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Do you agree with this basic definition of family? 

How would you define family? 
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What is helpful? 

John S. Powell said in his book describing the benefit of opening communication 

from the inside out, Will the Real Me Please Stand Up?, "whatever is not openly 

expressed in a relationship becomes a subtle form of destruction.”

According to Dr. Albert Ellis, psychologist,  "when every member of the family 

realizes that every individual is entitled to different feelings and needs, it can be 

possible to let go of unrealistic expectations. This reduces the frustration level and 

anger can be avoided.“ Not to say eliminated!

What is unhelpful? 

Unresolved crisis, neglect, irrational behaviors, estrangement, incarceration

What is abuse? 

Verbal, emotional, sexual, criminal ways of communicating and existing with 

each other. Often the abuse is generational.

Add the stress of a terminal illness to any of these patterns and the family will be 

stretched along w/their communications with each other. A skillful member of the 

4



IDT can assist families in finding ways to communicate that promote healing in spite of 

the stresses of EOL care. 
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There are many types of personalities. These are a few that are frequently present 

in a family system. Although “out of towner” is not a true personality type, it is a 

persona that can challenge family dynamics and the partnership that has been 

fostered w/the health care team. 

It takes thoughtful preparation among IDT members in communicating and 

managing the more difficult personalities. Often it is wise to work in pairs when 

dealing w/family members who have a tendency to manipulate, bully or have an 

addiction disorder. 

CARE GIVERS - Non-care giver types may feel fear or impotency at the thought 

of care giving which can create feelings of frustration among family and trickle 

down to health care providers

PEACE MAKERS - They can be helpful in times of emotional outbursts. They 

can also keep a family from saying what is really on their mind for fear of 

repercussions
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OUT OF TOWNER - Living out of town may be literal or symbolic. 
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MANIPULATOR – A clear plan based on the participant values may shift once the participant 

speaks to this person. Example: The participant does not want to continue chemo therapy based on 

the accumulating side effects and in spite of the chemo possibly giving “more time”, the quality of 

life is not satisfactory.

BULLY – May be verbally or physically abusive as a means of convincing participant or family 

members to follow what they deem best for the sick person. 

ADDICT – The addiction may be overt or covert. It may be the participant or the family member. 

If it is a family member, the participant often keeps the information secret or exposes the person 

with addiction but often finds themselves manipulated by the needs of the addict.

We are taught that people with dementia will readily mirror the attitude that you bring with you as 

you provide care. If you are tired and frustrated, they will often be resistant to your care. If you are 

upbeat and playful, they will often join you in the process of the day. Be aware that your attitude 

or energy is also noted by people who don’t have dementia. Healthier people make a choice about 

how they respond to you and the attitude that you bring.  Your approach is instantly assessed by 

the participant and family, and most of the time they don’t share it with you but will treat you 

accordingly. People who have fewer coping skills such as the Manipulator, Bully or Addict may 

become defensive in the wake of your apprehension, fear or defensiveness. It is extremely 

important to identify when you are being triggered and to seek counsel from team members in 

sorting through best ways to approach the difficult person. My experience is that even the most 

difficult person wants to be recognized for doing something good.
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IDT awareness and ability to adjust to various communication styles, values and 

opinions while acknowledging diversity and seeking consensus within a family 

system is crucial. 
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Trauma may complicate family communications. Sometimes as a provider you are aware of past & 

current traumas within families, sometimes not. Sometimes you are told the story of trauma in the 

middle of a family meeting, sometimes you are told while standing at the door ready to leave the family 

meeting or at the end of a home visit. Sometimes you hear of it in a whisper, sometimes through tears, 

and sometimes through shouting on either side of the participants bed. 

Tell a story of your experience.

If you don’t have one, share this true story… the details have been changed to protect privacy.

A 70 y/o frail man is being cared for at home by his daughter. The daughter tended to be anxious 

needing much reassurance that she was providing appropriate physical care. As he declined, she was 

especially uncomfortable in providing incontinence care, “my dad would not want me to do this.” The 

palliative/hospice team provided much reassurance and encouragement and she managed to continue to 

do the work of caring for her father. 

During one particular nursing visit the grand daughter arrived. The mom and the grand daughter began 

to argue over the care of the participant. It soon became clear that they were mother and daughter. The 

nurse was uncomfortable & confused by their volatile exchange. Their voices were raised and they 

began swearing at one another.  They were on either side of the bed arguing over top of the participant. 

The nurse attempted to encourage the mother and daughter to take their argument to another room. The 

nurse was becoming upset that this daughter was causing such a ruckus at the bedside, and irritated that 

she would interfere in this way. 

Neither one of them would budge. Finally the daughter blurted out to her mother, “You never cared 

about me, you knew that he was abusing me, but you stayed with your boyfriend getting high in the 

other room. And now you want me to help you take care of him? No!” She stormed out of the home. 

The mother sat and cried. The nurse placed her hand on her back. The nurse offered a meeting with the 

Social Worker or chaplain. The mother declined. The participant was eventually transferred to an 

inpatient hospice setting for his final days of care. 
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The nurse sought out support from her team to process her feelings related to this situation.
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When someone is under the influence of an addiction or other mental health 

problems, logical conversation is often not an option. Consultation with 

behavioral health specialists can be helpful to the team in developing 

communication strategies.
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Most people do not readily disclose their traumas. Careful listening, open ended 

questions may allow for feeling of safe disclosure which may then allow for more 

patience with difficult behaviors by staff This may allow the staff to explore 

coping strategies to develop a comprehensive plan of care.

It is important for health care providers to have healthy boundaries and to 

recognize trauma that may be influencing behaviors decades after the situation at 

hand. Adverse childhood events influence the development of chronic illness in 

adults. You can read more about the data that supports these claims at 

https://www.cdc.gov/violenceprevention/acestudy/
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When there is a conflict of values, arguments may grow around money, housing, who makes decisions, what 

the goals of care should be, aggressive treatment vs comfort care, location of death, acceptance of EOL. 

Again an awareness on behalf of the team is vital to guide the family through conflict to consensus focusing 

on the often (but not always) shared concern for what the participant would want and working toward that 

higher good rather than arguing about what the caregivers want. 

Culture/Ethnicity – The best way to learn about an unfamiliar culture is to show genuine concern and 

curiosity in asking people to tell them about their traditions. Ask them to tell you about their expectations for 

health care and healing. If it is EOL ask about their funeral customs, and how you can support them. 

Gender Roles – The LGBT community is much more open and accepted but there are still much prejudice 

and intolerance. A family may be welcoming and loving or not. Staff members may be accepting and tolerant 

or not. If the participant is LGBT they have likely had a long history of intolerance and may need some clear 

compassion and signs of acceptance in order to partner with the health care team. 

Power/status of Family Members – The family tree may hold information about the power structure within 

the family. Asking about immediate family members can give clues as to how a family functions. 

Poverty – Effects of poverty can influence health and general well being. Assumptions can be made by a 

professional team of health care providers without understanding the effects that poverty might have. For 

example, the ability to get reliable transportation to visit at the hospital or at home, the ability to leave a job to 

attend a family meeting. 

Racial History – Race has a strong impact on privilege and lack in economics and health care. For example, 

studies have shown that people of color have not received as aggressive pain management as Caucasians. If a 

family has experienced prejudice within the health care system it may take perseverance to develop a trusting 

partnership with the health care team. 

How divers is your IDT? What is the awareness level of the team members? Education of the team about how 

culture, gender roles, poverty and racial history influence family and IDT perceptions is important. Is the IDT 

racially diverse? Is the IDT economically diverse? If not, even more urgency for education as the real world 

experience is not at the table. If the world experience is at the table are people encouraged to speak of it, to 
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question the status quo? Are they safe to speak their concerns?

Does everyone know of the Tuskegee Experiment and it’s influence on trust or lack of it in health care? If not, look it 

up. 
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Most of us have been trained to “fix”.  How do we move from fixing to joining? 

Does it even make sense?
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Pre-meeting w/IDT is vital in developing a plan for communication and to anticipate behaviors. 

Policies related to opiate contracts should be implemented as needed. 

Policies related to threats of violence should be reviewed when necessary.

Any known history of trauma should influence the team as they approach difficult decision 

making. These families are often conflicted about comfort measures and saying good bye. These 

families are often yearning for the relationship that they never had. SW and chaplain services can 

be powerful in developing rituals for healing. They may be at high risk for complicated grief.

Euthanasia – sometimes families think or have heard that hospice nurses overmedicate in an effort 

to ease suffering and hasten death. Be clear that this is not the intention of quality symptom 

management. The intention is to ease suffering, but not hasten death. Optimal symptom 

management allows for final days to be shared with family in a meaningful way. But sometimes 

the symptom management does cause drowsiness and the participant can become unresponsive. In 

either the case it is helpful to remember that the person is dying from the disease process. 
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Family Meetings are necessities in helping the team and the families to develop a 

cohesive plan directed by the participant wishes. Although this was reviewed in a 

previous module it is worth noting the value of bringing the family together so everyone 

can be a part of the discussion and the planning. 

Pre-meeting – This gives the health care team a shared direction and cohesiveness. It can 

make a huge difference in the temperament of the meeting.

Seating arrangements – Notice the distribution of health care and family around the table. 

Notice if it appears to be an “Us & them” line up. If so, are you able to arrange seating in a 

friendlier manner?  Is there a chance for privacy?

Introductions – If possible shake hands with family. Smile and look into their eyes if 

appropriate. 

Setting Agenda – Share the prepared agenda, and ask if there is anything additional that they 

would like to cover

Setting Limits – What are the limits for allowing for anger, resentment, loud voices, all 

which are natural reactions to times of stress. How will limits be set when necessary? Who 

will set them? 
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If you are “working harder than the family”, take a few minutes to wonder why. Are you 

struggling to convince them of a problem or concern that matters more to you than it does to 

them?  If they have a different value system than yours are you trying to convince them that their 

choices are wrong, unhealthy, unsafe? Once they are aware of the risks they are taking are you 

able to let go? 

People are allowed to make bad choices. They lived their lives long before we stepped into their 

homes. 

Sometimes the team “catches” the chaos of a family. We can take sides, place blame, be disjointed 

in our approach. It is normal. Once noticed, a healthy team will come together to reorganize and 

develop a clear plan for communication and care plan development. 

Self assessment both as an individual and as a team will strengthen the work that is provided to 

participants and families. This work is challenging and rewarding. On a good day it calls us to our 

best. On a bad day it may sap our energies. Together we build muscle to build the bridge from 

here to the next place. 
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