END OF LIFE CARE INSERVICE
Toward the end of life, our clients and their families make choices about how the person wants to be cared for as death approaches. It is important that their choices are honored and that the person is treated with respect and dignity. If the person decides not to have medical care to prolong their life, they may still choose to receive palliative care. Palliative care focuses on treating symptoms and providing emotional and spiritual support.
Some people choose hospice care for end-of-life care. Hospice care involves a specially trained team who treat the person, not the disease. Their focus is to allow the person to live their last days without pain and other symptoms as much as possible. They provide palliative care to improve the person’s quality of life.
In the final stages of a life-limiting illness, it can become evident that, despite the best care, attention, and treatment, your client is approaching the end of their life. The client’s care continues, although the focus shifts to making the patient as comfortable as possible. Depending on the nature of the illness and the patient’s circumstances, this final-stage period may last from a matter of weeks or months to several years. Palliative care measures can provide the patient with medication and treatments to control pain and other symptoms, such as constipation, nausea, or shortness of breath.
In order to listen to and support a person through the dying process, you must have good communication skills. Effective communication is the key to creating a trusting relationship. This is critical in all relationships but may need to occur very quickly with a dying person and their family.
Effective communication helps you understand the person’s needs and maintain their quality of life as the end nears. In addition, these skills will help you communicate with the family and other staff. Think about how we communicate and the emphasis of the words we use. But communication is more than words. Communication also occurs through symbols, such as signs. Body language is also a form of communication.
Always think about how you communicate with a dying person. If you show fear in your face, if you have an expression of disgust because of a smell, or if you roll your eyes when you see certain family members come in, you are sending the person the message that you cannot be trusted. You must be sensitive and know how to communicate.
In order to communicate effectively, you must be sensitive to your tone of voice, the speed at which you speak, and the clarity of your speaking. These skills help the listener understand what your words mean. You can make it easier for the person to understand your meaning if you consider the following.
COMMUNICATION AND LISTENING
When Speaking
· Use words that you know are familiar to the person.
· Speak clearly and slowly.
· Look directly at the person.
· Be at the person’s eye level.
Listening means both hearing the other person’s words and observing their body language. The sense of hearing is the last to go when a person is dying. It is especially important for you to be aware of what you are communicating. Even if the person seems unresponsive to other stimuli, they may still hear you.
Listening takes time, but being relaxed and unhurried when you talk or are listening will help put the person at ease. Show your interest by making eye contact, leaning toward them, and nodding as you talk. Whenever you can, keep your face at the same height as theirs. Sit, squat, or kneel close to their bed or chair.
Good Listening Skills
· Stop what you are doing so that you can listen.
· Make eye contact.
· Sit down and stay at the person’s eye level.
· Prevent distractions, such as personal pagers and cell phones.
· Keep your body language positive.
· Validate what you hear the other person saying by repeating it in your own words to confirm understanding.
Understanding and Reporting Pain
How you react to a person who reports pain may affect the quality of their life. How quickly you report their pain may make a difference in whether it is managed or not. Pain management is an important part of the person’s care.
Unrelieved pain affects a person’s quality of life and overall well-being. Pain can also create problems in the person’s immune system, affecting how their body fights infection, as well as other body systems. This can lead to further deterioration in the person’s health.
Pain is defined as whatever the person says they feel as pain. You must accept what a person says about their pain and its severity. Report on their pain in the same way as they described it to you. Pain cannot be measured objectively, like temperature or pulse. Although their pulse might be elevated when they feel pain, you cannot interpret someone else’s pain yourself. Believe what the person says to you.
You need to learn how to read the patient’s nonverbal expressions to know if they are in pain when they are unable to communicate verbally with you.
The person’s facial expressions may include:
· Furrowed brow.
· Grimace.
· Expression of fear.
· Expression of sadness.
· Tense muscles around the frown.
· Wrinkled forehead, mouth, and eyes.
The person’s physical movements may include:
· Restlessness.
· Fidgeting.
· Agitation.
· Absence of movement.
· Slow movements.
· Cautious movements.
· Guarding or bracing.
· Rigidity.
· Generalized tension.
· Rubbing a body part.
What you might hear:
· Groaning.
· Moaning.
· Crying.
· Noisy breathing.
· Saying things like “Ouch!” or “Don’t touch me.”
Pain Treatment and the Caregiver’s Role
The most common treatment for pain is medication. Many drugs are available today to treat a person’s pain. Typically, a combination of drugs is used to manage severe pain caused by cancer or chronic illness. Physicians and other health care providers select what drugs to use.
Your input about the person’s experience is a critical part of this decision-making process. The team must clearly understand what type of pain the person is experiencing. They will use the information from the person’s pain assessment.
In addition to communicating your knowledge about the person’s pain, you are also responsible for reporting any side effects or undesired effects from the pain medication, or a lack of effect.
As one of the person’s primary caregivers, you will find caring for someone who is dying a rewarding experience. Your approach to this care should focus on support and caring. If you provide care in this manner, you will find that both the person and their loved ones are very grateful. You will also find that, as death nears, your caregiving will shift from assisting with the activities of daily living to promoting comfort.
When a Client Needs Medication but Cannot Take It Independently
Our caregivers are not permitted to administer medication. If a client needs medication but cannot take it independently, the caregiver must promptly arrange assistance through the appropriate contacts. A request from the client or family does not change this restriction.
1. Observe and listen. Ask the client what they are experiencing. Note any pain, discomfort, difficulty swallowing, confusion, or inability to handle their medication. Do not decide which medication or dose the client needs.
2. Contact the appropriate care provider promptly. Follow the client’s care plan to contact the hospice nurse, treating nurse, or other designated health care provider. Report the client’s symptoms and explain that they cannot take their medication independently. Notify your agency supervisor as well.
3. Arrange authorized assistance. Ask your supervisor or the care team to coordinate help from a nurse or the family member responsible for medication under the care plan. Do not assume that any available family member is prepared to give medication. Confirm who will respond and when.
4. Do not prepare or administer the medication yourself. Do not select doses, place medication in the client’s mouth, give liquid medication, apply medicated patches, or give injections. Do not crush pills, open capsules, or mix medication into food or drinks. Difficulty swallowing must be reported so the medical team can determine an appropriate alternative. Altering pills can change how they work.
5. Provide comfort while waiting. Stay with the client as needed, offer reassurance, reduce noise, and help with comfortable positioning according to the care plan. Do not pressure the client to take medication or attempt to give anything by mouth if they are unable to swallow safely.
6. Follow up if help is delayed. If the first contact does not respond, use the next contact or on-call number in the care plan and notify your supervisor again. Report worsening symptoms immediately. For a life-threatening emergency, follow the client’s documented emergency or hospice plan; if no clear plan is available, call 911.
7. Document and communication. Record the time, the client’s own description of symptoms, your observations, whom you contacted, instructions received, and the response. Document that the client could not take the medication independently and that you did not administer it. Share unresolved concerns with your supervisor and the next caregiver.
The caregiver’s responsibility is to recognize the need, report it promptly, help obtain authorized assistance, and support the client’s comfort. If the client can no longer manage medication independently, notify the supervisor so medication support can be addressed in the care plan.

PROMOTING COMFORT
Ask the person about the room’s temperature. Be sure the room is not too hot or too cold. Remember that what you consider a comfortable room temperature may be different from what the person finds comfortable.
If you cannot adjust the room temperature, use other measures, such as removing blankets if the person is too hot or adding blankets if they are too cold. Be sure the person has enough blankets nearby so that they can use additional covers if they get cold in the middle of the night. Be sure to check on them throughout the night if they are unable to do this on their own.
Limit noise at night. Do not have conversations in the person’s room or outside their door.
Lower the lights in the hallway at night.
In addition, encourage the person to take rest periods during the day. This may simply mean quiet times of reading or listening to music. Understanding how the person likes to relax and prepare for sleep will help you know what to do.
Change the person’s position frequently, every two hours. Use pillows for supportive positioning unless ordered not to. Sometimes repositioning is painful. It is helpful to use an extra folded sheet as a repositioning tool to avoid stress on the client’s body.
Change the person’s clothing and bedding to keep them clean and dry.
Keep the person well-groomed and apply makeup if appropriate.
Give frequent skin care to prevent or reduce skin breakdown.
Give mouth and lip care frequently because the dying person often breathes through their mouth.
Spend time talking to the person. Listen with understanding and let the person know how special you feel to be with them.
CHANGES YOU MAY SEE IN A CLIENT AT END OF LIFE
Nervous System Changes
Nervous system changes may/will include:
· Aphasia.
· Lethargy.
· Seizures.
· Changes in mental status.
· Agitation.
· Restlessness.
· Confusion.
· Delirium.
· Dementia.
· Hallucinations.
What you may observe is the person having difficulties putting their thoughts into words. They will have less energy and will sleep more. Sleep will become deeper over time.
Restlessness, agitation, and anxiety are common as the person is dying. You may see the person pulling at bed linens, thrashing about, twitching, or making jerky movements. The patient may be confused, forgetful, or disoriented at times. They may develop seizure activity.
Circulatory System Changes
Circulatory system changes you may see in a client:
· Edema.
· Hypothermia.
· Syncope.
· Angina.
As the circulatory system slows, blood flow decreases to the extremities—the arms and legs. The person may complain of being cold and feel numbness in their legs. Their arms and legs may feel cool to the touch.
Their skin may have a pale-yellow pallor. The extremities may turn blue or purplish and be mottled due to decreased circulation. There may be fluids or edema in the extremities.
Respiratory System Changes
Respiratory system changes you may see:
· Congestion/terminal.
· Cough.
· Dyspnea or terminal breathlessness.
As the respiratory system changes, you may observe what is called a “death rattle,” a rattle in the patient’s chest. The patient may cough frequently. The patient may show signs of apnea, which will increase.
Digestive System Changes
· Constipation.
· Diarrhea.
· Bowel incontinence.
· Nausea and vomiting.
· Bowel obstruction.
· Anorexia.
· Dehydration.
· Dry mouth.
· Oral lesions.
· Dysphagia.
Urinary System Changes
· Bladder spasms.
· Urinary incontinence.
· Urinary retention.
RECOGNIZING THE FINAL PHASE OF LIFE
We can all help families by recognizing, acknowledging, and explaining these changes when death is near.
Coolness
Extremities are cool to touch, with dusky, mottled, purplish color and pale or gray-blue nail beds.
· Provide warm blankets or clothing.
Less Alert
Drowsy, sleepy, hard to awaken, with eyes open but not focused.
· Always assume the resident can hear, smell, and feel.
· Talk and touch gently and respectfully.
· Don’t talk in the room as if the client is absent.
Terminal Alertness
A spurt of energy and mental clarity shortly before dying.
· Educate the family about this possibility.
· Encourage the family to take this time for close communication and goodbyes.

Disorientation and Delirium
Waxing and waning confusion and hallucinations.
· Reassure the person. Offer orienting information if that is calming or go along with the client’s reality if that is more helpful.
· Educate the family that there may be a period of “terminal alertness.”
Restlessness
Picking, pulling, and turning.
· Use gentle massage, reassuring talk, or music.
· Distinguish this from delirium, pain, or inadequate oxygen.
Decreased Intake
Diminished appetite, thirst, and ability to take food.
· Offer refreshing tastes, sips, ice chips, mouth care, and mouth swabs.
· If unable to swallow, give mouth care only, using mouth swabs.
· Note that this is natural and usually does not cause suffering.
· Apply lip balm to the lips to keep them moist.
Apnea
Pauses in breathing last longer than previously, and labored breathing.
· Turn the head to the side.
· Prop up with pillows.
Incontinence and Decreased Urine Output
· Use incontinence pads.
Distressing Physical Appearance or Odor
· Increase the intensity of personal care for cleanliness.
· Provide hair and facial care to create a more familiar appearance.
· Use oil of wintergreen in the room for odor control.
Vital Signs
Decreased blood pressure; variable pulse, respiration, and temperature.




END OF LIFE CARE INSERVICE QUIZ
Write the correct term(s) in the blank space(s) provided.
1. The type of end-of-life care called ____________________ ____________________ focuses on treating symptoms and providing emotional and spiritual support.
2. The type of end-of-life care that treats the person, not the disease, is called ______________________________.
3. Name two effective communication skills to use when speaking to a person who is dying.
__________________________________________________________________________________________________________________________________________________________________________________________________
4. Name two good listening skills to use when communicating with a person who is dying.
__________________________________________________________________________________________________________________________________________________________________________________________________
5. List at least five things you can do to help a dying person be more comfortable.
_____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
6. List five physical symptoms you may see when death approaches.
_____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
7. List 10 ways a person expresses pain.
______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
8. What can you use to reposition a client to lessen the stress on their body?
__________________________________________________________________________________________________________________________________________________________________________________________________

9. List 5 changes you may see in a client who is at end-of-life?
____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
10.  The most common treatment for pain is medication. If a client needs to be given medication what are the steps you should take?
______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
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