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Chapter 1: Nutrition Assessment at the End of Life   
 
Introduction 
When an individual has a serious illness and is unable to consume enough food and fluid, the 
health care team and patient or their surrogate must begin to consider ways to maintain 
nutritional status. An individual’s goals of care (palliative, curative, or restorative) play into 
nutrition care-planning decisions.  
 
At the end of life, anorexia or decreased appetite, difficulty swallowing, or other conditions can 
interfere with eating and digestion and/or absorption of food and nutrients, resulting in altered 
nutritional status. If indicated and desired, artificial nutrition and hydration (ANH), also known as 
enteral nutrition (EN), or more commonly known as tube feeding can be provided. A thin, flexible 
tube is inserted directly into the stomach, bypassing the mouth and esophagus. EN is preferred 
over parenteral nutrition (infusion of nutrition through the vein) when the gastrointestinal (GI) 
tract is healthy because it helps to stimulate or maintain gut function, causes fewer 
complications, and is the least invasive and least expensive route for providing ANH (1). 
 
Making the choice as to whether or not to initiate tube feeding, particularly near the end of life, 
can be difficult and emotional. This manual will outline options for end-of life care, including   
comfort-guided nutrition care (often referred to as palliative care). It will discuss the risk and 
benefits of enteral nutrition at the end of life, and provide practical information on the initiation 
and monitoring of tube feeding if it is desired. The Policies and Procedures, Regulatory 
Information, and Appendix provide supporting materials.  
 
Individuals that are nearing the end of life will require a nutrition plan of care that is based on 
nutrition screening and assessment, input from the patient and their family or surrogate, and 
input from the facility interdisciplinary team (IDT). Goals of care (palliative, curative, or 
restorative) should be outlined and used to help determine the plan of care. Decisions about the 
initiation, continuation, or discontinuation of ANH should be made the same way other health 
care decisions are made by evaluating the risk and potential benefits, goals of treatment, and 
patient preferences (2).  
 

Advance Directives Regarding Nutrition and Hydration 
The Patient Self-Determination Act, a federal law enacted in 1991, requires that individuals be 
informed about their right to participate in health care decisions, including their right to have an 
advance directive. Individuals must not only be informed of nutrition options, but deemed 
competent to make decisions. A competent individual is defined as someone who is informed 
and able to make their own healthcare decisions. If a person is considered competent, he or she 
may change or cancel advance directives at any time. A surrogate is someone who is an 
authorized proxy that will act in the resident’s/patient’s place if that individual loses the ability to 
make their own decisions about healthcare. If the individual is not able to participate in decision- 
making, their advance directive, if one exists, can help guide the IDT.  
 
There are two main types of advance directives, living wills and durable powers of attorney. 
They are both legal documents that allow individuals to convey their decisions about end of life 
care to family, friends and health care professionals. Unfortunately, some documents, such as a 
Do Not Resuscitate (DNR) don’t specify whether interventions such as tube feeding or IV fluids 
are desired. A living will stipulates the type of care the individual desires to sustain life, including 
tube feedings; while a durable power of attorney identifies the individual’s surrogate or proxy, 
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who will make health care decisions when the individual is not capable of making their own 
decisions.  
 
The gold standard for advance care planning would be that an individual and family or surrogate 
hold thoughtful conversations about end of life decisions, provide detailed documentation of a 
person’s wishes, and have a well-informed surrogate decision-maker (3). However, many 
individuals have not addressed and/or documented their end of life wishes. Studies show that 
about 4 in 10 Americans age 65 and older do not have advance directives or have not written 
down their goals for end of life medical treatment (4). 
 
In January 2016, the Centers for Medicare and Medicaid Services (CMS) implemented a new 
rule that allows Medicare to cover advance care planning discussions between health care 
professionals (physician and nurse practitioners) and patients (5). Conversations can be held in 
medical offices or facility settings. Two new current procedural terminology (CPT) codes, 99497 
and 99498, have been developed to allow billing for initial and follow-up advance planning 
conversations (6).  

 
Healthcare facilities usually request advance directives upon admission so that the individual, 
their surrogate, and the IDT all understand the individual’s desires in end of life situations. 
Advance directives should be reassessed when a significant decline in condition occurs. A 
Sample Advance Directive can be found in the Appendix of this manual. Advanced directive 
forms for each state can be downloaded at:  
http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3289.   
 

End of Life Care Planning 
When a decline in status is observed, the plan of care will usually change for a patient/resident. 
More information on care planning can be found in Chapters 5 and 6, and the Appendix. The 
following guidelines can help provide clarity to the IDT for developing a plan of care. 
 

 The IDT should initiate an accurate and complete assessment (including nutrition 
assessment by the RDN or designee), review the medical record, and determine if the 
care plan was implemented correctly and appropriately by qualified staff. Interventions 
should be evaluated. The plan of care should be changed based on the desires of the 
individual.  

 End of life decisions should be initiated only after the IDT is confident that all other 
medical and nutritional interventions have been presented and/or implemented.  

 The medical record should contain the individual’s advance directive documents such as 
the Living Will and/or Durable Power of Healthcare/Medical Attorney to indicate the 
individual’s end of life desires. These documents should be revisited with the patient 
and/or representative to assure they are still appropriate.  

 If no advance directives regarding artificial nutrition and hydration are on file, and it 
appears necessary to initiate such interventions to sustain life, a member of the IDT 
should consult with the patient/resident and/or surrogate to determine the individual’s 
desires. In some facilities one individual (such as the physician, registered dietitian 
nutritionist, or nurse manager) might be designated to have these sensitive 
conversations. Facility protocols should be in place so that a patient/family/surrogate is 
not approached repeatedly.  

http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3289
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 The individual’s choices for end of life care should be documented in the medical record. 
Advanced directive forms for each state can be downloaded at 
http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3289.   

 If the patient and/or surrogate are in agreement that aggressive measures are not 
indicated, the physician should write an order for ―comfort measures only‖ or ―palliative 
care‖ (depending on facility protocols) and orders followed based on the facility’s 
definitions of comfort or palliative care. Referral to hospice care may be initiated, if 
appropriate and desired. Facility staff should honor the individual’s wishes and provide 
care delivery as determined via the physician’s order.  

 If artificial nutrition and/or hydration is desired, orders should be written and the plan of 
care carried out as outlined in the upcoming pages of this document.  

 The care plan should be updated as needed to reflect the end of life decisions made by 
the individual or the individual’s surrogate. Interventions as described in the plan of care 
should be implemented and revised as necessary to reflect the individual’s needs and 
choices to provide the highest quality of life possible. 
 

The Role of the Registered Dietitian Nutritionist (RDN) 
The RDN plays a significant role on the interdisciplinary team (IDT) including serving as an 
advocate for the patient and providing medical nutrition therapy (MNT) to meet the individual’s 
changing goals for care. The RDN can also play an integral role in ethical deliberations with the 
IDT and/or an individual regarding end of life nutrition care (7). A variety of skills are necessary 
to help facilitate these conversations, including clinical skills, negotiation skills, and ability to 
provide understanding and empathy. The RDN can also play a role in establishing facility ethics 
policies, participating in ethics committees, and educating patients, families, and health care 
professionals on the risks and benefits of tube feeding at the end of life. The Academy of 
Nutrition and Dietetics (Academy) Practice Paper titled ―Ethical and Legal Issues in Feeding and 
Hydration‖ is a valuable tool for RDNs and can be accessed by Academy members at 
http://www.eatrightpro.org/resource/practice/position-and-practice-papers/practice-
papers/practice-paper-ethical-and-legal-issues-in-feeding-and-hydration. 
 

End of Life Medical Nutrition Therapy 
Regardless of the nutrition care plan, nutrition screening and the Academy’s Nutrition Care 
Process should be implemented with changes made as needed to assure goals of care are met.  
 
Nutrition Screening  
Each health care facility or agency should have a solid nutrition screening policy in place to 
identify level of risk for undernutrition or malnutrition and to make appropriate referrals to the 
registered dietitian nutritionist (RDN). The nutrition screening process should focus on 
identifying risk factors that may contribute to unintended weight loss, undernutrition, 
dehydration, poor food/fluid intake, and inability to eat independently. It is important to use a 
validated nutrition screening tool and to rescreen individuals after any significant change in 
condition. (Refer to the next page for a list of Validated Nutrition Screening Tools). 
 
In outpatient settings, The Self MNA® Mini Nutritional Assessment may be useful (found at 
http://www.mna-elderly.com/forms/mini/mna_mini_english.pdf. The DETERMINE Your Health 
Checklist may also be used in outpatient or home and community based settings, and it can be 
found at http://nutritionandaging.fiu.edu/downloads/NSI_checklist.pdf.  

 

http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3289
http://www.eatrightpro.org/resource/practice/position-and-practice-papers/practice-papers/practice-paper-ethical-and-legal-issues-in-feeding-and-hydration
http://www.eatrightpro.org/resource/practice/position-and-practice-papers/practice-papers/practice-paper-ethical-and-legal-issues-in-feeding-and-hydration
http://www.mna-elderly.com/forms/mini/mna_mini_english.pdf
http://nutritionandaging.fiu.edu/downloads/NSI_checklist.pdf

