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The Family Is Part of the Care

Hospice cares for the patient and the family together — the family is the 'unit of care.' Family caregivers carry
an enormous load as a loved one dies: physical caregiving, emotional weight, hard decisions, and anticipatory
grief. Supporting them is central to hospice, during the patient's life and after death.

This guide covers understanding and supporting caregivers and families — practically, emotionally, and
through grief. When a person is dying, their family is going through it too, and your support helps them
through the hardest passage of life.
Learning Objectives — by the end of this module you will be able to:

e Explain the family as the unit of care

e Understand the caregiver experience and burden

e Provide practical and emotional support to families

e Support family dynamics and decisions

e Connect families to respite and bereavement support

Section 1: The Family as the Unit of Care

A defining feature of hospice is that the patient and family together are the 'unit of care' — the family's needs
matter and are addressed, both during the patient's illness and after death through bereavement support.
Supporting the family is not separate from caring for the patient; it's part of it. And 'family' means whoever the
patient considers family — spouses, partners, children, relatives, and chosen family.

Section 2: The Caregiver Experience and Burden

Family caregivers carry an enormous load: hands-on caregiving, emotional weight, difficult decisions, disrupted
routines and sleep, financial stress, and anticipatory grief. They may feel exhausted, overwhelmed, guilty (that
they're not doing enough), resentful, or isolated — often all at once. Caregiver burden and burnout are real
and serious. Understanding what caregivers are going through helps you support them with compassion rather
than judgment.

Section 3: Practical Support and Education



Much caregiver stress comes from not knowing what to do or what's coming. Teach families practical care
skills (within your role) — how to position, give mouth care, recognize comfort needs — and what to expect as
the illness progresses. Provide hands-on help and guidance, and help them access supplies, equipment, and
team resources. Education and practical support reduce uncertainty, build confidence, and lighten the load.

Section 4: Emotional Support

Families need emotional support throughout. Listen to their fears, grief, exhaustion, and questions without
judgment, and validate their feelings — including hard or ambivalent ones like wishing it were over, or guilt
and relief. Offer presence and reassurance, and connect them to the social worker and chaplain for deeper
support. Remember they're grieving in anticipation even before the death. Your compassionate attention tells
them they're not alone.

Section 5: Supporting Family Dynamics and Decisions

Families bring their own histories, relationships, and sometimes conflicts to the bedside, which can intensify
under stress and grief. Stay neutral, respectful, and non-judgmental; don't take sides in family conflicts.
Support the patient's own wishes and the family's decision-making, and involve the social worker for conflicts
or difficult decisions. Meeting families where they are — with all their complexity — is part of supporting them
well.

Section 6: Respite and Preventing Burnout

Caregivers often neglect themselves while caring for a loved one. Encourage them to rest, eat, accept help, and
tend to their own needs, and connect them to respite care (which gives caregivers a break), volunteers, and
support resources. A burned-out caregiver can't sustain care, so supporting the caregiver's wellbeing directly
protects the patient. Remind families that taking care of themselves is part of caring for their loved one.

Section 7: Communicating With Families

Good communication is central to supporting families. Be honest and clear within your role, route medical and
prognosis questions to the nurse, and keep families informed and included as the plan provides. Use the
communication skills covered earlier — listening, presence, honesty, and avoiding clichés. Clear,
compassionate communication reduces families' fear and uncertainty and builds the trust that lets them lean
on the team.

Section 8: Bereavement Support After Death

Hospice's care for the family doesn't end at death — bereavement support continues, often for around a year,
through grief counseling, support groups, and follow-up. This is a distinctive and important part of hospice.
Know your hospice's bereavement services and how to connect families to them, and ensure families know
this support is available. The family remains part of the unit of care even after their loved one has died.

Key Terms
Unit of care The patient and family together, both supported by

hospice.



Caregiver burden The physical and emotional load carried by family

caregivers.
Respite care Temporary care that gives family caregivers a break.
Anticipatory grief Grief that families experience before the death.
Bereavement support Grief support for the family after the patient dies.
Family Whoever the patient considers family, including chosen
family.

Check Your Understanding

1. What does it mean that the family is the unit of care?

2. What load do family caregivers carry?

3. How does education and practical support help families?
4. Why does supporting the caregiver protect the patient?

5. What bereavement support does hospice provide?

What's Next

Looking ahead

Next, HOS-10: Boundaries, Documentation & Reporting covers professional boundaries, records, and your reporting
duties.



