The following is a template which dialysis units may find helpful in developing their policies and procedures on advance care planning.

Advance Care Planning in Dialysis Facilities*

I.  Policy

It is the policy of (name of the dialysis facility) to respect the right of patients with decision-making capacity to execute advance directives documents and to have these documents respected by personnel of the dialysis facility.

II.  Rationale for the Policy

Adoption of these policies and procedures enhances the dialysis facility’s ability to provide the medical care sought by patients.  Their implementation is a major step in assuring respect for patient autonomy and the patient’s ability to exercise his or her right to self-determination concerning medical treatment.

III.  Definitions**

Advance Care Planning:  A process of communication among the patient, his/her family and friends, and the health care team in which the patient’s preferences for a health care proxy and for future medical care determined prospectively (sometimes including the completion of a written advance directive), updated periodically, and respected when the patient no longer has the capacity to participate in medical decision-making.

Advance Directive:  A statement by a patient with decision-making capacity expressing his/her preference for a health care proxy and/or for future medical care in the event he/she becomes unable to participate in medical decision-making.  All 50 states have one or more laws or regulations recognizing written advance directives and the rights of patients to have their wishes respected.  There are two types of written advance directives:  a living will (an instruction directive in which the patient gives directions for future medical care in the event of particular medical conditions, such as terminal illness or a persistent vegetative state); and a health care proxy (a proxy directive in which the patient designates a person to make decisions for him/her when the patient loses decision-making capacity).  In some states the health care proxy is referred to as a medical power of attorney or durable power of attorney for health care.  In some states both instruction and proxy directives may be combined into one advance directive form.  Some patients may want to state their preferences verbally to their family and to dialysis staff and not put them into writing.  Any expressed preferences should be documented in the patient’s dialysis medical record.  Such verbal statements constitute oral advance directives.  (Since written advance directives are preferable from a legal perspective, the remainder of this policy and procedure refers to written advance directives.)

Attending Physician:  A licensed physician with staff privileges in the dialysis facility who has primary responsibility for treatment of the patient.  (In the case of dialysis patients, this physician is likely to be the nephrologist primarily assigned to the supervision of the patient’s dialysis and related care.)  If more than one physician shares the responsibility for care of the patient, any of those physicians may act as the attending physician under this policy.

Decision-Making Capacity:  The capacity of a patient to 1) understand his/her medical condition; 2) appreciate the consequences (benefits and burdens) of various treatment options including non-treatment; 3) judge the relationship between the treatment options and his/her personal values, preferences and goals; 4) reason and deliberate about his/her options; and 5) communicate his/her decision in a meaningful manner.  Assessment of decision-making capacity is a clinical judgment made by the patient’s attending physician.

Health Care Agent, Proxy, Surrogate, Guardian, Medical Power of Attorney, or Durable Power of Attorney for Health Care:  A person, who in accordance with applicable state laws, has been selected by a patient or who, in accordance with applicable state laws, has been appointed, and has been given the authority to make informed health care decisions for the patient in the event the patient loses decision-making capacity.  The appropriate terminology may vary from state to state, but the intent to allow an individual to pre-assign decision-making authority to another person is common among all such instruments.  To the extent permitted by applicable state law, the health care agent may have the opportunity to be guided in his/her decision-making by prior knowledge of the patient’s wishes through conversations and/or the stipulations in a written advance directive.

Living Will:  The living will, also known as an instruction directive, indicates a patient’s wishes to be followed if he/she loses decision-making capacity.  Wishes may refer to care in the event of particular medical conditions such as a terminal illness or a persistent vegetative state.  The patient may indicate that he/she wishes under certain circumstances to have or continue treatments such as dialysis or CPR or to discontinue or refrain from such treatments.

Patient Without Decision-Making Capacity:  A patient who in accordance with the clinical judgment of the attending physician, clinical practice guidelines, and applicable state laws, has been declared to lack the capacity to:  1) understand his/her medical condition; 2) appreciate the consequences (benefits and burdens) of various treatment options including non-treatment; 3) judge the relationship between the treatment options and his/her personal values, preference and goals; 4) reason and deliberate about his/her own options; and 5) communicate his/her decision in a meaningful manner.

IV.  Procedures

A. 


(facility should designate a specific individual, committee or category of health professionals, i.e. social worker, nurse, clinician) will assume ultimate responsibility for assuring compliance with the advance directive policies and procedures and assuring that each patient is advised of his/her rights under the policies.  The responsible individual(s) will be well informed about advance directives and relevant state laws and will be comfortable with and capable of discussing issues related to death and dying.  The individual(s) will also have an awareness of how cultural diversity affects the views and concerns of persons of different ethnic and religious groups towards death and dying.  Designated staff should assure that their personal beliefs and values about death and dying are not imposed onto the patient and family.

B. All clinical staff will be made familiar with advance directives and will be oriented with the facility’s written policies and procedures.

C. Upon adoption of these policies and procedures, a determination of decision-making capacity will be made by the patient's attending or rounding physician or other licensed professional as allowed by state law on the patient’s admission to the dialysis unit, yearly, and whenever there is a change in the patient's neurological status.

D. A determination will be made if each patient has previously signed any type of advance directive authorized by state law.  Upon adoption of these policies and procedures, existing patients will be asked.  A new patient will be asked upon admission to a dialysis facility for the initiation of dialysis treatment.

E. If the patient has existing advance directives, he/she will be requested to provide a copy to the facility for placement in the patient’s dialysis medical record.  

F. If the patient, either new or existing, is unable to participate in discussions with staff of the facility, an effort will be made through discussion with the patient’s legal guardian or authorized health care proxy according to state law to determine if the patient has previously signed any type of advance directive.  An effort will be made to obtain a copy of any such advance directive for placement in the patient’s dialysis medical record.

G. Any existing advance directive document(s) will be reviewed and discussed with the patient if he/she is able to participate in such discussions.  The patient will also be asked if he/she is comfortable with the existing advance directive or desires to execute a new one.  
H. If the patient has not signed advance directives, the responsible staff member(s) will have a discussion with and provide written information to the patient about advance directives and applicable state laws regarding advance directives.

If the patient does elect to complete an advance directive document, the following are helpful questions to ask during the advance care planning process: 

· If you had to choose between being kept alive as long as possible regardless of personal suffering or living a shorter time to avoid suffering and medical procedures such as breathing machines and feeding tubes, which would you pick and why?

· Under what circumstances, if any, would you want to stop dialysis?

· Under what circumstances, if any, would you not want to be kept alive with medical means such as cardiopulmonary resuscitation, a feeding tube, or mechanical ventilation?

· Where do you prefer to die and who do you wish to be with you when you die?

(Applicable state forms for advance care planning can be obtained through Caring Connections, www.caringinfo.org)

a. Patients new to dialysis who have not signed advance directives will be approached within one month of initiation of dialysis therapy.  Since the prospect of beginning dialysis is overwhelming to most individuals, patients who have not previously signed advance directives may not wish to discuss or sign advance directives at the time of admission.  If at all possible, however, patients will be encouraged to complete a medical power of attorney to allow for a decision-maker in the event of an emergency.

I. If it is determined that the patient has not signed advance directives and the patient’s decision-making capacity is temporarily impaired due to a medical condition, e.g. uremia, the initial discussion of advance directives will be delayed until the patient can participate in the process.

J. If the patient does not have advance directives and does not wish to discuss or sign advance directives the first time he/she is approached, the topic will be approached again within three months.  However, regardless of whether the patient completes an advance directive, he/she will be asked to provide the name of a person he/she would want to make decisions for him/her in the event of incapacity.  This person’s name shall be documented in the advance directive section of the patient’s dialysis medical record. 

K. If the patient still does not elect to complete advance directives, his/her decision will be respected.  However, in conjunction with long-term care planning, or if the patient’s physical condition deteriorates, appropriate staff will once again offer to discuss advance care planning if the patient so desires.

L. When a discussion regarding advance directives occurs with the patient, the discussion, as well as the patient’s decision whether or not to sign advance directives, will be noted in the progress notes of the dialysis medical record.  The patient’s long-term care plan will include pertinent information on advance directives that will be regularly updated as needed.  

M. If the patient chooses to complete advance directives, the dialysis medical record will be marked in a manner that makes it readily apparent to staff that an advance directive exists.  There will be a standardized section of the patient’s dialysis medical record that is devoted to documenting end-of-life preferences.  A copy of the advance directives document(s) will also be maintained in the dialysis medical record in a form that complies with applicable state law, if any.

N. The patient’s advance directives, if any, will be reported at periodic patient care meetings to ensure that staff members are familiar with the existence of that patient’s advance directives.

O. Staff assigned to deal with advance directives in the facility will promptly notify any third party designated to act under the advance directives if circumstances arise which are addressed by the patient’s advance directive. 

P. The patient will be advised to discuss his/her advance directives and provide a copy of them to any person designated as a health care proxy or authorized to act under a health care power of attorney or similar advance directives.  The patient will also be advised to discuss his/her advance directives and provide a copy of the advance directives to one or more of the following groups of people: his/her personal physician, significant other, family, friend, attorney or religious adviser.  If the patient desires, a facility staff person will facilitate discussions with these individuals.

Q. Advance directives will be reviewed with the patient on a semi-annual basis, at approximately the time of the patient’s long-term care planning meeting, or more frequently if there is significant change in the patient’s physical condition, to determine if changes in the advance directives are necessary.  The facility will periodically review any health care proxy to ensure that the designated person can still act as proxy and that the contact information is current.  

a. If the patient alters his/her advance directives, the facility should document that the superseded advance directive was revoked.  If a copy of the revoked advance directive is maintained, it should be clearly marked to distinguish that it has been revoked.  (Facilities should determine if applicable state law mandates how revocation is documented.)

R. The dialysis patient or his/her health care proxy is responsible for giving a copy of his/her advance directive to health care professionals treating the patient.  With a signed release from the patient or proxy, the dialysis facility will provide a copy of the advance directives to the following:

a. A hospital at the time of any future admission;

b. Another dialysis facility upon permanent transfer or transient treatments;

c. Any treating physician, home health agency, hospice, nursing home or health maintenance organization which provide service to the patient; or

d. Any ambulance service, transportation provider or EMT, which provides transport to the patient. 

*Adapted in part from the National Kidney Foundation's booklet, Implementing Advance Directives: Suggested Guidelines for Dialysis Facilities.  Used with permission.

**Adapted in part with permission from the Robert Wood Johnson Foundation’s End-Stage Renal Disease Workgroup’s Recommendations to the Field, Model Policy and Procedure for DNR Orders in Dialysis Facility.

Refer to www.promotingexcellence.org/esrd for the Robert Wood Johnson Foundation’s End- Stage Renal Disease Workgroup’s final product.

This policy and procedure represents the work of the Kidney End-of-Life Coalition and does not necessarily represent the views of the above Foundations.
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