goals in your own mind. What do you hope to 
accomplish? 

2. Where: A room with comfort, privacy and circular seating. 
3. Who: 



o Defer discussion of decision making until the next step. 
o Respond to emotional reactions (See Fast Facts #29, 59). 

7.





and biases that are derived from their own culture of origin and from the biomedical world view 
of their professional training.  Medicine itself is a cultural system with its own specific language, 
values, and practices that must be translated, interpreted and negotiated with patients and their 
families. This article describes two cases that raise issues about cross-cultural end-of-life practice 
and suggests strategies for negotiating common problems. 
Reference
American College of Physicians–American Society of Internal Medicine 2002, Vol. 136 (9), pg. 
673-679  

: Strategies for Culturally Effective End-of-Lif e Care 
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�x Question: What are the Spiritual considerations for communication





�x As we plan for your medical care near the end of life, in what ways will your religion and 
spirituality influence your decisions? 

Reference
 

: End of Life / Palliative Education Resource Center  

Religious traditions and their impact on healthcare decision-making: This resource for clinicians 
includes brief articles on 




