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The Caregiver
Control Manual
A working reference system for managing the practical, legal, financial, and logistical
demands of caring for an aging parent — organized so the right information is
available at the right moment, not only when things are already in crisis.



Legal and Medical Disclaimer

Read before using any part of this manual.

NOT LEGAL ADVICE

This manual is an operational reference — not a legal document, not an attorney-client communication, and not a
substitute for qualified legal counsel. Nothing in this guide constitutes legal advice under any jurisdiction. Laws governing
powers of attorney, guardianship, Medicaid eligibility, advance directives, and elder law vary by state and change over
time. Any action involving legal documents, court proceedings, or statutory filings should be reviewed with a licensed
attorney who practices in the relevant jurisdiction before execution.

NOT MEDICAL ADVICE

The information in this manual regarding capacity assessment, medication management, fall prevention, hospice, and
medical decision-making is provided for organizational and educational reference only. It does not constitute medical
advice, diagnosis, or treatment recommendations. Clinical decisions about care, medication, capacity, or end-of-life
treatment must be made by licensed healthcare providers in consultation with the patient and authorized decision-makers.
No part of this manual replaces evaluation by a qualified physician, nurse, or licensed clinical professional.

NOT FINANCIAL OR BENEFITS ADVICE

This manual describes Medicaid, Medicare, VA benefits, long-term care insurance, and related funding frameworks for
informational purposes only. Benefit rules, eligibility thresholds, lookback periods, and program structures change
frequently and vary by state. Nothing here constitutes financial planning advice or a guarantee of benefits eligibility.
Families should consult a licensed financial advisor, certified elder law attorney (CELA), or qualified benefits counselor
before making decisions based on coverage frameworks described in this guide.

PROFESSIONAL GUIDANCE IS ESSENTIAL

Caregiving situations involving legal authority, medical decision-making, financial management, and government benefits
are complex, fact-specific, and legally consequential. This manual is designed to help families organize their thinking,
identify the right questions, and build operational structures — not to replace the professionals those situations require.
When in doubt, consult a licensed professional before acting.

ACCURACY AND CURRENCY

Every effort has been made to ensure accuracy at time of publication. Laws, benefit rules, institutional policies, and
regulatory requirements change. The publisher makes no representations regarding the current accuracy or completeness
of any legal, medical, financial, or regulatory information contained herein. Readers are responsible for verifying all
information with applicable authorities and professionals before reliance.

LIMITATION OF LIABILITY

The author and publisher shall not be liable for any damages — direct, indirect, incidental, or consequential — arising from
the use or reliance on information contained in this manual. Use of this guide is at the reader's own risk.

By proceeding, you acknowledge that this manual is an operational reference tool, not professional advice, and that qualified legal, medical, and
financial counsel should be sought before taking action on matters covered herein.



About This Manual

Why this system exists — and why it is built the way it is.

WHO BUILT THIS AND WHY IT IS DIFFERENT

Most eldercare guidance is written at the awareness level — articles that tell families caregiving is hard, that they should
"get their paperwork in order," and that they should consult a professional. That advice is correct and nearly useless by
itself.

This manual was built from a different starting point: operational failure. The gap most families fall into is not ignorance of
the big concepts — it is the absence of an actual working system for managing documents, authority, decisions, records,
money, and care arrangements across time and across institutions that do not coordinate with each other. The Caregiver
Control Manual is designed to fill that gap.

BACKGROUND AND DEVELOPMENT

This system was developed through direct research into the operational demands of elder care management across legal,
financial, medical, and care coordination domains — with particular attention to where families consistently fail: not
during the obvious crises, but in the administrative and documentation gaps that precede them.

The framework draws on publicly available eldercare research, state-specific Medicaid and Medicare documentation, elder
law practice standards, and the documented operational failures that recur across family caregiving situations. It was
structured as an operational system — not a reading experience — because that is what the problem requires.

WHY THIS SYSTEM OVER GENERIC ADVICE

Generic Blog Advice The Caregiver Control Manual

Tells you what to think about Tells you what to do and in what order

One article = one problem Integrated across 8 domains that affect each other

Written for awareness Written for active use under pressure

No forms, no records structure 50+ worksheets designed for repeated operational use

Assumes you have time to research Assumes a crisis is already underway

Covers the common case Covers the gaps that cause expensive failures

CONFLICT OF INTEREST STATEMENT

This manual does not recommend, endorse, or receive compensation from any specific facility, care agency, insurance
product, legal service, benefit program, or care management platform. No affiliate relationships, referral fees, or sponsored
content relationships exist with any organization mentioned or described herein.

The system is designed to help families make better decisions — not to direct them toward any particular provider, product,
or paid service. Any professional consultation this manual recommends is driven entirely by the complexity of the subject
matter, not commercial arrangement.

A NOTE ON SCOPE

This manual covers federal frameworks (Medicare, Medicaid, VA benefits) as they generally apply, and notes where state-
level variation is significant. It is not exhaustive of any single jurisdiction. Readers in states with notably different Medicaid
waiver structures, POA statutes, or advance directive requirements should treat the relevant sections as a framework for
the right questions — not a final answer — and verify with an elder law attorney licensed in their state.



Contents

OVERVIEW System Overview — Eight Domains, Master Operating Rules, Cascade Chain

CHAPTER 1 Recognizing Incapacity — Cognitive and Functional Decline

CHAPTER 2 Legal Authority — Powers of Attorney and Formal Decision-Making

CHAPTER 3 Advance Directives — Healthcare Decisions Before a Crisis

CHAPTER 4 Financial Inventory — Assets, Accounts, and the Complete Picture

CHAPTER 5 Medicare and Medicaid — Coverage, Eligibility, and Benefits

CHAPTER 6 Caregiver Compensation — Paying Family Members Correctly

CHAPTER 7 Home Safety — Risk Reduction and Emergency Readiness

CHAPTER 8 In-Home Care — Hiring, Supervising, and Managing Aides

CHAPTER 9 Facility Comparison — Evaluating Residential Care Options

CHAPTER 10 Long-Term Care Funding — Burn-Rate Framework and Runway Model

CHAPTER 11 Assets and Belongings — Inventory, Chain of Custody, and Digital Access

CHAPTER 12 Family Delegation and Conflict Management

CHAPTER 13 Hospice and Funeral Planning

QUICK-INDEX Crisis Quick-Index — Red-Flag Symptom Navigator



S Y S T E M  O V E R V I E W

How This Manual Works
This manual is not a reading experience. It is a working control system for
managing the practical, legal, financial, and logistical demands of caring for an
aging parent. It is structured around eight operational domains, master
operating rules, and a cascade chain that shows when a decision in one domain
triggers required action in another.

"A caregiving system does not need to be perfect. It needs to exist before it is needed."

S E C T I O N  A

The Eight Operational Domains

A complete caregiving system spans eight distinct operational domains. Each domain has its own chapter coverage,
primary artifacts (worksheets and checklists), and interdependencies with other domains. Most families have parts of some
domains in place. Very few have all eight functioning before a crisis accelerates the need.

THE EIGHT DOMAINS — COVERAGE,  ARTIFACTS,  AND CASCADE TRIGGERS

# Domain What It Covers Primary
Chapters Common Gap

1 Cognitive
Awareness

Recognizing and documenting functional and
cognitive decline; establishing a documented
baseline for decision-making purposes

Ch. 1 Decline treated as normal aging;
no documented observations
before legal capacity becomes a
question

2 Legal Authority Powers of attorney, healthcare proxies,
guardianship, and the formal authority map
governing who can act in each domain

Ch. 2, 3 Documents not executed while
parent still has capacity; informal
leadership treated as legal
authority

3 Financial
Control

Complete asset and account inventory, financial
management operations, exploitation prevention,
and document control

Ch. 4, 11 Partial financial picture that
cannot support Medicaid
applications, estate planning, or
cost projections

4 Benefits and
Funding

Medicare, Medicaid, VA benefits, long-term care
insurance, and the private-pay burn-rate runway
model

Ch. 5, 6,
10

Eligible benefits not claimed;
Medicaid lookback triggered by
unplanned asset transfers; no
runway model built

5 Home and Safety Physical environment assessment, fall
prevention, medication management, emergency
readiness, and cognitive safety considerations

Ch. 7 Assessment done once and never
updated; medication system not
matched to current self-



management capacity

6 Care Operations In-home care hiring, scope definition, oversight
and supervision, and care facility selection and
oversight

Ch. 8, 9 No written scope; no performance
oversight system; facility selected
under discharge pressure without
evaluation

7 Family
Governance

Authority mapping, role delegation, decision
documentation, conflict prevention,
reimbursement rules, and escalation protocols

Ch. 12 Undefined roles, undocumented
decisions, and no escalation rule
— every conflict becomes a
governance crisis

8 End-of-Life
System

Treatment preferences, hospice preparation,
funeral planning, veteran burial, death
notification workflow, and end-of-life document
packet

Ch. 13 End-of-life planning deferred
until acute decline; planning done
under grief rather than with clear
thinking

The domains are interdependent — a change in one domain routinely requires action in one or more adjacent domains. The
Cascade Chain (Section C) maps these interdependencies explicitly so the caregiver knows which domains to re-examine
after a triggering event. The most consequential cascade triggers in practice are: a significant health event (cascades into
legal, financial, and care planning domains), a change in financial position (cascades into benefit eligibility and care cost
capacity), and a care setting change (cascades into legal, funding, benefit, and facility evaluation domains simultaneously).

The domains also have different time horizons for action. Legal preparation has a closing window that is tied to the parent's
cognitive capacity — delay is costly and sometimes irreversible. Financial visibility is ongoing and can be built
incrementally. Care planning is most valuable when it precedes rather than responds to a placement crisis. End-of-life
planning has the widest window but the lowest tolerance for delay once a serious diagnosis or functional threshold is
crossed.

S E C T I O N  B

Master Operating Rules

Seven principles govern how this system should be used. They address how the manual is organized, how it should be
worked through, and what failure mode each rule is designed to prevent.

MASTER OPERATING RULES — PRINCIPLE AND WHAT IT  PREVENTS

# Rule What It Means in Practice What Ignoring It Produces

1 Documents before
decisions

No significant decision is made without the
relevant documents in hand — POA,
directives, financial records, care plan

Decisions made on assumptions that
turn out to be incorrect; authority
disputes after the fact

2 Worksheets are required
outputs, not optional
supplements

A chapter is not "done" until its worksheets
have been completed — they are the
functional output of reading the chapter

Knowledge without action; same
problems recur because nothing was
systematized

3 Complete before crisis, not
during it

Every worksheet tagged "Complete Before
Crisis" should be done during a calm period
— not under acute pressure

Crisis compression: critical decisions
made with incomplete information and
reduced decision-making capacity

4 One owner per function Every significant caregiving function has one Role confusion under pressure; tasks



named person responsible — "we'll all handle
it" is the same as no one handling it

not completed because everyone
assumed someone else did them

5 Track decisions
contemporaneously

Significant decisions are logged at the time
they are made — not reconstructed later from
memory

Disputed recollections; re-litigation of
settled decisions; inability to document
the reasoning for later review

6 Cascade: changes in one
domain trigger review in
connected domains

A change in care level, legal status, or
financial position triggers a review of the
connected domains (see cascade chain below)

Systemic gaps accumulate invisibly
when one domain change is not
propagated through its dependencies

7 The system is only as
current as its last review

Each chapter specifies a review cadence. A
plan built two years ago and never updated is
a plan built for a different situation

Outdated documents, stale
assumptions, and gaps that grew
between reviews

S E C T I O N  C

The Cascade Chain — When a Change in One Domain Triggers Another

The eight domains are not independent. A significant change in one domain — a diagnosis, a care-level transition, a legal
change, a financial shift — typically triggers required review or action in one or more connected domains. Families who
manage domains in isolation miss these cascade relationships and accumulate systemic gaps.

CASCADE CHAIN — TRIGGERING EVENT AND DOMAINS REQUIRING REVIEW

Triggering Event Primary
Domain Cascade Review Required In

New diagnosis of
cognitive decline

Domain 1 —
Cognitive
Awareness

Domain 2 (Legal Authority — execute documents while capacity exists) · Domain
3 (Financial Control — activate POA oversight) · Domain 7 (Governance —
update authority map)

Parent can no longer
safely live alone

Domain 5
— Home
and Safety

Domain 6 (Care Operations — evaluate in-home care or facility) · Domain 4
(Funding — recalculate burn rate) · Domain 8 (End-of-Life — review hospice
readiness indicators)

Hospitalization or
emergency

Domain 6
— Care
Operations

Domain 2 (Legal Authority — confirm directives and proxy accessible) · Domain
3 (Financial — confirm accounts accessible) · Domain 6 (post-discharge
placement evaluation)

Significant financial
transaction or asset
transfer

Domain 3
— Financial
Control

Domain 4 (Benefits — Medicaid lookback impact) · Domain 7 (Governance —
document decision and rationale)

Care level escalation (in-
home to facility)

Domain 6
— Care
Operations

Domain 4 (Benefits and Funding — recalculate burn rate; identify Medicaid
timeline) · Domain 3 (Financial — confirm facility payment structure) · Domain 8
(End-of-life — review hospice indicators)

Private-pay runway
under 24 months

Domain 4
— Benefits
and
Funding

Domain 6 (Care Operations — review facility Medicaid acceptance) · Domain 3
(Financial — document all transactions for lookback) · Domain 7 (Governance —
document funding decisions)

POA agent deceased,
incapacitated, or
unavailable

Domain 2
— Legal
Authority

Domain 3 (Financial Control — update account access) · Domain 8 (End-of-life —
update proxy and directive documents) · Domain 7 (Governance — update
authority map)



Hospice enrolled or end-
of-life transition

Domain 8
— End-of-
Life System

Domain 2 (Legal — confirm directives staged and accessible) · Domain 3
(Financial — confirm access for estate process) · Domain 7 (Governance — assign
notification and coordination roles)

The cascade chain is designed to be used as a checklist, not merely read as a concept. When a triggering event occurs, the
caregiver should open the cascade row, identify the cascade review domains, and confirm that each identified domain has
been reviewed in light of the change. A 10-minute cascade review after any significant event will surface gaps that would
otherwise remain invisible until they become problems.

Most families experience 2–4 major cascade events over the course of a caregiving period. A new diagnosis is one event; an
emergency hospitalization is another; a care setting change is a third; a death in the family — particularly a spouse — is a
fourth. Each event independently generates a cascade of domain reviews. Families that have not maintained active domain
awareness before the event are at significant disadvantage when the cascade review is required.

S E C T I O N  D

Chapter Structure — How to Navigate Each Chapter

Every chapter follows the same structure so it can be navigated quickly under pressure. Sections are labeled. Warning signs
are highlighted separately from main content. Process steps are numbered and written as specific actions, not general
guidance. Worksheets are print-ready and organized for handwritten use — shaded fields and wide rows to accommodate
real entries.

Callout boxes appear throughout the chapters in three types:

Scenario Boxes — concrete real-world situations illustrating how a section's content plays out in practice

Warning Boxes — specific red-flag signs that a system is failing or a risk is building

Key Insight Boxes — concise summaries of a chapter's most decision-critical point

S E C T I O N  E

The Caregiver Command Center — Building Your Operating Base

The Caregiver Command Center is not a physical room — it is a functioning system that the lead caregiver builds and
operates throughout the caregiving period. It includes three components: a documentation hub where current records,
worksheets, and key contacts are maintained; a communication protocol that defines who gets information, how often, and
in what format; and a review calendar that triggers regular checks instead of waiting for a crisis to prompt action.

Most caregiving systems exist only as memory — the lead caregiver knows where everything is, what was decided, and who
is responsible for what. When that person becomes unavailable, or when a crisis creates pressure and confusion, the system
collapses. A command center makes the essential information legible to anyone who needs to step in.

Command Center Components
Documentation hub: a single organized location — physical binder, shared drive, or both — where all current
worksheets, financial inventories, legal documents, care plans, and provider contacts are stored and accessible to key
family members
Master contact list: physicians, specialists, care managers, attorneys, financial advisors, insurance contacts, and



emergency contacts with current phone numbers, fax numbers, and account or policy reference numbers
Communication protocol: a defined schedule for sharing updates — weekly status messages, monthly financial
summaries, or quarterly care-plan reviews — with clear ownership of who is communicating what to whom
Review calendar: scheduled dates to revisit the highest-consequence domains: monthly for finances, quarterly for care
plan and medications, annually for legal document review, and immediately after any qualifying change event
Emergency packet: a portable set of the most critical documents — advance directives, medical POA, medication list,
insurance cards — that travels with the parent during transitions and is updated after every major change

C O M M A N D  C E N T E R  FA I L U R E  M O D E S

The system exists entirely in one person's head — when that person is unavailable, nothing functions

Documents are maintained but not organized where others can find them under pressure

Communication happens reactively in response to problems rather than on a regular defined schedule

Reviews never happen unless a crisis triggers them — preventable problems accumulate

The emergency packet is outdated and doesn't reflect the current medication list, current legal documents, or current
care providers

S E C T I O N  F

Where to Start

If you are beginning to organize caregiving and are not sure where to start, use this sequence. It prioritizes the highest-
consequence domains first — the ones where gaps become most irreversible as time passes.

O R I E N TAT I O N  S E Q U E N C E  F O R  N E W  C A R E G I V E R S

1 Read Chapter 1 (Domain 1) — understand what cognitive and functional decline looks like and how to document
it

2 Read Chapters 2 and 3 (Domain 2) — determine whether legal authority documents exist and are current while
there is still time

3 Complete Chapter 4 Financial Inventory (Domain 3) — establish a complete view of assets, accounts, and
documents

4 Build the Chapter 10 Funding Runway Model (Domain 4) — understand how long current assets will last at
current care costs

5 Assign roles using Chapter 12 (Domain 7) — define who is responsible for what before a crisis creates
confusion

6 Review the Cascade Chain above — know which domains to re-examine when a triggering event occurs

7 Bookmark the Crisis Quick-Index at the back of this manual — navigate fast during pressure situations

S E C T I O N  G



The Five Most Common System Failures — And What Each Costs

This manual was designed around a specific set of observed failure patterns — the ways that even well-meaning, attentive
families end up in avoidable crises. Understanding these failure modes is more useful than any general caregiving
principle, because they describe the specific points where preparation makes the difference between a manageable
situation and an expensive one.

FIVE CORE SYSTEM FAILURES — DESCRIPTION,  CONSEQUENCE,  AND THIS MANUAL'S RESPONSE

Failure Mode How It Happens Typical Consequence Where This Manual
Addresses It

Late legal
preparation

Family waits until a crisis before
executing POA or healthcare proxy;
parent's capacity is then uncertain or
gone

Guardianship proceedings, attorney fees,
delayed access to funds, care decisions
made without legal authority

Chapter 2 (Legal
Authority), Chapter
1 (Recognizing the
Window)

Financial
blindness

No one has a complete picture of
accounts, debts, or assets; financial
authority is assumed without
verification

Unknown accounts, missed bills,
duplicated payments, inability to access
funds when needed, exploitation
vulnerability

Chapter 4
(Financial
Inventory)

Underfunding
the runway

Family counts gross assets without
accounting for care costs, liquidity
constraints, or likely escalation

Running out of private-pay funds without
a Medicaid strategy in place; emergency
facility placement without planning

Chapter 10
(Funding Runway
Model)

Directive
document
failure

Living will and DNR exist but are not
current, not distributed, or not visible at
the point of care during a crisis

Care provided contrary to stated wishes;
family conflict about treatment decisions;
resuscitation against documented
preferences

Chapter 3 (Advance
Directives),
Sections I and J

Family
governance
breakdown

No defined roles, no decision log, no
communication protocol; decisions
made informally by whoever happens to
be present

Conflict among family members,
duplicated efforts, delayed response,
resentment that outlasts the caregiving
period

Chapter 12 (Family
Delegation),
Sections I and J

Most families who experience these failures did not fail because they did not care — they failed because the consequences
were not visible before the crisis, and the preparation required was not intuitive. The worksheets and processes in each
chapter are specifically designed to address the preparation that must happen before the failure window opens.

S E C T I O N  H

The Review Calendar — When to Revisit Each Domain

A review calendar is the difference between a system that stays current and one that was set up once and then gradually
became stale. The domains in this manual do not stay stable — care needs escalate, financial positions change, legal
documents age out of institutional acceptance, and family roles shift. Without scheduled reviews, families discover these
changes only when something breaks.

The calendar below specifies the minimum review frequency for each domain. Some events — hospitalization, a fall, a new
diagnosis, a facility move — should trigger an immediate review of the relevant domains regardless of schedule. The



calendar governs the baseline; events govern the exceptions.

DOMAIN REVIEW CALENDAR — FREQUENCY,  TRIGGER EVENTS,  AND WHAT TO CHECK

Domain / Chapter Scheduled Review Event-Based Review Triggers Key Items to Check

Ch. 1 —
Cognitive/Functional
Status

Ongoing —
document monthly

Any new behavior, incident, or
functional change

Observation log current; physician
visit scheduled if needed

Ch. 2 — Legal
Authority

Annually New capacity concern, agent change,
institutional rejection, state move

Document currency; named agents
still appropriate; institutional
acceptance confirmed

Ch. 3 — Advance
Directives

Annually Hospitalization, diagnosis, care
setting change, family goal change

Documents current; distribution
confirmed; agent aware of current
wishes

Ch. 4 — Financial
Inventory

Semi-annually
(full); Monthly
(statement review)

Account change, new debt, property
event, suspected exploitation

All accounts documented; no
unknown transactions; access
confirmed for authorized agents

Ch. 5 —
Medicare/Medicaid

Annually
(enrollment
periods); as care
needs change

Hospitalization, care level change,
coverage denial, approaching
Medicaid eligibility threshold

Correct plan enrolled; prior
authorizations current; Medicaid
timeline understood

Ch. 7 — Home Safety Quarterly Fall, hospitalization, new diagnosis,
any functional decline

Hazard assessment current;
modifications still adequate for
current functional status

Ch. 10 — Funding
Runway

Monthly (burn
rate); Quarterly
(full model)

Care cost increase, asset change, new
funding source, facility placement

Monthly burn accurate; liquidity
runway calculated; next funding
source mapped

Ch. 12 — Family
Governance

Semi-annually Role change, major family conflict,
addition or loss of a caregiver

Role assignments current;
communication protocol followed;
decision log maintained

S E C T I O N  I

The Caregiver Decision Framework — How to Evaluate Major Decisions

Every significant caregiving decision — a care setting change, a legal document execution, a financial transaction, a medical
treatment choice — has four evaluative dimensions that the caregiver should work through before deciding. Using the same
framework consistently reduces the cognitive load of decision-making under stress, prevents the most common reasoning
errors, and produces a defensible record of why major decisions were made.

The four dimensions are: authority (who has the legal right to make this decision, and is the decision consistent with that
authority), information (do we have the factual information needed to make this decision, or are we deciding on incomplete
data), alignment (does this decision align with the parent's expressed wishes and the existing care plan, or does it represent
a departure that requires justification), and documentation (will this decision be clearly documented with its rationale, so
that future caregivers and the estate have a clear record).



The most significant errors in caregiving decisions are made under time pressure, with incomplete information, by
individuals who do not have clear legal authority, and without documentation. The framework does not eliminate pressure
or incomplete information, but it makes the caregiver conscious of what they are missing — and creates a moment of
structured reflection before a decision is made that may be difficult or impossible to reverse.

DECISION EVALUATION FRAMEWORK — FOUR DIMENSIONS AND KEY QUESTIONS

Dimension Key Questions What Failure Looks Like

Authority Who has the legal right to make this decision? Is this
decision within the scope of the POA, healthcare proxy,
or other document? Has the relevant authority been
confirmed by the institution?

Decision made by a family member who lacks
legal authority; institution rejects the decision
after the fact; contested authority creates family
dispute

Information What facts are we certain of? What assumptions are we
making? What information would change this decision?
Has the relevant professional (physician, attorney,
financial advisor) been consulted?

Decision made on incorrect assumptions about
coverage, prognosis, or cost; professional not
consulted until after the decision is made

Alignment Does this decision align with the parent's stated wishes
and values? If the parent cannot speak, what does the
directive document say? Is the decision consistent with
the care plan?

Decision made according to family preferences
rather than the parent's expressed wishes;
inconsistency between decision and directive
document creates clinical or legal dispute

Documentation Will this decision be documented with date, decision-
maker, rationale, and outcome? Are dissenting family
views documented? Is the documentation stored where
it can be retrieved?

Decision cannot be reconstructed; rationale is
lost; family member disputes the decision and
there is no contemporaneous record to reference

E M E R G E N C Y  N A V I G AT I O N

If You Are in a Crisis Now

Turn to the Crisis Quick-Index at the back of this manual. Find the symptom or situation you are currently facing. The
index tells you which chapter and section addresses it directly, with an urgency flag — Act Now, Act Soon, or Monitor —
indicating how quickly to act.

K E Y  P R I N C I P L E

The value of this manual is not in reading it. It is in using the worksheets, completing the checklists, and having the
documents staged before a crisis compresses your decision-making window. Every worksheet marked "Complete Before
Crisis" is there because families who complete it in advance make better decisions and avoid problems that would have
been avoidable.



C H A P T E R  O N E

Recognizing Incapacity

A practical framework for identifying, documenting, and responding to cognitive
and functional decline — so that legal, medical, and care decisions happen in the
right sequence and with the right information in hand.

"Capacity is not binary. A parent can have full legal capacity in one area and significant impairment in another.
The practical question is not whether they are 'fine' — it is whether specific decisions are within their current
functional reach."

THE CAREGIVER CONTROL MANUAL CHAPTER 1 — RECOGNIZING INCAPACITY

S E C T I O N  A

Why Timing Matters More Than Diagnosis

The most important variable in caregiving is not the diagnosis — it is when the family starts organizing. Families that begin
setting up legal documents, financial visibility, and care systems while a parent still has cognitive capacity have far more
options than those who start after a crisis.

Cognitive and functional decline rarely announces itself as a single visible event. It builds gradually, often in ways that are
easy to explain away as normal aging, stress, or a "bad day." By the time a family is confident something is seriously wrong,
they have often already missed the window to execute certain legal documents, get accurate financial disclosure, or have
certain conversations with the parent present and engaged.

S C E N A R I O  —  T H E  D E L AY E D  R E S P O N S E

A daughter visits her mother every few weeks and notices her mother seems forgetful — but she attributes it to age and
tiredness. Over six months, the pattern worsens: unopened mail piling up, repeated questions, a small fender-bender. She
finally raises it with a doctor after her mother leaves the stove on twice. By that point, the mother's capacity to sign a
durable power of attorney is uncertain enough that the attorney wants a physician's assessment first — adding weeks to a
process that could have been completed months earlier.

The point: The window for legal preparation is open during early and moderate cognitive decline. Waiting for certainty
often means the window has closed.

The most effective response to ambiguous early signs is parallel action — not waiting for certainty before acting. Two tracks
should run simultaneously: a medical evaluation track (scheduling a cognitive assessment and reviewing any recent
changes in the parent's functional status with a physician) and a legal preparation track (initiating a conversation with an

Cognitive and Functional Decline



elder law attorney about the state of the parent's existing documents). These tracks are not dependent on each other, and
running them simultaneously maximizes the available window.

The caregiver who reads this chapter with a parent who is fully capable should still complete it. The worksheets and
observation frameworks are easiest to use before they are urgently needed. A caregiver who has already established a
behavioral baseline — and has a functioning observation and documentation system in place — can detect decline far
earlier and with greater clinical precision than a caregiver who is starting from scratch under pressure.

S E C T I O N  B

Cognitive Warning Signs — What to Actually Watch For

Normal aging involves some slowing of processing speed and occasional word-finding difficulty. That is not what this
section is about. The patterns below represent changes that warrant documentation and a physician conversation — not
panic, but not dismissal either.

COGNITIVE WARNING SIGNS — CATEGORY,  BEHAVIOR,  AND WHAT TO DO

Category What You May See Common
Misread Response

Short-term
memory

Asking the same question multiple times within
minutes; forgetting conversations that just happened

"She's just not
paying attention"

Log date, frequency, context

Orientation Confusion about the day, year, or familiar locations;
getting lost near home

"He was tired" or
"it was a long day"

Note pattern across multiple
occasions

Judgment
and
reasoning

Unusual financial decisions; being misled by phone or
mail scams; poor safety decisions

"He's always been
trusting"

Review recent financial
activity; flag for physician

Word-finding
and language

Frequent pauses or substitutions when speaking;
losing track of a conversation mid-sentence

"That happens to
everyone"

Track frequency; note if
progressive

Personality or
behavior shift

Uncharacteristic irritability, suspicion, withdrawal, or
apathy

"She's just
stressed about her
health"

Distinguish from prior
personality baseline

Repetition in
conversation

Telling the same story or asking the same question
within the same visit

"He just really
likes that story"

One or two instances: note.
Recurring pattern: log and
flag

S E C T I O N  C

Functional Warning Signs — Managing Daily Life

Cognitive decline eventually shows up in practical function. These are often the more visible and actionable signs — but by
the time functional failure is obvious, the underlying decline is usually well underway.

FUNCTIONAL DECLINE INDICATORS — AREA,  SIGNS,  AND SIGNIFICANCE

Functional



Area Warning Signs Why It Matters

Financial
management

Missed bills, overdrawn accounts, unusual transactions, unpaid
taxes, confusion about statements

Financial exploitation risk; capacity for
financial POA may be narrowing

Medications Missed doses, double-dosing, confusion about which
medications to take, expired prescriptions piling up

Direct health risk; often indicates executive
function decline

Driving Minor accidents or near-misses, new dents on the car, getting
lost on familiar routes, slow reactions described by others

Safety risk; driving loss often becomes a
major family conflict point

Household
management

Spoiled food not discarded, stove left on, unpaid utilities, home
deteriorating visibly

Safety risk; indicates declining ability to
manage daily living independently

Personal
hygiene

Wearing the same clothes repeatedly, infrequent bathing, dental
care declining

Often a signal of depression or cognitive
decline alongside self-neglect

Social
engagement

Withdrawal from activities that were previously enjoyed;
avoiding phone calls or visits

May indicate depression, shame about
memory problems, or functional avoidance

The warning signs table is not a diagnostic instrument. No single behavior pattern in any row establishes that a parent has
crossed a clinical threshold that requires immediate action. But the table is an observation and tracking tool — and
sustained observation is the most valuable thing a caregiver can bring to a physician conversation. Physicians rarely have
direct windows into the parent's daily functioning. The caregiver does.

The best use of this framework is to keep a dated journal of specific observed behaviors — written in behaviorally
descriptive terms rather than interpretive ones. "On March 4th, Dad could not recall that he had eaten breakfast 20
minutes earlier and asked me four times over an hour when breakfast would be" is far more clinically useful than "Dad's
memory is getting worse." Specific, dated, behaviorally described observations build the record that supports productive
physician conversations and, if necessary, formal evaluation.

If a pattern of warning signs is emerging, the caregiver should begin two parallel tracks simultaneously: scheduling a
cognitive evaluation with the parent's primary care physician, and initiating the legal preparation process described in
Chapter 2. These tracks are independent but time-sensitive — and the legal window, unlike the medical evaluation
appointment, does not get rescheduled; it simply closes when cognitive capacity reaches a threshold that makes document
execution no longer possible.

S E C T I O N  D

Documenting Decline — Before It Becomes a Legal Issue

A single incident proves nothing. A documented pattern is the foundation for every subsequent step — physician
conversations, legal authority decisions, care planning, and if necessary, guardianship proceedings. Documentation done
before a crisis protects everyone.

Many families delay documentation because it feels clinical or unkind. But the record exists to protect the parent — from
exploitation, from delayed intervention, from a family dispute about whether decline was real or serious. The earlier it
starts, the more useful it becomes. A log begun before a formal evaluation is more useful than a log begun after one.

Observations do not need to be detailed or clinical. They need to be consistent, specific, and dated. "Seemed confused" is



not useful. "Asked the same question four times within ten minutes about whether the electric bill was paid — Saturday at
dinner" is a record. The difference between those two statements can matter in a physician visit, a legal assessment, or a
family dispute about whether intervention is warranted.

What to Document and How
Memory and repetition: specific questions asked repeatedly, things forgotten immediately after being told, or complete
gaps in recall about events that just occurred
Task and functional failures: bills left unpaid, medications missed or doubled, difficulty operating familiar appliances,
or incomplete tasks discovered abandoned mid-process
Orientation incidents: confusion about day, time, or location — especially disorientation in familiar settings like their
own home or a regular store
Judgment-based incidents: phone scams responded to, unusual financial transactions, or decisions that create obvious
safety risk without recognition of the risk
Behavioral and personality shifts: withdrawal from normal activities, uncharacteristic suspicion or irritability, or loss
of interest in longstanding concerns
Financial vulnerability signals: unknown account activity, missing funds, unusual transfers, or unfamiliar purchases
visible in statements or mail

D O C U M E N TAT I O N  P R O C E S S

1 Start a simple written log: date, what was observed, context, and who else was present

2 Note the baseline — what the parent was like six months or a year ago for comparison

3 Record functional incidents separately from memory incidents — they may have different causes

4 Share the log with the physician before or during the next visit — do not rely on a single in-office observation

5 Ask the physician directly about cognitive screening (MMSE, MoCA) if your observations suggest it is warranted

6 Keep notes about the parent's financial activity — unexplained transactions or vulnerability to phone solicitations are
often early and important signs

S C E N A R I O  —  D O C U M E N TAT I O N  I N  A C T I O N

A son visits his father every Sunday. Over three months he begins jotting quick notes in his phone after each visit: "Dad
asked three times about Mom's appointment. Same question, forgot answer each time." When he finally brings his father
to the neurologist, he presents a three-month log. The physician says it is more useful than anything the office could have
observed in a 20-minute visit. The pattern also supports the attorney's assessment that it is time to execute the durable
POA soon — while capacity is still sufficient.

S E C T I O N  E

Capacity Is Not All-or-Nothing

One of the most important practical points in this chapter: capacity fluctuates and is domain- specific. A parent may have
sufficient capacity to execute a power of attorney today but not next month. A parent may be able to manage social



conversation perfectly while being unable to reliably manage finances. A parent may have better cognitive performance in
the morning than in the evening.

Legal capacity to execute a document (such as a durable POA or a will) is a different standard than medical capacity to
make treatment decisions, which is itself different from the practical question of whether a person can safely manage daily
activities alone. All three matter — and they do not move in lockstep.

TYPES OF CAPACITY — DEFINITIONS AND PRACTICAL IMPLICATIONS

Type of
Capacity What It Means Who Determines It Why It Matters

Legal capacity
(testamentary)

Ability to understand and execute a legal
document — knows what they own, who their
relatives are, what the document does

Attorney assesses;
physician may be asked to
confirm in borderline
situations

Determines whether a
POA, will, or trust can be
validly executed

Medical
decision-
making
capacity

Ability to understand a medical situation,
appreciate consequences, reason through
options, and communicate a decision

Treating physician or
clinical team

If absent, healthcare
proxy or agent under
medical POA steps in

Financial
management
capacity

Ability to track accounts, pay bills, evaluate
financial decisions, and resist exploitation

Physician,
neuropsychologist, or court

Loss of financial capacity
is a primary trigger for
financial POA activation

Daily-living
capacity

Practical ability to manage medications, meals,
hygiene, and safe living independently

Physician, occupational
therapist, or care manager
assessment

Drives decisions about in-
home care level or facility
placement

W A R N I N G  S I G N S  —  W H E N  C O G N I T I V E  D E C L I N E  I S  B E C O M I N G  A  S Y S T E M  P R O B L E M

Legal documents have not been executed and the parent's capacity is now uncertain

Financial accounts are in disarray — missed bills, unusual transactions, unknown balances

The parent is still driving but incidents have occurred

Medications are not being taken correctly and no monitoring system is in place

The parent is resistant to any discussion of help or legal planning

Different family members have different understandings of how serious the decline is

S E C T I O N  F

What to Do First — The Sequence That Matters

Knowing there is a problem is not the same as knowing what to do first. Most caregiving systems fail not because of a lack
of concern, but because first actions are chosen reactively — responding to the most recent event rather than addressing
the highest-priority gaps. The sequence below prioritizes by consequence: what creates the most irreversible damage if
delayed, and what can still be repaired with more time.

Legal documents are first because they have a time-limited window. A parent who loses capacity cannot execute a durable
POA, and the family's only option at that point is a court proceeding. Financial visibility is next because concealed or



unknown accounts create ongoing problems. Safety follows because active physical or financial risk needs an immediate
containment response — not a long-term plan developed over several months.

Urgency Framework — Why the Sequence Matters
Legal documents first: once capacity is seriously in question, the window to execute durable POA and healthcare proxy
may close — these are irreversible if missed
Financial visibility second: unknown accounts, undisclosed assets, and concealed debts create ongoing problems that
compound with each month of delay
Current safety third: driving, medication, financial exploitation risk, and home environment need a current assessment
— not a deferred one
Family role clarity: defining who is responsible for what should happen before the first crisis, not during it — reactive
role assignment creates conflict
Physician documentation fourth: getting the physician involved with your observation log supports both legal and
care-planning decisions that come next
Records and access last: once authority is established and financial visibility exists, document control and access
records can be systematized

I N C A PA C I T Y  R E S P O N S E  P R O C E S S

1 Start documenting observed changes now — before a physician visit or legal conversation

2 Schedule a physician visit and share your documented observations; do not wait for the parent to raise it

3 Check the status of legal documents — durable POA and healthcare proxy — and consult an attorney if they do not
exist or are outdated (Chapter 2)

4 Get a current financial picture — accounts, access, debts — while the parent can still participate (Chapter 4)

5 Evaluate immediate safety: driving, medications, home environment, and financial vulnerability

6 Involve family members who need to know — and clarify who is taking lead responsibility before decisions start
stacking up

S E C T I O N  G

The Physician Visit Strategy — Getting Useful Information Under Time Pressure

A physician visit is not a passive event. Families who attend appointments without preparation often leave without the
information they actually needed — because physicians are working under time pressure, parents often minimize
symptoms in the office, and questions that weren't asked don't get answered. A structured visit strategy changes the
outcome.

The core problem is the office-environment effect: many parents with early or moderate cognitive decline present
significantly better in a structured, familiar medical environment than they do at home. A parent who repeated the same
question three times over the weekend may answer basic orientation questions accurately in the office and appear nearly
normal to the physician. Without the caregiver's observation log and active participation, the physician may not get an
accurate picture of the parent's functional and cognitive status outside the office setting.



Secondly, many families arrive at the visit hoping the physician will "tell them what's happening" without realizing that the
physician is often responding to what they observe — and that the caregiver is the primary source of historical information.
The caregiver's role in the visit is not passive. It is the critical input layer.

Physician Visit Preparation Checklist
Bring the observation log: a written record of specific incidents — dates, behaviors, context — gives the physician
information that cannot be obtained in a 15-minute office visit
Note the baseline shift: how has the parent's cognition, function, and behavior changed from 12 months ago? Describe
specific tasks they could do before that they cannot do now
Prepare priority questions: decide before the visit what you most need to know — diagnosis confirmation, screening
tools, medication review, driving capacity, home safety — and put those first
Request cognitive screening explicitly: if you believe cognitive screening is warranted, ask for it directly — MoCA,
MMSE, and similar tools are not always administered without a request
Address the "I'm fine" dynamic: many parents tell the physician they are fine; request a brief private conversation
with the physician if needed to share concerns out of the parent's presence
Ask about next steps specifically: "what should we do next and by when" is a better question than "is everything okay"
— it forces a concrete answer

P H Y S I C I A N  V I S I T  W O R K F L O W

1 Before the visit, write a brief dated summary of the three to five most significant observations since the last visit —
bring it on paper

2 Arrive early and request that the physician review your written summary before or during the visit — do not rely only
on verbal descriptions under time pressure

3 If the parent minimizes symptoms or is resistant to the discussion, request a brief conversation with the physician
without the parent present to share your observations

4 Ask explicitly whether cognitive screening is appropriate. If so, ask when it can be done and what the results would
guide

5 Ask whether any observed changes should be reviewed by a specialist — neurologist, geriatrician, or
neuropsychologist — and request a referral if so

6 Ask about medication review — is the current medication list appropriate given cognitive and functional status?
Some medications impair cognition in older adults

7 Before leaving, confirm: what is the next step, who is responsible for it, and what should trigger an earlier visit?

S C E N A R I O  —  U S I N G  T H E  O B S E R VAT I O N  L O G  I N  P R A C T I C E

A daughter attends her mother's quarterly physician visit and brings a printed two-page log covering the past three
months: five incidents of not recognizing grandchildren, two episodes of leaving the stove on, three instances of forgetting
medications, and a fall in the kitchen. The physician reviews the log before seeing the mother, asks targeted questions,
and orders a full cognitive evaluation the same morning — something that would not have happened if the daughter had
simply accompanied her mother without documentation. The evaluation leads to a diagnosis and early intervention
planning.



S E C T I O N  H

Financial Exploitation as an Early Warning System

Financial exploitation is often the first visible manifestation of cognitive decline — because financial judgment is frequently
among the first capacities to erode, and because the consequences are both measurable and documented in account
records. Families that monitor financial activity carefully often detect cognitive decline earlier than those who rely only on
direct observation of memory and behavior.

The exploitation may not come from a criminal. It often comes from known contacts — a telephone solicitor, a distant
relative, a contractor, or occasionally someone closer to the parent who is taking advantage of reduced scrutiny. Early-stage
cognitive decline makes a person easier to pressure, more susceptible to urgency framing ("you have to act today"), and less
likely to verify claims or recall commitments they made.

Financial exploitation is also chronically underreported, because victims are often unaware they were exploited,
embarrassed when they realize it, or unable to reconstruct the events. The caregiver's job is to monitor proactively — not
wait for the parent to report a problem that may not be recognized as a problem.

Financial Exploitation Warning Signs — What to Monitor
Unexplained transactions: transfers, cash withdrawals, wire payments, or purchases that do not match the parent's
normal patterns or stated intentions
New payees or vendors: unfamiliar companies appearing in bank statements, especially related to contractor work,
insurance products, or charity solicitation
Telephone and mail patterns: frequent phone calls from unfamiliar numbers, unusual amounts of mail from
sweepstakes, charitable solicitations, or financial services companies
Confusion about recent financial decisions: the parent cannot explain a transaction, denies making a payment that
cleared, or cannot recall agreeing to a service
Missing cash or valuables: unexplained gaps between stated cash on hand and actual access, or jewelry and valuables
that cannot be located
Pressure from financial contacts: anyone who repeatedly contacts the parent to "check on accounts," offer unsolicited
investment guidance, or push decisions is a potential risk factor
Changes in estate documents: any recent or unexpected change to will, trust, beneficiary designations, or POA naming
warrants immediate review



F I N A N C I A L  M O N I T O R I N G  S E T U P  P R O C E S S

1 Establish online or statement access to the parent's primary checking and savings accounts — ideally view-only
access through the bank's authorized contact setup

2 Set up bank account alerts for transactions above a defined threshold — even a $200 threshold can catch unusual
activity early

3 Review account statements monthly for unfamiliar payees, recurring charges the parent did not authorize, and any
unusual transaction patterns

4 Ask the parent periodically to describe any new services, memberships, or transactions they may have agreed to —
without framing it as accusation or investigation

5 Consider a credit monitoring service or credit freeze — limit the parent's exposure to new credit without caregiver
awareness

6 Know who has access to the parent's home. Anyone with regular unsupervised access is a monitoring consideration
regardless of relationship

7 If exploitation is suspected, document the evidence and contact Adult Protective Services, the bank's fraud
department, and an elder law attorney before taking other action

H I G H - R I S K  S C E N A R I O S  F O R  F I N A N C I A L  E X P L O I TAT I O N

The parent receives frequent phone calls from unfamiliar or urgent-sounding callers and has a pattern of responding to
them

A contractor performs work at the home with no written estimate, no contract, and payment in cash

The parent has agreed to a "new investment" or "insurance product" they cannot describe accurately

A new person has appeared in the parent's life and become a primary contact or companion relatively quickly

The parent's estate documents were changed recently and other family members were not informed in advance

Significant cash withdrawals are occurring that the parent cannot explain or recall

S E C T I O N  I

Caregiver Role Identity and Boundary Management — Sustaining the System's Human
Foundation

The caregiver is the operating center of this entire system. Without a functioning, present, and reasonably healthy
caregiver, every other component in this manual becomes unavailable or unreliable. Caregiver sustainability is not a
personal development topic; it is a care operations issue. A caregiver who burns out, becomes ill, or withdraws from the
role does not simply create a gap in coverage — it creates a systems failure that affects the parent's safety, legal
management, financial oversight, and care quality simultaneously.

Role boundary management is the practice of defining what the caregiver is and is not responsible for — and holding to
those definitions consistently, even under social and emotional pressure. Family caregivers routinely take on
responsibilities that belong to paid professionals, other family members, or formal service agencies, because the need is



visible and the caregiver is present. The result is scope creep: a gradual accumulation of tasks that eventually exceeds the
caregiver's capacity, without anyone explicitly choosing that outcome.

Three role boundary problems recur most consistently. First: the caregiver does everything because no other family
member is doing anything, and the absence of explicit role assignment is never addressed. Second: the caregiver assumes
clinical or legal responsibilities that require professional skills and professional liability protection, creating both quality
risks and personal legal exposure. Third: the caregiver subordinates their own health, career, and family relationships
entirely to the care role, until the system collapses from caregiver depletion.

Caregiver Role Boundary — Key Operating Points
Written role definition: the caregiver's role should be defined in writing — what tasks are explicitly within scope, which
tasks belong to other family members, and which tasks require paid professional assistance. A document that can be shared
with family members reduces role dispute and diffusion of responsibility
Formal caregiver break schedule: a sustainable caregiving system includes scheduled time away from care
responsibilities — not as a reward, but as a structural element of the system. Identify and schedule regular caregiver respite
before depletion creates the need for emergency coverage
Escalation protocol for caregiver incapacity: the care system needs a documented protocol for what happens if the
primary caregiver becomes ill, injured, or temporarily unavailable — identify a backup caregiver and confirm their
willingness and readiness in advance
Medical and legal scope limits: caregivers should understand which medical and legal decisions require professional
engagement. A caregiver who makes clinical decisions beyond their competence or takes legal actions beyond the POA's
scope creates risk for both the parent and themselves
Family meeting structure: a regular structured family meeting — even by phone or video — distributes information,
assigns tasks, and prevents any one family member from silently accumulating all responsibility. The meeting agenda
should include status updates, upcoming decisions, and task assignments with named owners

C H E C K L I S T S

Chapter 1 Checklists

COGNITIVE MONITORING FUNCTIONAL AND SAFETY REVIEW

Observation log started with date, behavior, and context☐

Baseline established — what parent was like 6–12
months ago

☐

Short-term memory pattern observed and recorded☐

Orientation incidents noted (date, place, person
confusion)

☐

Language/word-finding changes documented☐

Judgment or financial vulnerability incidents recorded☐

Behavioral or personality changes noted☐

Physician visit scheduled with observation log ready☐

Financial accounts reviewed for irregularities☐

Medication management assessed — doses being taken
correctly?

☐

Driving safety reviewed — incidents, near-misses
documented

☐

Household safety checked — stove, expired food, utility
bills

☐

Hygiene and self-care baseline assessed☐

Legal documents status confirmed — POA, healthcare
proxy (Ch. 2)

☐

Financial inventory begun (Ch. 4)☐

Family roles clarified — who is the lead point of contact
for medical issues?

☐



C H A P T E R  1  ·  W O R K S H E E T  1  COMPLETE EARLY

Cognitive and Functional Observation Log
Record each observed incident with date, context, and pattern notes. Bring this log to physician appointments.

Person being observed:

Log started by: Date:

Baseline description (how parent was 6–12 months ago):

# Date Category
(Memory / Function / Judgment / Behavior)

What Was Observed Who Was Present Pattern Notes

1

2

3

4

5

6

7

8

9

10

11

12

13

14

15

Continue on additional pages as needed. Use one line per incident. Bring this log to every physician appointment.



C H A P T E R  1  ·  W O R K S H E E T  2  REVIEW MONTHLY

Capacity and Safety Snapshot
A monthly assessment of key functional areas — use as a recurring review to track change over time.

Review date: Completed by:

AREA STATUS
(OK /
WATCH /
ACT)

OBSERVATIONS THIS MONTH CHANGE SINCE
LAST REVIEW

Short-term memory

Orientation /
navigation

Financial
management

Medications

Driving safety

Household and home
safety

Personal hygiene /
self-care

Judgment /
vulnerability

Behavior /
personality

Social engagement

Actions triggered this review:

Next review date:



C H A P T E R  1  ·  W O R K S H E E T  3  UPDATE AFTER EACH EVALUATION

Functional Change Summary
Document observable changes by domain — supports physician evaluation, legal action, and care planning decisions. Use
concrete, specific observations rather than general impressions.

Domain Observed Change or Concern Approx. Start Date Severity
1 = mild · 5 = severe

Frequency Impact on Safety / Daily Life

Cognition /
memory

Language /
communication

Mobility /
balance

Medication
management

Financial
judgment

Driving /
orientation

Household
safety

Nutrition /
hygiene

Social
engagement

Mood /
behavior

Summary completed by / date:

Brought to physician appointment (date):

Physician response / next step:



C H A P T E R  T W O

Legal Authority

A structured guide to the legal authority documents every caregiving family
needs — what they do, when to execute them, how they interact, and what
happens when they are missing or inadequate.

"A family can have the best intentions and the most capable people available and still be legally unable to act on
behalf of a parent who never executed the right documents. Good intentions are not a substitute for documented
authority."

THE CAREGIVER CONTROL MANUAL CHAPTER 2 — LEGAL AUTHORITY

S E C T I O N  A

Why Legal Authority Is the Foundation

Without legal authority documents in place, the family member most involved in a parent's care may have no formal ability
to act on their behalf — not with a bank, not with a physician, not with an insurance company. Hospitals will not release
information to an adult child without a healthcare proxy. Banks will not allow access without power of attorney. Physicians
may not share records without written authorization.

The critical practical constraint: most of these documents require the parent to have legal capacity at the time of signing.
Once cognitive decline progresses to the point where capacity is in question, the options narrow sharply. The remaining
path — guardianship or conservatorship — is more expensive, more time-consuming, more stressful, and offers the family
less flexibility.

K E Y  T I M I N G  P O I N T

The time to execute these documents is while the parent is cognitively capable and cooperative — not when a crisis has
already started. Raising the subject during a calm period, framed as practical planning rather than emergency
preparation, makes the conversation significantly easier.

Many families assume that because they are close to a parent, they will be able to access what they need when they need it.
This assumption fails consistently. A hospital will not release a parent's test results to an adult child who does not have a
signed HIPAA authorization on file. A financial institution will not accept phone instructions from a family member who
does not have a durable power of attorney on record. An insurer will not discuss a parent's policy with anyone who does not
have written authorization. "I'm her daughter" is not a legal standard. The documents are.

The second critical constraint is that these documents cannot be executed retroactively. Once cognitive capacity is

Powers of Attorney and Formal Decision-Making



sufficiently impaired, no attorney can ethically oversee a document execution, and no court will accept a document signed
under those conditions as a valid expression of the person's intent. The family is then in one of two positions: either the old
documents — however inadequate — are what they have to work with, or they must pursue guardianship, which is a court-
supervised process that is far slower, more expensive, and less flexible than any voluntary document prepared in advance.

S E C T I O N  B

The Core Documents — What Each One Does

CORE LEGAL AUTHORITY DOCUMENTS — FUNCTIONS AND KEY DISTINCTIONS

Document What It Authorizes Durable vs. Springing Critical Limitation

Durable Power
of Attorney
(financial)

Agent manages financial accounts,
real estate, investments, taxes,
business matters, and financial
contracts on the principal's behalf

"Durable" means it remains in force if
the principal loses capacity. Springing
POA only activates upon incapacity
(often requires physician certification)

Does not cover healthcare
decisions. Ends at death —
executor takes over

Healthcare
Proxy / Medical
POA

Agent makes healthcare decisions
— treatment, surgery, care
settings, end-of-life choices —
when principal cannot speak for
themselves

Usually durable; activates when
principal lacks capacity to decide

Does not cover financial
matters. Agent should
know principal's values
and preferences, not just
their name

HIPAA
Authorization

Allows named individuals to
receive medical information and
speak with healthcare providers

N/A — a separate authorization form,
not tied to capacity

Does not give decision-
making authority — only
information access

Representative
Payee (SSA)

Designated individual manages
Social Security or SSI payments
on behalf of the beneficiary

Requires SSA application; separate
from POA authority

Narrowly scoped to
benefit payments; does
not cover other financial
accounts

Guardianship /
Conservatorship

Court-appointed authority over
person (guardianship) and/or
estate (conservatorship) when the
individual lacks legal capacity

Requires formal court proceeding;
judge must find incapacity

Expensive, time-
consuming, supervised by
court. Used when
documents were not
executed in time

S E C T I O N  C

Durable vs. Springing POA — A Decision That Matters

A durable power of attorney is effective immediately upon signing and remains effective if the principal loses capacity. A
springing power of attorney only "springs" into effect upon incapacity — typically requiring one or two physicians to certify
that the person cannot manage their own affairs.

Springing POAs sound like a reasonable safety measure but create a practical problem: when a parent is in the middle of a
medical crisis and urgent financial action is needed, the family may not be able to get the required physician certifications
quickly. The durable POA, while it requires more trust in the agent, is usually the more functional choice.



S C E N A R I O  —  T H E  S P R I N G I N G  P O A  P R O B L E M

A father executed a springing durable POA five years ago. After a stroke, he is hospitalized and temporarily incapacitated.
His daughter attempts to access his accounts to pay his bills and manage the home during the crisis. The bank requires
proof of incapacity — a physician certification meeting a specific legal standard. The hospital's attending physician is not
familiar with the state's specific certification requirements. It takes eleven days to get the correct documentation in place.
During that time, a mortgage payment is missed and an insurance renewal lapses.

The point: A durable (immediately effective) POA would have allowed the daughter to act on day one. The springing
structure, intended as a safeguard, became the bottleneck.

S E C T I O N  D

Scope of Authority — What the POA Actually Covers

Powers of attorney vary enormously in scope. Some are narrow (covering only a specific transaction or account). Others are
broad (covering all financial and legal matters). The agent needs to understand what is and is not covered — and so does
every institution the agent will be dealing with.

FINANCIAL POA — COMMON SCOPE AREAS AND WHAT TO CONFIRM

Authority Area What It Covers Confirm in Document?

Banking and
accounts

Deposits, withdrawals, bill payment, account
management

Yes — banks often require explicit language or their
own form

Real estate Managing, selling, or refinancing property Yes — real estate transactions often require specific
POA language

Investment
accounts

Directing investment assets, making transfers Yes — brokerage firms typically require their own
forms as well

Tax filings Filing returns, responding to IRS correspondence Yes — IRS has its own authorization form (Form
2848)

Government
benefits

Managing Medicare, Medicaid, Social Security
interactions

Yes — each agency may require its own
authorization

Gifting authority Making gifts from the principal's assets (e.g., to
family or charity)

Must be explicitly stated — courts scrutinize self-
dealing

S E C T I O N  E

Who Should Be Named and What Backup Looks Like

The agent named in a POA should be someone who is trustworthy, practically capable of managing financial and legal
matters, available, and geographically accessible enough to act when needed. Being close emotionally to the parent is not
sufficient on its own. Managing finances under stress, dealing with institutions, and tracking complex information requires
a specific capability set.

A successor agent should always be named. If the primary agent dies, becomes incapacitated, or resigns, someone needs to



step in without requiring new legal proceedings. Two separate agents acting jointly sounds fair but creates a practical
bottleneck — co-agents must both be available and in agreement for every transaction.

W A R N I N G  S I G N S  —  L E G A L  A U T H O R I T Y  P R O B L E M S  T H AT  N E E D  AT T E N T I O N

No durable POA exists and the parent is showing signs of cognitive decline

POA was executed many years ago and has not been reviewed — some institutions reject older documents

Springing POA exists but certification process has not been mapped out

The named agent is no longer available, capable, or appropriate

No successor agent is named in the document

Healthcare proxy names a person who is unaware of the parent's medical wishes

Financial and medical agents are named but have never reviewed the documents or met with the attorney

S E C T I O N  F

Medical POA — Operational Requirements and Common Failures

The medical POA authorizes an agent to make healthcare decisions when the parent cannot make or communicate
informed choices. The main operational issue is not just whether the document exists, but whether it is properly executed,
accessible, and accepted by each hospital, clinic, or facility involved. Some documents become effective only after a formal
finding of incapacity. Others are effective immediately but intended for use only when necessary.

MEDICAL POA — KEY OPERATIONAL CONSIDERATIONS

Area What to Know or Verify Common Failure

Scope of
authority

Does the document cover treatment consent, refusal,
placement decisions, access to records, and end-of-life
directives?

Agent discovers the document has gaps when a
major decision is needed

Activation
standard

Is the document effective immediately or only after
clinician certification of incapacity?

Springing standard creates delay during an
acute medical event

Hospital and
provider
recognition

Each institution may require identity verification, internal
forms, or chart upload before recognizing the agent

Discovering recognition issues during a
hospital admission rather than before

Privacy
releases

A separate HIPAA authorization may still be required
even if a healthcare agent is named

Agent cannot receive information updates
because the privacy authorization was not
separate

Document
packet
readiness

Medical POA, HIPAA release, parent ID, agent ID, and
emergency contact sheet should be together and
accessible

Document is filed away; agent arrives at a
hospital with only a photocopy of uncertain
provenance



M E D I C A L  A U T H O R I T Y  S E T U P  P R O C E S S

1 Locate and review the document. Confirm names, signatures, dates, and whether the document states when
authority begins

2 Check the scope carefully. Identify any limits related to treatment decisions, mental health, long-term care
admission, or life-sustaining treatment

3 Assemble a medical authority packet. Include the document, HIPAA release if available, parent ID, agent ID, and
contact details

4 Present the packet to providers early. Ask hospitals, physicians, and facilities to scan it into the record and confirm
the agent is listed correctly before a crisis occurs

5 Document institution-specific requirements. Record whether a provider requires its own forms, separate identity
checks, or updated copies

S E C T I O N  G

Financial POA — Institutional Acceptance and Transaction Control

Financial institutions do not treat the POA document as self-executing. They often apply their own fraud review, require
internal forms, question older documents, or refuse to interpret unclear language. A caregiver therefore needs more than
the signed document — the caregiver needs documented institutional acceptance, clear authority language, and a
transaction record showing how the authority is being used.

Many failures happen because the document exists on paper but lacks the specific powers needed later — property
authority, gifting authority, or digital account access — or because the bank or insurer rejects it after incapacity has already
become severe.

Financial institutions vary significantly in how they process agent access requests. Some banks accept a standard POA with
minimal review. Others require their own proprietary forms, legal review, branch manager approval, or documentation
that the document meets their internal standards. The caregiver should treat each institution as a separate onboarding task
— not assume that acceptance at one institution will translate to acceptance at another.

Key Operational Considerations
Power scope verification: confirm the document covers banking, investment management, insurance, real estate,
business transactions, and digital account management — gaps are common in older documents
Institution-specific onboarding: many banks, brokerages, and insurers require proprietary forms, identity
verification, or internal compliance review before accepting agent access
Document age issues: some institutions refuse to honor POA documents more than a few years old — this is not legally
required but happens in practice and can stall urgent transactions
Transaction log maintenance: every significant financial action taken under the POA should be logged to protect the
agent against later mismanagement claims
Fund separation: agent funds and principal funds must be kept entirely separate — commingling is one of the most
common grounds for later legal challenge
Property and gifting authority: not all POAs automatically include authority to sell property or make gifts — these
powers must be explicitly granted in the document language



F I N A N C I A L  P O A  —  C O M M O N  FA I L U R E  M O D E S

Assuming the document will be accepted by all institutions without additional steps or review

Missing specific powers needed later — property sale authority, gifting authority, digital access rights

Discovering that the bank requires its own internal form only when an urgent transaction is needed

Failing to keep a transaction log — creating vulnerability to mismanagement claims without evidence of proper use

Mixing agent funds with the principal's funds — even small amounts create serious legal and ethical exposure

F I N A N C I A L  A U T H O R I T Y  S E T U P  P R O C E S S

1 Review the full document for scope. Confirm that core powers related to money, property, contracts, and records are
clearly covered

2 List every major financial institution and insurer. Include banks, brokerages, retirement accounts, insurance
carriers, mortgage holders, and other account custodians

3 Present the document to each institution while the parent can still participate if possible — ask what internal steps
are required for acceptance

4 Request written confirmation of acceptance. Record dates, contacts, and any institution-specific forms completed

5 Create a transaction log. Track major actions taken under the POA to reduce confusion and support later accounting
if the arrangement is ever reviewed

6 Never mix caregiver funds with parent funds. Separate accounts and clear transaction records are essential to
document legitimate use of the authority

S E C T I O N  H

Multi-State Authority — When Assets and Residences Cross State Lines

Multi-state issues create practical complications even when the documents are validly executed. Documents signed in one
state may be presented to institutions in another. Even when legally recognizable, institutions may delay or refuse
acceptance because of different witness rules, notarization standards, unfamiliar statutory language, or internal review
policies.

These issues are especially common with real estate, title work, and branch-level banking review. The caregiver's job is to
identify every state involved, map which assets belong to each jurisdiction, and create a document package that can be
reviewed efficiently. Multi-state problems are rarely solved by assumption — they are solved by early coordination, written
acceptance where possible, and clear tracking of which institution reviewed what.

Real estate in another state is frequently the most complex multi-state issue. Title companies may require documents
executed to that state's standards or their own additional requirements. Property tax, insurance, and maintenance
obligations in the second state may also require local agent authority that is either explicit in the existing POA or needs a
separate limited authority document prepared with local legal counsel.

Key Operational Considerations
Jurisdiction mapping: identify every state connected to the parent's residence, bank branches, brokerage accounts, real



estate, retirement accounts, insurance, and ongoing obligations
Real estate authority: confirm whether the existing POA explicitly covers property transactions in each relevant state —
title companies and local counsel often require state-specific confirmation
Document execution standards: different states have different witness and notarization requirements — a document
that meets the execution requirements of State A may not satisfy the institutional review standards applied in State B
Pre-authorization testing: present authority documents to key out-of-state institutions before an urgent transaction
requires their use — identify any additional requirements while there is still time to address them
Second-state legal support: for significant out-of-state real estate or financial assets, having a local attorney review the
authority documents in that jurisdiction reduces institutional friction
Documentation by state: keep separate tracking for institutional acceptance, rejections, and additional forms
completed in each state where the parent has assets or obligations

M U LT I - S TAT E  C O M M O N  FA I L U R E  M O D E S

Assuming that acceptance by a national bank's home-state branch guarantees acceptance by branch staff in another
state

Discovering real estate authority gaps only when a transaction needs to close — often at significant financial and timing
cost

Overlooking out-of-state retirement accounts, insurance policies, or safety deposit boxes that require separate
authority documentation

Treating a multi-state problem as a single legal task — institutional variance means each entity must be handled as its
own onboarding event

M U LT I - S TAT E  C O O R D I N AT I O N  P R O C E S S

1 Create a jurisdiction map. List every state connected to the parent's residence, property, accounts, providers, and
obligations

2 Build a state-by-state asset file. Separate deeds, tax bills, insurance, account contacts, and local service contacts by
jurisdiction

3 Test document acceptance in advance. Present the POA or other authority documents to key institutions before an
urgent transaction is needed

4 Record local review outcomes. Track whether the document was accepted, questioned, or rejected, and note the
reason and the institution contact

5 Standardize the shared packet. Keep execution pages, notarization details, IDs, and contact sheets together for reuse
across institutions in different states

6 Monitor longer timelines. Expect extra review time for title work, branch escalation, and cross-state coordination —
plan accordingly

S E C T I O N  I

Guardianship and Conservatorship — When Documents Were Not in Place



If a parent loses capacity without having executed a durable POA or healthcare proxy, the family's remaining option is a
court proceeding. Guardianship gives an appointed person legal authority over personal and healthcare decisions.
Conservatorship gives authority over financial and property matters. Both require filing a petition, a court hearing, a
finding of incapacity by the judge, and ongoing court supervision.

This route is not impossible — but it takes weeks to months, involves attorney fees and court costs, requires regular
reporting to the court, and gives the family less flexibility than a well-drafted durable POA. It is the backup system when
preparation did not happen.

Guardianship is also more restrictive than a well-drafted POA. Once a court appoints a guardian or conservator, the parent
may lose the legal right to make their own decisions even in areas where they retain significant capacity. The court sets
boundaries, and the guardian or conservator operates under ongoing supervision — typically filing annual accounts and
reports. Families who assume guardianship is just "a formal version" of what a POA agent does often underestimate the
ongoing administrative burden.

Key Operational Considerations
When it becomes necessary: common triggers include no valid POA, repeated unsafe decisions, evidence of
exploitation, or inability to access funds needed for basic care without court authority
Court involvement: the process requires petitions, hearings, notice to interested parties, capacity evidence, and
procedural deadlines — not just an application
Scope of authority removed: the court order specifies which decisions the parent can no longer make — the scope
varies by jurisdiction and specific circumstances
Ongoing administrative burden: guardianship usually requires annual accounts, court filings, and compliance
reporting — treat it as an ongoing obligation, not a one-time event
Less restrictive alternatives: courts may require evidence that less restrictive options were considered — supported
decision-making, limited POA, representative payee — before granting full guardianship
Temporary orders: emergency situations may allow short-term court action before a full proceeding is completed —
useful when harm is immediate and imminent

G U A R D I A N S H I P  —  C O M M O N  O P E R AT I O N A L  FA I L U R E S

Delaying the filing after authority failures are already clear — courts take time and delay has consequences

Assuming a court order removes all institutional onboarding requirements — banks and providers may still require
their own verification steps

Underestimating the attorney fees, court costs, and ongoing reporting complexity of the process

Filing without complete evidence of incapacity or documentation of failed alternatives

Failing to prepare for post-appointment compliance — annual accounts, reporting duties, and court deadlines continue
after appointment



L E G A L  A U T H O R I T Y  S E T U P  P R O C E S S

1 Confirm whether a current durable POA (financial) exists — read the document, not just the family's recollection of it

2 Confirm whether a current healthcare proxy or medical POA exists, with a named agent who is aware and willing to
serve

3 Confirm whether a HIPAA authorization is in place for key family members and/or providers

4 Consult an elder law attorney to review existing documents for scope, currency, and adequacy — not just existence

5 If documents are missing or outdated and the parent has capacity, schedule execution with an attorney promptly

6 Provide certified copies of executed documents to banks, brokerages, physicians, and insurance companies before
they are urgently needed

7 Record the storage location of originals and copies in the Financial Inventory (Chapter 4)

S E C T I O N  J

Estate Plan Coordination — Will, Trust, and Beneficiary Alignment

A durable power of attorney and healthcare proxy are operational tools for managing the parent's affairs during incapacity.
But the estate plan — the will, any trust structures, and beneficiary designations on specific accounts — governs what
happens after death. These two systems need to work together, and families often discover misalignment between them
only after incapacity, death, or a failed transaction.

The most common misalignment is between beneficiary designations and the will. Retirement accounts (IRA, 401(k)), life
insurance policies, and payable-on-death bank accounts all transfer directly to named beneficiaries regardless of what the
will says. If a beneficiary designation names a deceased person, an ex-spouse, or a person the parent would no longer
choose, the account goes to that person without consideration of the will's intent. These designations must be reviewed as
part of any estate planning update.

Trusts add additional coordination requirements. Assets must be properly titled to a trust to be controlled by trust terms —
a house not transferred into the trust still passes through the will. Trusts are also revocable (and should typically be kept
current), and the trustee named may need to be updated as circumstances change. Coordination between the POA agent,
the executor, and the trustee is essential — these may be the same person or different people, but all need to know each
other's roles.

Estate Plan Coordination — Key Operational Points
Beneficiary designation audit: review beneficiary designations on all retirement accounts, life insurance policies, and
payable-on-death accounts — confirm named beneficiaries are current, living, and the parent's actual intended recipients
Trust title alignment: if a living trust exists, confirm that all intended trust assets have been properly transferred into
the trust — untitled assets pass through the will and may be subject to probate
Will and beneficiary consistency: confirm that the distribution intent in the will is consistent with beneficiary
designations — or that differences are intentional and understood
Executor and trustee awareness: the named executor and trustee should both know they are named, know where the
documents are stored, and have a basic understanding of their responsibilities before they are needed



Joint ownership review: joint tenancy with right of survivorship (JTWROS) on accounts and property overrides the
will — confirm that jointly held assets are structured as intended and that the surviving owner understanding is shared
Document currency: a will signed 15 years ago may have named agents, executors, trustees, and beneficiaries who are
no longer appropriate — estate plans should be reviewed at least every three to five years or after any major life event

E S TAT E  P L A N  C O O R D I N AT I O N  P R O C E S S

1 Locate all estate plan documents: will, any trust documents, most recent amendments or codicils, and stored
originals versus copy locations

2 Review beneficiary designations on all retirement accounts, life insurance policies, and payable-on-death accounts —
update where needed through the account custodian's forms process

3 If a living trust exists, review which assets are titled in the trust and whether any assets have been acquired since
trust formation that need to be transferred in

4 Confirm the named executor and trustee are still appropriate — if either is deceased, no longer available, or no longer
the right choice, update the documents with the attorney

5 Schedule an estate plan review with an elder law attorney if the documents have not been reviewed in the past three
to five years, or following any major health, financial, or family change

6 Ensure the executor, trustee, and POA agent all know each other's roles and know where the original documents are
stored — do not leave this to discovery after death or incapacity

E S TAT E  C O O R D I N AT I O N  —  H I G H - I M PA C T  O V E R S I G H T S

Outdated beneficiary designations naming deceased persons, ex-spouses, or unintended recipients — these
designations override the will

Assets that should be in a trust but were never properly titled — they may pass through probate or go to unintended
parties

Executor or trustee named in documents who has since died, is incapacitated, or is no longer the right choice

Will signed many years ago that names minor children as direct beneficiaries — minor children may not directly
receive assets, creating a court-supervised guardianship for the funds

Family members unaware that a trust exists or that certain accounts transfer outside the will — surprise at this stage
leads to confusion and sometimes suspicion

S E C T I O N  K

Medical Identity and Information Protection — Safeguarding the Parent's Records

Medical identity theft — the fraudulent use of another person's health insurance identity to obtain services, prescriptions,
or benefits — is a growing problem that disproportionately affects older adults. An older adult's Medicare number,
combined with a name and date of birth, provides the fraudster with everything needed to bill Medicare for services never
rendered. The financial loss falls on the Medicare program; the operational damage falls on the older adult, whose medical
records may be contaminated with services, diagnoses, and prescriptions that are not theirs — creating downstream clinical
and coverage problems.



The caregiver who manages a parent's healthcare correspondence, insurance cards, and online benefit accounts must apply
the same protective discipline to medical information as to financial information. Medicare Summary Notices and
Explanation of Benefits statements should be reviewed for services that were not received. A billing entry for a service on a
date when the parent was elsewhere, or for a provider the parent has never seen, is a potential fraud indicator.

HIPAA rights — the federal privacy protections governing medical information — provide the parent with control over who
can access their medical records. A healthcare proxy or authorized representative can access the parent's records on their
behalf when the parent lacks capacity. Caregivers should know who is designated as the authorized representative in each
provider's and insurer's system, and should update those designations promptly when legal authority documents change.

Medical Identity and Information Protection — Key Operational Points
Medicare card security: the Medicare number on the card is the equivalent of a Social Security number for healthcare
fraud — the card should not be carried in a wallet routinely and should not be shared with anyone other than a confirmed
healthcare provider or official agency
Medicare Summary Notice review: every Medicare Summary Notice (MSN) or Explanation of Benefits should be
reviewed against actual care received — confirm each billed service was actually provided, on the stated date, by the named
provider
Authorized representative designation: confirm that the authorized representative designation with Medicare
(MyMedicare.gov) and with each major insurance carrier matches the current legal authority document — stale
designations may block the caregiver from accessing records under the current POA
Online benefit account security: Medicare, Social Security, and insurance carrier online accounts should be secured
with strong passwords and two-factor authentication — these accounts contain highly sensitive data and are targets for
account takeover
Prescription monitoring: review all prescription records for medications the parent has not been prescribed —
fraudulent prescriptions, particularly for controlled substances, can create clinical risk when providers see a contaminated
medication history
Reporting process for suspected fraud: report suspected Medicare fraud to 1-800-MEDICARE (1-800-633-4227) or
through the online portal — the Senior Medicare Patrol (SMP) program in each state provides free assistance to Medicare
beneficiaries who suspect fraud or billing errors

C H E C K L I S T S

Chapter 2 Checklists

DOCUMENT STATUS REVIEW INSTITUTIONAL NOTIFICATION

Durable financial POA exists and reviewed☐

Healthcare proxy / medical POA exists and reviewed☐

HIPAA authorization in place for key family members☐

Documents reviewed by elder law attorney within last 3–
5 years

☐

Named agents are current, available, and aware of their
role

☐

Successor agent named in financial POA☐

Successor agent named in healthcare proxy☐

Primary bank(s) have received certified copy of financial
POA

☐

Brokerage or investment accounts notified☐

Primary physician has copy of healthcare proxy☐

Medicare / insurance files updated with authorized
contact

☐

Agent knows how to access original documents☐

Agent has reviewed documents and understands scope☐

Agent has consulted with attorney at least once☐



Original documents stored securely with known location☐

Certified copies provided to key institutions☐

Guardianship option understood and documented if
needed

☐



C H A P T E R  2  ·  W O R K S H E E T  1  COMPLETE BEFORE CRISIS

Legal Authority Document Inventory
Record the status, location, named agents, and review dates for every legal authority document.

Document Exists? Date Executed Named Agent(s) Original Storage Location Copies Provided To Review Needed?

Durable
Financial POA

Healthcare
Proxy /
Medical POA

HIPAA
Authorization

Living Will /
Advance
Directive

Will

Trust
document(s)

Representative
Payee (if
applicable)

Other:

Elder law attorney name / contact:

Last attorney review date: Next review due:



C H A P T E R  2  ·  W O R K S H E E T  2  COMPLETE BEFORE CRISIS

Agent Readiness and Institution Notification Log
Track whether named agents are briefed, equipped, and whether key institutions have been notified.

AGENT / INSTITUTION ROLE /
DOCUMENT

NOTIFIED? DATE CONTACT / NOTES

Primary financial agent
(POA)

☐ Yes

Successor financial agent ☐ Yes

Healthcare proxy agent ☐ Yes

Successor healthcare agent ☐ Yes

Primary bank Financial POA ☐ Yes

Secondary bank / credit
union

Financial POA ☐ Yes

Investment / brokerage
accounts

Financial POA ☐ Yes

Primary physician Healthcare
proxy

☐ Yes

Medicare / insurance file Authorized
contact

☐ Yes

Other: ☐ Yes



C H A P T E R  2  ·  W O R K S H E E T  3  LOG EVERY INSTITUTIONAL CONTACT

Institution POA Acceptance Tracker
Document each institution's POA acceptance status, internal form requirements, and contact name. Institutions that refuse
to accept a valid POA must be addressed before a crisis makes it urgent.

Institution Type Document Presented Date Presented Accepted? Internal Form Required? Contact Name

Primary
bank Bank Financial POA ☐ Yes ☐ Yes

Secondary
bank Bank Financial POA ☐ Yes ☐ Yes

Brokerage
/
investment Financial Financial POA ☐ Yes ☐ Yes

Retirement
account Financial Financial POA ☐ Yes ☐ Yes

Primary
physician Medical Medical POA / HIPAA ☐ Yes ☐ Yes

Hospital /
health
system Medical Medical POA / HIPAA ☐ Yes ☐ Yes

Medicare /
insurance

Gov /
Insurance Auth. rep. form ☐ Yes ☐ Yes

Social
Security Government Representative payee ☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

Institutions refusing acceptance — next step:

Elder law attorney consulted about refusals:



C H A P T E R  T H R E E

Advance Directives

A practical system for establishing, organizing, and communicating a parent's
healthcare wishes — so that the documents exist, are accessible, reflect current
preferences, and are understood by the people who will need to act on them.

"The directive that exists but cannot be located when the paramedics arrive is not meaningfully different from the
one that was never written. Documents need to be accessible, not just stored."

THE CAREGIVER CONTROL MANUAL CHAPTER 3 — ADVANCE DIRECTIVES

S E C T I O N  A

Why Advance Directives Are Often Incomplete

Families tend to treat advance directives as a one-time task. The document gets signed at some point — often prompted by
a hospital admission, a surgery, or an attorney visit — and then filed away. Years later, when it is urgently needed, several
things may have gone wrong: the parent's wishes may have changed, the named proxy may no longer be the right person,
the document may be a version that does not meet the current state's requirements, or no one can find it quickly enough to
matter.

The advance directive system is not just about getting documents signed. It is about maintaining a functioning set of
documents that can actually be retrieved and applied when they are needed.

The maintenance problem is compounded by the distribution problem. Even a current, well-written advance directive
protects no one if it cannot be found when it is needed. Families regularly have a directive somewhere — in a file cabinet, in
a safe deposit box, with an attorney — and discover that "somewhere" is effectively nowhere when a hospitalization
happens in the evening, a weekend, or in a facility the parent has never visited. The directive must be accessible in real
time, in the care setting where a decision is being made.

The most operationally effective approach is a two-track system: a complete original document stored in the designated
document location, and a certified copy in the Emergency Packet that travels with the parent to every appointment,
admission, and care setting. The Emergency Packet should be updated every time the underlying documents change. If the
Emergency Packet has not been updated in more than 12 months, it should be treated as suspect until verified.

S E C T I O N  B

The Document Landscape — What Each Directive Does

Healthcare Decisions Before a Crisis



ADVANCE DIRECTIVE DOCUMENTS — FUNCTIONS,  SCOPE,  AND COMMON CONFUSION

Document What It Does Who It Speaks To Common Misunderstanding

Living Will /
Advance
Directive

States the principal's preferences for life-
sustaining treatment, artificial nutrition,
resuscitation, and comfort measures in specific
medical situations

Healthcare
providers and the
proxy agent

Often thought of as a "no
treatment" document — it can
express any preference, including
aggressive treatment

Healthcare
Proxy /
MPOA

Names a person with authority to make
healthcare decisions when the principal cannot
speak for themselves

Healthcare
providers, hospitals,
and care facilities

The named agent should know the
principal's values and preferences
— not just be trusted generally

DNR Order
(Do Not
Resuscitate)

A physician's order — not just a patient form —
directing providers not to attempt CPR

Emergency
responders, hospital
staff, care facility
staff

A living will expressing preference
for no CPR is not the same as a
physician-signed DNR order

POLST /
MOLST

A portable medical order — physician-signed —
specifying CPR preference, hospitalization
preference, and level of medical intervention

All treating
providers across
settings; EMS
responders in many
states

Often confused with a living will;
POLST is an actual medical order,
not just an expressed preference

HIPAA
Authorization

Permits named individuals to receive medical
information and communicate with providers

Physicians,
hospitals,
pharmacies

Does not grant decision-making
authority — only information
access

D N R  V S .  P O L S T  —  A  C R I T I C A L  D I S T I N C T I O N

A living will or advance directive that says "I don't want CPR" is an expressed wish. A DNR order is a physician-signed
medical order that EMS and hospital staff are trained to follow. Without a signed physician order, a patient's stated
preference may not be honored in an emergency — particularly if EMS responds. Ask the primary physician what is
required in your state and care setting.

S E C T I O N  C

The Version Control Problem

Advance directives that were signed years ago may no longer reflect the parent's current wishes. A parent who completed a
living will at age 65 while in good health may have very different preferences at 82 with a serious chronic illness. The
named proxy may have died, moved, or become unable to serve.

Additionally, state laws on advance directives vary and change over time. A document executed in one state may not be
fully recognized in another — particularly relevant when parents spend time in different states or move to be closer to
family.



S C E N A R I O  —  T H E  O U T D AT E D  D I R E C T I V E

A mother executed a healthcare proxy fifteen years ago naming her older sister as agent. The sister died two years ago.
When the mother is hospitalized with a serious cardiac event and cannot speak for herself, the hospital asks to speak with
the proxy. The family realizes the named agent is deceased. The document names no successor proxy. The hospital must
fall back on next-of-kin order, which triggers a family disagreement about treatment. The situation could have been
avoided with a review appointment after the sister's death.

D I R E C T I V E  R E V I E W  P R O C E S S  ( D O  A N N U A L LY  A N D  A F T E R  M A J O R  E V E N T S )

1 Locate every existing directive document — living will, healthcare proxy, DNR, POLST — and confirm they are the
most recent versions

2 Confirm the named healthcare proxy agent is still alive, willing, capable, and knows the parent's current wishes

3 Review the document's substantive preferences — do they still reflect the parent's current values and medical reality?

4 Confirm whether a POLST or physician-signed DNR order is clinically appropriate and, if so, whether one is in place

5 Confirm the document meets your state's current requirements — consult an elder law attorney if uncertain

6 Stage copies at the care location, with the primary physician, and in a readily accessible location at home

7 Destroy superseded versions clearly to avoid provider confusion about which document is current

S E C T I O N  D

Where Documents Need to Be and Who Needs to Know

A directive filed in a lawyer's office or in a fireproof box that only one family member knows about is not accessible.
Accessibility means: at the care location, with the primary physician, and with the person who would act as proxy. The
proxy agent cannot make decisions without having the document or the authorization that comes with it.

DIRECTIVE DISTRIBUTION — WHO NEEDS WHAT AND WHY

Recipient What They Need Why Confirm
Received?

Primary
physician

Healthcare proxy, living will, POLST if
applicable

Must have documents in the chart to act on
them; physician needs to sign POLST

☐
Confirmed

Proxy agent Certified copy of healthcare proxy; living
will copy; physician contacts

Agent must be able to present and invoke
authority quickly

☐
Confirmed

Hospital or care
facility

All directives; POLST if applicable Admitting forms require it; staff need to
locate them in chart during emergencies

☐
Confirmed

Emergency
services / home
location

Bright-orange POLST visible near entry
or in refrigerator per state convention

EMS may respond with limited time —
document must be findable in under one
minute

☐
Confirmed

Family members That the directive exists, what it says in Prevents contested emergency decisions by ☐



who need to know general, and who the proxy agent is relatives who were "not told" Confirmed

S E C T I O N  E

Having the Conversation — Before It Becomes Necessary

The directive documents matter less if the proxy agent does not understand the parent's actual values and preferences. A
proxy who knows only that they are named — without knowing whether the parent values quality of life over longevity,
whether there are conditions under which they would not want aggressive treatment, or what "comfort-focused care"
means to them — is not well-equipped to make decisions under pressure.

S C E N A R I O  —  T H E  P R O X Y  W H O  W A S  N O T  P R E PA R E D

A daughter is named as her mother's healthcare proxy but they have never discussed what the document means in
practice. The mother is admitted to the ICU following a severe stroke. The physician asks the daughter whether to proceed
with a ventilator. The daughter does not know her mother's views on life support and is paralyzed by the decision. She
asks the physician to "do everything." Her brother, who had talked with their mother about end-of-life care, believes their
mother had clearly expressed she would not want that. The resulting disagreement takes days to resolve, during which the
patient is on full mechanical support in a situation she had hoped to avoid.

The point: The proxy conversation needs to happen before the crisis — including the substantive preferences, not just
the appointment.

W A R N I N G  S I G N S  —  D I R E C T I V E  S Y S T E M  G A P S

No advance directive has ever been executed

Living will was signed more than five years ago and never reviewed

Healthcare proxy names an agent who is deceased, incapacitated, or unaware of the role

No POLST or physician DNR order in place despite clear end-of-life preferences

Documents exist but are stored where they cannot be retrieved in an emergency

The proxy agent has never discussed the parent's actual wishes with the parent

Family members disagree about resuscitation and no directive addresses it

Parent has moved states but documents may not meet the new state's requirements

S E C T I O N  F

Living Will — Clinical Scope and Operational Clarity

A living will is a written statement of treatment preferences to be used if the parent loses the ability to communicate
informed choices. Its value is not that it answers every possible medical question — its value is that it gives the healthcare
agent and treating clinicians a baseline for how the parent wanted serious decisions handled.

A living will is strongest when it is clear, current, legible, and consistent with the family's actual understanding of the
parent's wishes. It is weakest when it is old, vague, contradictory, or buried in paperwork no one can access during an
admission. A stale document can create almost as much confusion as no document at all, especially if the parent's



condition, priorities, or treatment goals have changed.

LIVING WILL — COMMON SCOPE AREAS AND OPERATIONAL RISKS

Treatment Area What a Living Will Can Address Common Failure Point

Resuscitation
(CPR)

Express preference for or against CPR attempts
during cardiac or respiratory arrest

Without a physician-signed DNR order, a
preference stated in a living will may not bind EMS

Mechanical
ventilation

Address whether a ventilator is acceptable for short-
term stabilization vs. long-term life support

Vague language like "extraordinary means" is
subject to very different interpretations by
providers

Artificial
nutrition and
hydration

State preferences around feeding tubes and IV fluids
in terminal or permanent incapacity situations

Many families delay deciding on this until deep in a
crisis, when capacity is already impaired

Comfort and
palliative care

Affirm the importance of pain management and
comfort even if curative treatment is limited

Absent an explicit comfort-care preference,
aggressive treatment may be applied by default

Dementia-
specific
preferences

Provide guidance for situations where the parent
cannot express preferences due to cognitive decline

Many generic living wills do not address dementia
scenarios specifically, creating ambiguity

Living Will — Operational Quality Standards
Specific over vague: prefer "do not use a mechanical ventilator for more than 30 days if there is no expectation of
recovery" over "no extraordinary measures" — vague language creates interpretation disputes at the point of care
Dementia scenario coverage: if the parent has a dementia diagnosis or risk, the living will should specifically address
decisions in the context of advanced dementia where the person cannot communicate and has limited prognosis
Healthcare agent alignment: the healthcare agent must know and understand what the living will says — a document
the agent has never read provides weak guidance; the document the agent has discussed and can interpret provides strong
guidance
Version control: all outdated versions should be collected, marked "superseded," and removed from active circulation —
a provider who has an outdated living will may act on it; removing old versions prevents this
State-specific form use: many states have their own preferred or legally recognized living will forms — using the state's
standard form may improve institutional acceptance and reduce interpretation ambiguity
Annual review: the living will should be reviewed at minimum annually and after any major health event, new diagnosis,
or change in care goals — a document that does not reflect current goals is a liability, not an asset

S E C T I O N  G

DNR and Resuscitation Orders — What They Are and Are Not

A Do-Not-Resuscitate order is a medical order — signed by a physician — directing clinical staff and, where applicable,
emergency medical services not to attempt CPR in the event of cardiac or respiratory arrest. It is narrow. It does not mean
no hospitalization, no antibiotics, no treatment, or no comfort care. It means: do not attempt resuscitation during an arrest
event.

The critical distinction is that a living will expressing "no CPR" is not a DNR order. A living will is an expressed preference
document. A DNR is an active medical order. EMS responders, in most states, are bound to follow DNR orders but may not



act on a living will expressed preference without a separate physician order.

D N R  O R D E R  —  O P E R AT I O N A L  R E Q U I R E M E N T S

1 Confirm physician signature. A DNR is a physician order — not a family form, not a preference check-box, not a
notation in a living will

2 Confirm that the order appears in every relevant chart. Hospital DNR, facility DNR, and home DNR may
each need to be established separately

3 Confirm EMS coverage in your state. Know whether a separate out-of-hospital DNR form or POLST is required
for EMS to follow the order

4 Place the document where emergency responders can find it. Most states use a bright-colored form (often
orange or pink) placed near the front door or in the refrigerator

5 Review after every setting change. Hospital discharge, facility transfer, and hospice enrollment all create
opportunities for DNR status to become unclear in the new setting

6 Make the family's understanding explicit. All involved family members should understand that DNR applies
to arrest response — not to all other medical treatment

S E C T I O N  H

POLST and Portable Medical Orders — Cross-Setting Treatment Instructions

POLST forms — and their state-specific equivalents (MOLST, POST, MOST, etc.) — are portable medical order sets
designed to convert care preferences into actionable instructions that follow a patient across care settings. They are
typically used when a patient has serious illness, advanced frailty, or a foreseeable risk of medical crisis where broader
preference documents are not sufficient alone.

The practical difference between a POLST and a living will is that the POLST functions as a current-use medical order. A
living will expresses intent and treatment values. A POLST is more concrete — designed to tell clinicians what to do in
defined treatment situations across transfer events, facility care, and EMS contact. Because it operates as an active order,
stale information is more dangerous here than in a preference document.

POLST VS.  L IVING WILL — OPERATIONAL COMPARISON

Feature Living Will POLST / Portable Medical Order

Document type Patient-executed preference statement Physician-signed medical order

Who can follow it
immediately

Healthcare agent, treating clinicians (with
interpretation)

All treating providers, EMS in most states

How specific it is Expresses values and preferences — may use
broad language

Specifies CPR, hospitalization level, and
intervention type directly

When to update Annually or after major preference change After any change in health status, goals, or care
setting

Risk if outdated May not reflect current wishes; creates agent High — may direct treatment opposite to current



ambiguity goals

Where it needs to be With provider, agent, and in accessible
storage

At bedside, front door or refrigerator, transferred
with patient

S E C T I O N  I

Hospital, Facility, and Provider Communication — Keeping Directives in Use

The real life of directive documents happens at handoff points: emergency department intake, hospital admission,
discharge, transfer to rehab, facility placement, hospice enrollment, return to hospital, and major specialty consultations.
These are exactly the moments when document failure becomes expensive — when care is delivered based on missing or
stale information because no one at the new location had the current documents.

Every provider system should be assumed separate until proven otherwise. The family should not assume the primary care
office shared anything with the hospital, or the hospital with rehab, or rehab with the facility, or the facility with transport,
or transport with the next hospital. Sometimes records move. Often they do not move well or arrive in a way that is visible
to the people making treatment decisions.

"We faxed it" or "they should have it" is not a confirmation strategy. The real question is whether the receiving system
uploaded the document, labeled it correctly, placed it in the visible location, and linked it to the correct patient file. None of
those steps are automatic. The family's job is to verify — not assume transfer and availability.

Key Operational Considerations
Standardized packet: build one consistent directive packet containing the living will, medical POA, DNR documentation
if applicable, portable medical order if applicable, and identity pages
Pre-transition distribution: provide the packet to every active care setting — not just primary care. Specialists,
hospitals, facilities, hospice, and transport providers all need access to current versions
Explicit confirmation: ask the receiving provider to confirm that the document was received, uploaded, labeled
correctly, and is accessible to treating staff — do not treat "we got it" as complete confirmation
Hard copies during transitions: during transport, transfer, or emergency admission, do not rely entirely on prior
uploads — carry hard copies in a clearly labeled folder
Distribution log: track where each document was sent, who confirmed receipt, and when each version was distributed —
the log is your documentation if a dispute about directives arises



P R O V I D E R  C O M M U N I C AT I O N  P R O C E S S

1 Build one standardized directive packet. Include the living will, medical POA, DNR documentation if applicable,
portable order if applicable, and ID pages

2 Distribute the packet to all active major providers — primary care, specialists, hospitals, facilities, hospice, and other
ongoing care settings

3 Request explicit confirmation. Ask whether the records were received, uploaded, labeled correctly, and placed where
staff can find them

4 Carry hard copies during transitions. Do not rely entirely on prior uploads during transport, readmission, or rapid
transfer

5 Update and redistribute immediately after document change. Any revised directive document should trigger re-
sharing, not just home filing

6 Maintain a distribution log. Track where records were sent, who confirmed receipt, and what still needs follow-up

C O M M O N  P R O V I D E R  C O M M U N I C AT I O N  FA I L U R E S

Assuming one provider system automatically shares records with all other providers in the care network

Leaving outdated directive versions active in multiple charts simultaneously — old versions can guide care if not
formally superseded in each chart

Failing to bring hard copies during hospital admissions, ER visits, or transitions to new facilities

Verbal substitution — telling staff what the parent wanted instead of providing the documents that carry the legal
authority

Treating a fax confirmation as equivalent to chart availability and visibility at the clinical level

S E C T I O N  J

Directive Escalation Triggers — When to Review the Entire System

Directive review should not happen only after a crisis. Specific clinical and situational changes should trigger an immediate
recheck of the entire directive set — documents, distribution, named agents, and consistency across all provider charts.
These are the triggers that indicate the existing system may no longer reflect current goals or current health status.

Families often treat directives as one-time events: they execute the document, file it, and consider the task complete. But a
directive is only as useful as it is current. Stale documents can cause exactly the opposite of what the family intended when
a crisis unfolds under different conditions than those present when the document was signed.

Directive Review Triggers — Act Immediately When Any of These Apply
Major new diagnosis: a cancer diagnosis, neurological diagnosis, advanced organ failure, or other serious condition may
change care goals in ways the existing directive does not address
Serious hospitalization: every significant hospitalization is a prompt to confirm directives are current, visible in the
chart, and consistent with the patient's current goals
Care setting change: move from home to assisted living, assisted living to skilled nursing, or any facility placement is a



distribution and confirmation trigger
Comfort care transition: when the parent or family shifts focus to comfort over treatment, the directive documents
must reflect that shift actively — not just informally
Repeated chart-family mismatch: if clinical staff are consistently acting differently from what the family understands
to be the plan, the directive system has a clarity or distribution problem
Cognitive or communication decline: when the parent can no longer communicate preferences directly, the directive
documents carry more weight and must be more reliably current
Family disagreement about treatment goals: if family members are divided about what the parent would want, the
directive documents become the primary record — and their clarity matters enormously

E S C A L AT I O N  T I M I N G  —  D O  N O T  W A I T

Directives that were current six months ago may not reflect the parent's current diagnosis, functional status, or care
goals — schedule a review now if any trigger has occurred

A hospitalization or setting change without directive confirmation means the new provider is operating with unknown
or stale information

Family disagreement about care is far harder to resolve when the directive document is unclear, outdated, or missing
— a current and specific directive is the resolution tool

Delay in reviewing directives after a major change is not neutral — it is a decision to accept the risk that the old
document will guide care

S E C T I O N  K

POLST and MOLST — Medical Orders That Travel with the Patient

A Physician Orders for Life-Sustaining Treatment (POLST) form — known as a MOLST (Medical Orders for Life-Sustaining
Treatment) in some states — is a physician-signed medical order that translates advance care preferences into actionable
clinical instructions. Unlike a living will, which is a legal document expressing preferences, a POLST is a medical order that
healthcare providers — including emergency medical services — can act on directly.

The distinction matters most at the point of emergency. When EMS arrives at a home and a person is unresponsive, the
absence of a signed POLST typically results in aggressive resuscitation regardless of what a living will says. EMS providers
are generally not empowered to honor a living will in the field; they are empowered to honor a signed POLST or similar
medical order. For patients with advanced illness, dementia, or terminal conditions, a POLST that reflects the patient's
wishes is a critical document.

A POLST is completed collaboratively by the patient (or their healthcare agent if the patient lacks capacity), the patient's
physician, and ideally the healthcare agent as a witness to the conversation. The form should address CPR preference, the
level of medical intervention desired, and artificial nutrition preferences. Once signed, the POLST should be placed in a
visible, accessible location at the patient's residence — typically on the refrigerator or in a clearly marked file — and should
accompany the patient to every care setting.

POLST / MOLST — Key Operational Points
State-specific form: POLST forms are state-specific — confirm which form is used in the patient's state and obtain the
current version from the patient's physician or the state's POLST registry
Physician signature required: the form must be signed by a physician (or in some states, a nurse practitioner) to be a



valid medical order — a patient or family member signature alone is not sufficient
Prominent placement: the POLST should be stored where EMS can find it immediately — the standard location is on
the inside of the front door, on the refrigerator, or in a prominently labeled file. EMS personnel are trained to look in these
locations
Care setting transfer: the POLST must travel with the patient when moving between settings — home to hospital,
hospital to skilled nursing, skilled nursing to hospice. Confirm the POLST is in the patient's hands or care record at every
transfer
Annual review with physician: the POLST should be reviewed annually or after any significant change in health status,
diagnosis, or care goals — a form that no longer reflects current goals may result in treatment decisions the patient and
family would not have chosen
POLST versus DNR: a POLST and a DNR order serve similar purposes but are not identical — confirm which document
is operative in each care setting and whether both are in the record. Some facilities require both; some honor one but not
the other

C H E C K L I S T S

Chapter 3 Checklists

DOCUMENT COMPLETION DISTRIBUTION AND COMMUNICATION

Living will / advance directive executed and current☐

Healthcare proxy / MPOA executed and current☐

POLST or physician-signed DNR in place if appropriate☐

HIPAA authorization covers key family members and
providers

☐

Documents meet current state requirements☐

Successor proxy named if primary proxy is unavailable☐

Old versions destroyed to avoid confusion☐

Review date scheduled — at least annually☐

Primary physician has copies in chart☐

Proxy agent has certified copies and understands role☐

Proxy agent has had substantive conversation about
parent's wishes

☐

Hospital / care facility has copies on file☐

POLST visible at home if applicable☐

Key family members know directive exists and who
proxy is

☐

Document storage location recorded in Financial
Inventory (Ch. 4)

☐



C H A P T E R  3  ·  W O R K S H E E T  1  REVIEW ANNUALLY

Advance Directive Status and Distribution Tracker
Track the status, location, and distribution of every healthcare directive document.

Document In Place? Date Executed / Last Reviewed Named Agent or Physician Storage Location Distributed To

Living Will /
Advance
Directive

Healthcare
Proxy /
MPOA

DNR Order
(physician-
signed)

POLST /
MOLST

HIPAA
Authorization

Primary healthcare proxy agent: Phone:

Successor proxy agent: Phone:

Primary physician (directives on file):



C H A P T E R  3  ·  W O R K S H E E T  2  BRING TO APPOINTMENT

Proxy Conversation Prep — Values and Preferences Guide
Use this before the proxy conversation to record what the parent wants the agent to understand about their values and
treatment preferences.

Person completing (if not parent): Date:

QUESTION PARENT'S RESPONSE OR KNOWN PREFERENCE DISCUSSED
WITH
PROXY?

What matters most to you
about the quality of your life if
you become seriously ill?

☐ Yes

Under what conditions would
you want aggressive treatment
to continue vs. shift to comfort
care?

☐ Yes

How do you feel about CPR,
ventilators, or feeding tubes in
a situation of serious decline?

☐ Yes

Where would you prefer to
receive care near the end of
life — home, facility, or
hospital?

☐ Yes

Is there anything the proxy
agent should know that is not
in the written directive?

☐ Yes

Are there any relatives whose
opinions on treatment should
be weighted differently?

☐ Yes

Proxy conversation held (date): Participants:

Key points from conversation:



C H A P T E R  3  ·  W O R K S H E E T  3  COMPLETE AT EVERY CARE TRANSITION

Care Transition Directive Verification
Verify directive status at every care-setting transition — hospital discharge, facility transfer, placement, or readmission. Do
not assume the receiving setting has a current copy.

Date Transition Event Receiving Setting Directive Packet Carried? DNR / Portable Order Verified? Uploaded to Chart?

Hospital
admission ☐ Yes ☐ Yes ☐ Yes

Hospital
discharge ☐ Yes ☐ Yes ☐ Yes

Skilled nursing
placement ☐ Yes ☐ Yes ☐ Yes

Assisted living
placement ☐ Yes ☐ Yes ☐ Yes

Rehab / SNF
discharge ☐ Yes ☐ Yes ☐ Yes

Hospice
enrollment ☐ Yes ☐ Yes ☐ Yes

☐ Yes ☐ Yes ☐ Yes

☐ Yes ☐ Yes ☐ Yes

Current directive packet storage location:



C H A P T E R  3  ·  W O R K S H E E T  4  BRING TO EVERY PROVIDER APPOINTMENT

Provider Questions and Follow-Up Log
Log questions or concerns raised with providers about directive status, scope, or chart visibility — and record the answer.
Don't leave an appointment with an open question undocumented.

Date Provider / Facility Question or Concern Raised Answer / Response Received Follow-Up Required? Resolved?

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

Open items to follow up before next visit:



C H A P T E R  F O U R

Financial Inventory

A structured process for building and maintaining a complete financial picture —
accounts, assets, income, debts, insurance, and documents — so that the family
has the visibility needed for every subsequent caregiving, legal, and funding
decision.

"A partial financial picture creates systematic blind spots. A missed account, an unknown debt, or an unfound
insurance policy does not just represent missing information — it creates real problems at exactly the wrong
moment."

THE CAREGIVER CONTROL MANUAL CHAPTER 4 — FINANCIAL INVENTORY

S E C T I O N  A

Why the Financial Inventory Is Foundational

The financial inventory is not just a nice-to-have organizational project. It is the prerequisite for nearly every significant
caregiving decision. Medicaid eligibility depends on an accurate asset picture. Long-term care funding projections require
complete income and asset data. Insurance benefits require knowing the policies exist. Estate administration requires a
complete list of what the person owned.

The challenge: assembling this picture is much easier while the parent is alive, cognitively present, and willing to share
information. Once capacity diminishes, financial records are often the hardest things to reconstruct. Accounts are
discovered by accident. Policies are found in shoeboxes years later. Unknown debts surface during estate settlement.

S C E N A R I O  —  T H E  M I S S I N G  P O L I C Y

A family spends $85,000 in private-pay nursing home costs over eighteen months before discovering, while going through
their mother's papers after her death, that she had purchased a long-term care insurance policy twelve years earlier. The
policy had a $150 daily benefit that would have covered much of the nursing home cost. The insurance company
eventually paid a partial claim for the final months, but the earlier costs were gone. No inventory had ever been built.

The point: The financial inventory is not optional for a family managing significant care costs. It needs to be built before
it is needed.

A financial inventory also protects against exploitation. When no one in the family knows what accounts exist, what a
reasonable withdrawal pattern looks like, or what the parent's actual asset picture is, there is no baseline from which to
detect anomalies. Exploitation often begins with accounts the family did not know about and cannot monitor. The

Assets, Accounts, and the Complete Picture



inventory is the monitoring system's foundation.

The inventory should be built to a standard that would allow a competent third party — the executor, a trustee, an elder law
attorney, or a successor caregiver — to understand the full financial picture without any further explanation. That means
documenting not just the accounts but the ownership structure, the access method, the purpose of each account, the
automatic payments it funds, and the contacts needed to manage each account. A list of account numbers without context
is a starting point, not a finished inventory.

S E C T I O N  B

What a Complete Financial Inventory Covers

FINANCIAL INVENTORY CATEGORIES — WHAT TO FIND AND WHERE TO LOOK

Category What to Document Common Places to Find
It Why It Matters

Bank
accounts

Institution, account type, approximate
balance, account number last four digits,
access method

Statements, checkbooks,
online banking

Bill payment authority; Medicaid
asset counting; POA activation
point

Investment
and
brokerage
accounts

Institution, account type, approximate
value, account number, beneficiary
designations

Statements, tax forms
(1099), financial advisor
contact

Asset calculation for Medicaid;
estate planning; funding runway

Retirement
accounts
(IRA, 401k,
pension)

Institution or plan administrator, type,
approximate value, beneficiary
designation

Annual statements, HR
department, plan
documents

Beneficiary designations
supersede will — must be current

Real estate Address, ownership form (sole, joint,
trust), approximate value, mortgage
balance if any, property tax status

Deed, county assessor
records, mortgage
statements

Medicaid exempt asset rules; title
transfer issues; sale during crisis

Life insurance Company, policy number, type
(term/whole/universal), face value, cash
value if any, beneficiary

Policy documents,
premium payment
records, insurance
company records

Cash value may count for
Medicaid; death benefit planning;
premium payment management

Long-term
care
insurance

Company, policy number, daily/monthly
benefit, elimination period, inflation
protection, current premium status

Policy documents,
insurance agent, annual
billing statements

Critical for funding long-term
care costs — many families don't
know policies exist

Social
Security /
pension
income

Monthly benefit amount, payment source,
deposit account

SSA benefit letter, pension
plan statement

Income counting for Medicaid
eligibility; monthly cash flow for
care costs

Debts and
obligations

Mortgage, car loans, credit cards, medical
bills, any personal loans

Credit reports, monthly
statements, billing files

Net asset calculation; ongoing
payment management; estate
obligations

Digital assets
and accounts

Email accounts, online banking
credentials, subscription services, digital
files or photos

Password manager, email
account, browser saved
passwords

Access needed after incapacity;
ongoing charges to cancel;
sentimental digital assets



Safe deposit
box / physical
storage

Bank location, box number, key location,
what is stored inside

Bank records, key location Critical documents may be locked
in a box only the deceased could
access

S E C T I O N  C

Financial Exploitation — The Risk That Grows With Cognitive Decline

Financial exploitation of older adults is not rare. It ranges from opportunistic theft by paid caregivers to systematic
transfers by family members to sophisticated phone and online scams targeting people whose judgment is impaired. The
earlier a financial monitoring system is in place, the earlier irregularities become visible.

Signs of financial exploitation are not always dramatic. They often look like unusual account activity, unexplained
withdrawals, new names on accounts or beneficiary designations, unpaid bills despite adequate assets, or a parent who
seems anxious about money in new ways.

FINANCIAL EXPLOITATION WARNING SIGNS — CATEGORY AND RESPONSE

Warning Sign Category Initial Response

Unexplained cash withdrawals or
transfers

Account
irregularity

Pull account statements; identify timing and amounts;
contact bank if pattern exists

New names added to accounts, deeds, or
beneficiary forms

Unauthorized
changes

Verify authorization; consult attorney if unauthorized

Bills unpaid despite apparent assets Financial
redirection

Review all outflows; map income and expenses

Caregiver or new "friend" showing
unusual interest in finances

Relationship
exploitation

Limit financial access; monitor closely; document

Parent confused or reluctant to discuss
money

Cognitive
vulnerability

Assess capacity; activate financial POA monitoring if
appropriate

Phone/mail scams — payments to
unfamiliar payees

Third-party
fraud

Block solicitation contact; notify financial institutions;
file complaint if warranted

W A R N I N G  S I G N S  —  F I N A N C I A L  I N V E N T O R Y  G A P S

No complete list of accounts, assets, and debts has ever been assembled

Only one family member knows the full financial picture — and that person is the parent

Insurance policies (life, LTC) have not been located and reviewed in years

Beneficiary designations on retirement accounts and life insurance have not been checked

A safe deposit box exists but no one knows where the key is

Digital account credentials exist only in the parent's memory

No financial monitoring is in place as cognitive decline progresses

S E C T I O N  D



Building the Inventory — Process and Priority

F I N A N C I A L  I N V E N T O R Y  A S S E M B LY  P R O C E S S

1 Start with what you know: compile current statements, account numbers, and known contacts before asking the
parent for additional detail

2 Ask the parent directly — frame it as organizing paperwork together, not interrogating them about finances

3 Check the physical environment: file cabinets, shoeboxes, desk drawers, and safe deposit boxes often hold policies
and statements

4 Review recent tax returns — interest, dividends, and retirement distributions will point to accounts that may not be
otherwise obvious

5 Check credit reports — they will surface debts and credit accounts the parent may not have mentioned

6 Contact each institution for current account status; update contact information while you have access

7 Document digital assets and credentials in a secure but accessible format — not solely on the parent's device

8 Set a review schedule: the inventory becomes stale quickly as circumstances change

S E C T I O N  E

Banking and Investment Accounts — Access and Continuity

Banking and investment accounts are the operational center of financial caregiving because they control cash flow, bill
payment, and transaction visibility. The goal is not product selection or investment analysis — it is continuity, visibility,
and a clean paper trail. Each account should be documented by institution, account type, ownership title, statement
delivery method, and agent-access status.

Institutions often treat power of attorney acceptance as a separate process from merely presenting the document. The
caregiver must track both account presence and institutional authority acceptance as separate items. An account that is
known but inaccessible under POA is not operationally available.



B A N K I N G  A N D  I N V E S T M E N T  A C C O U N T  C O N T R O L  P R O C E S S

1 Build the complete account list. Record institution, account type, last four digits, ownership title, primary use, and
statement delivery method for each account

2 Confirm POA acceptance at each institution. Each bank and brokerage has its own acceptance process — present the
document and get written confirmation, not just verbal assurance

3 Identify the primary operating account. The account funding bills, premiums, and recurring expenses needs active
monitoring and backup access

4 Map all automatic payments. Track which accounts fund recurring drafts — mortgage, insurance, utilities,
subscriptions — so nothing lapses during a transition

5 Track statement delivery channels. If statements go to an email only the parent can access, redirect to a caregiver-
accessible address before incapacity creates an access block

6 Flag dormant or unknown accounts. Any account appearing on a tax form (1099-INT, 1099-DIV) that is not in the
inventory is unresolved until verified

S E C T I O N  F

Retirement Accounts — Access, Distributions, and Beneficiary Control

Retirement accounts require separate tracking because access, distributions, and beneficiary records often follow
institution-specific rules. The caregiver's focus should be administrative control, not investment strategy. Retirement
assets are frequently missed because they may be tied to old employers, legacy mailing addresses, or paperless accounts
connected to inactive email addresses.

If required minimum distributions apply, treat them as a calendar and compliance item — not an afterthought. Missing a
required distribution has tax consequences that are entirely preventable with a tracking system.

RETIREMENT ACCOUNT TRACKING — KEY AREAS AND COMMON RISKS

Area What to Track Common Risk

IRA accounts Custodian, account type (traditional/Roth),
beneficiary on file, distribution status

Outdated beneficiary designation — supersedes the
will and may not reflect current intentions

Former employer
plans

Plan administrator, third-party administrator
contacts, plan-specific authority rules

Old employer plans are forgotten because statements
stopped coming to the current address

Required
minimum
distributions

Whether distributions apply, whether already
automated, where proceeds are deposited

Missing a required distribution triggers a tax penalty
— discovered at year-end

Statement access Where year-end forms are delivered, whether the
caregiver can retrieve them

Statements sent to an inaccessible email account
block both tracking and tax filing

Authority
verification

Whether the plan administrator requires forms
beyond a general power of attorney

Caregiver assumes POA covers the plan; plan
administrator has different requirements



S E C T I O N  G

Real Estate and Property — Administrative Control

Real estate and property records affect housing stability, ongoing costs, and major financial obligations. The caregiver
needs administrative clarity about each property: address, ownership title, deed location, mortgage status, tax account,
insurance, utilities, service providers, and access controls. This is not valuation strategy — it is continuity.

Missed property tax bills, lapsed homeowner's insurance, lost deeds, and unmanaged service contracts can create serious
problems quickly. Each property should have its own file with all relevant contacts, payment sources, and access
information documented.

P R O P E R T Y  C O N T R O L  P R O C E S S

1 Create a property list. Record every property address, ownership title type, and category (primary, secondary, rental,
vacant)

2 Build a file for each property. Include deed copies, mortgage records, tax bills, insurance declarations, utility
contacts, and access information (keys, alarm codes)

3 Verify bill payment sources. Confirm how mortgage, property taxes, insurance, and utilities are paid and which
accounts fund those obligations

4 Confirm insurance is current. Lapsed homeowner's insurance during a care transition creates major legal and
financial exposure

5 Document service providers. Record maintenance vendors, property managers, and seasonal service contacts for
each property — this prevents management gaps when the parent can no longer coordinate

6 Address rental properties separately. Record lease terms, rent collection method, tenant contacts, and all recurring
obligations

S E C T I O N  H

Life Insurance — Locating, Confirming, and Tracking Policies

Life insurance policies often remain invisible until a claim or billing problem appears. A caregiver's operational job is to
locate every policy, confirm whether it is active, track premium payment details, and record beneficiary information —
without making coverage recommendations. Policies may be term policies, permanent policies with a cash value
component, employer-provided group coverage, or policies owned through a trust or business structure.

Administrative failures usually involve missed premiums, lost policy numbers, outdated beneficiaries, or uncertainty about
where notices are sent. A policy that exists but cannot be located or verified is an operational problem. The inventory
should include insurer name, policy number, owner, insured, premium schedule, payment method, beneficiary record, and
customer service contact path.

Key Considerations
Term life policies: confirm in-force status, premium continuity, ownership type, and whether coverage depends on
active employment



Cash value policies: record that a value component exists, track the premium schedule, and keep current statements for
reference
Beneficiary review: log the currently named beneficiaries and the last date that information was confirmed with the
insurer
Notice delivery: record where lapse notices, renewal notices, and statements are sent — an unmonitored address can
allow a policy to lapse silently
Ownership structure: note whether the policy is personally owned, trust-owned, or tied to an employer benefit
structure
Payment source stability: identify which bank account or card funds the premium and monitor for any failed drafts

I N S U R A N C E  I N V E N T O R Y  P R O C E S S

1 Search for all policies. Review bank drafts, mail, insurer correspondence, financial files, and employer records for
any coverage the parent carries or has carried

2 Create a policy log. Record policy type, insurer, policy number, premium amount, payment frequency, owner,
insured, and beneficiary on file

3 Verify in-force status. Confirm whether the policy is currently active and where lapse or renewal notices are delivered
— premium failures can lapse coverage without warning

4 Record beneficiary information. Log the named beneficiaries and whether contingent beneficiaries exist, as last
documented by the insurer — not based on memory

5 Track authority and service access. Note what the insurer requires before discussing the policy under caregiver
authority — this may require additional paperwork beyond a general POA

6 Link the policy to its payment source. Record which account or card funds the premium and flag any change in
payment method to prevent accidental lapse

L I F E  I N S U R A N C E  —  C O M M O N  I N V E N T O R Y  FA I L U R E S

Missing small or older policies because the parent stopped referencing them years ago

Allowing premiums to lapse because the payment account or card changed during care transitions

Failing to determine whether coverage is individually owned, employer-based, or trust-owned

Discovering outdated beneficiary designations only after a death occurs

Keeping policy summaries without documenting customer service contacts and caregiver authority requirements

S E C T I O N  I

Debts & Liabilities — Tracking and Scheduling Obligations

Debt management during caregiving is primarily a tracking and scheduling function. The caregiver must identify every
creditor, confirm account details, record balances and due dates, and ensure payments are not missed because of
disorganized records or access failures. This includes mortgages, credit cards, medical debt, personal loans, service
contracts, and other recurring obligations.



The goal is not repayment strategy. The goal is preventing defaults, autopay failures, and missed deadlines. Missed
payments create late fees, credit damage, and service interruptions that complicate care management. Medical billing
accounts warrant particular attention: statements arrive inconsistently, claim processing may still be pending, and what
appears on a bill may not represent the final patient balance.

Key Considerations
Mortgages and property loans: document lender, account number, payment method, escrow status, and where notices
are sent
Credit cards: record each card, minimum payments, autopay status, and whether any cards fund ongoing bill-pay
obligations
Medical debt: track each balance and its claim processing status before paying — interim bills may not reflect insurer
adjustments
Personal loans and service contracts: include installment loans, home equity lines, and ongoing service agreements
in the liability log
Autopay dependency: map which accounts or cards fund each recurring payment and monitor for drafts after any
account change
Subscription tracking: small recurring charges on inactive cards or legacy accounts can continue draining funds
without notice

D E B T  A N D  L I A B I L I T Y  T R A C K I N G  P R O C E S S

1 List every known creditor. Include mortgages, vehicle loans, credit cards, personal loans, medical debts, service
contracts, and all recurring obligations

2 Record payment terms for each. Note minimum payment, due date, payment method (autopay, check, online portal),
and account or reference number

3 Verify payment sources. Confirm which bank accounts or cards fund each obligation — account changes during care
transitions frequently cause autopay failures

4 Verify medical billing status before paying. Confirm that insurance has been applied and the amount shown is the
actual patient balance, not an interim billed figure

5 Track subscriptions and service contracts. Scan bank statements regularly for unfamiliar drafts on inactive accounts
— small charges are easy to miss and accumulate over time

6 Flag disputed or unclear items. Log uncertain debts separately until verified so they remain visible without being
accidentally paid, ignored, or sent to collections

D E B T  M A N A G E M E N T  —  C O M M O N  FA I L U R E S

Missing debts tied to dormant cards or statements sent to old addresses

Autopay failures after a bank account or debit card changes during care transition

Paying medical bills before confirming that insurance processing is complete

Overlooking subscriptions and service contracts attached to inactive payment methods

Missing jointly held obligations that require separate coordination with co-borrowers



S E C T I O N  J

Digital Financial Assets — Online Accounts, Subscriptions, and Access

Digital financial assets are among the most commonly overlooked categories in the financial inventory — and among the
most time-consuming to recover access to after incapacity or death. Online-only bank accounts, investment platforms,
cryptocurrency holdings, PayPal and Venmo balances, digital payment services, and online brokerage accounts may each
require separate login credentials, authentication apps, and security verification that can make access extremely difficult
without advance preparation.

The scale of the problem extends beyond money. Subscription services — streaming platforms, software licenses, cloud
storage services, and other recurring charges — continue billing after death or incapacity unless explicitly cancelled.
Families often discover these charges months later while reviewing statements, and may struggle to cancel services without
login access or contact information.

Preparing a digital financial access record is a separate task from the general financial inventory — it requires capturing
login credentials, backup email addresses, recovery phone numbers, and authentication details in a secure format that an
authorized person can access when needed. This is distinct from sharing passwords casually — it is a controlled succession
document for digital access.

Digital Financial Asset Categories to Document
Online-only bank and savings accounts: many high-yield savings accounts are internet-only — there is no branch to
visit, and access requires login credentials and often a linked phone number or email
Online investment and brokerage accounts: platforms like Fidelity, Vanguard, and Schwab have both web interfaces
and app interfaces; each requires credentials and may require two-factor authentication
Cryptocurrency and digital asset wallets: these may hold significant value with no institutional recovery mechanism
— if credentials are lost, the assets may be permanently inaccessible
Digital payment balances: PayPal, Venmo, Cash App, and similar services may hold significant balances that are not
visible in traditional bank statement review
Subscription services with billing authority: any service with recurring charges that will continue after incapacity or
death — document what exists and the cancellation process for each
Cloud storage containing financial documents: many people store tax returns, account statements, and other
financial records in cloud services — access must be documented separately from the documents themselves



D I G I TA L  A C C E S S  D O C U M E N TAT I O N  P R O C E S S

1 Create a complete list of all online financial accounts, digital payment services, and subscription services — review
bank statements for recurring charges to identify subscriptions that may be overlooked

2 For each account, document the login email address, username, account name and number, and the linked phone
number used for two-factor authentication

3 For accounts with two-factor authentication, document whether authentication goes to a phone, email, or app — if an
app is used, note what device has the app installed

4 Store this document in a secure, encrypted format — not on a sticky note or in a plain text file. A password manager
with emergency access, an encrypted USB drive, or a document stored with the estate attorney are all reasonable
options

5 Identify a trusted person who will have access to this document in an emergency or after death, and inform them of
its location and format

6 Review and update the document annually — digital accounts change frequently; old logins become outdated and
new accounts are added

D I G I TA L  F I N A N C I A L  A C C E S S  —  C R I T I C A L  FA I L U R E  M O D E S

Two-factor authentication linked to a phone number that the caregiver does not have access to — this single issue can
lock out all access to every account simultaneously

Authentication apps installed on the parent's phone — if the phone is lost or inaccessible, all accounts linked to that
app's codes may be locked out

Cryptocurrency holdings without documented wallet keys or seed phrases — these are permanently inaccessible if
credentials are lost, with no institutional recovery mechanism

Subscription services that continue billing for months or years after death because no one knew they existed and no
one had access to cancel them

Online-only bank accounts where the recovery email address is unknown or inaccessible — institutions may require a
court order for next-of-kin access

S E C T I O N  K

Protecting Financial Assets from Exploitation — Monitoring, Detection, and Response

Financial exploitation of older adults is one of the most prevalent and underreported crimes in the United States, causing
an estimated $28 billion in losses annually. Exploitation is often perpetrated not by strangers but by family members,
trusted advisors, paid caregivers, or romantic partners who develop access to the older adult's finances through proximity
and trust. Cognitive decline significantly elevates the risk.

Financial exploitation frequently begins incrementally — a "loan" that is never repaid, expenses charged to the older adult's
account that primarily benefit someone else, or small transfers that individually appear innocent but collectively represent
significant ongoing misappropriation. By the time exploitation is obvious, significant assets may have already been taken.
Early detection systems are more effective than post-fact recovery, which is difficult even with legal action.



The most effective preventive measure is an active monitoring system with a separate trusted observer — a second family
member, a professional fiduciary, or an attorney — who has visibility into financial activity that the primary caregiver or
agent also controls. Concentration of all financial authority and all financial monitoring in a single person creates a system
with no internal check on that person's conduct.

Exploitation Prevention — Monitoring System Key Points
Dual-viewer account monitoring: online account access should be available to at least two trusted, independent
family members or a professional — activity visible to only one person is vulnerable to undetected exploitation by that
person
Transaction alert setup: set up real-time or daily transaction alerts on all primary accounts — alerts should go to both
the POA agent and a secondary observer to flag large, unusual, or frequent transactions
Irregular payment scrutiny: any recurring payment to an individual (as opposed to a recognized institution or service
provider) should be documented with a clear authorization record — verbal explanations are not sufficient for transactions
over a significant threshold
Change-of-beneficiary red flag: any request to change account beneficiaries, add joint owners, or transfer assets into a
new owner's name should be reviewed by an attorney before execution — these changes are common exploitation patterns
New relationship financial access: if a parent has developed a new personal relationship, the caregiver should confirm
that no financial access — joint accounts, POA status, beneficiary designations — has been granted to the new contact
without family knowledge
Response to detected exploitation: if exploitation is suspected, do not attempt to recover funds informally — contact
Adult Protective Services (APS), consult an elder law attorney about protective legal action, and report to the financial
institution's fraud department with documented evidence

C H E C K L I S T S

Chapter 4 Checklists

ASSET AND ACCOUNT INVENTORY DOCUMENTS AND ACCESS

All bank and checking accounts documented☐

Investment and brokerage accounts documented☐

Retirement accounts (IRA, 401k, pension) documented☐

Real estate and property documented with deed location☐

Life insurance policies located and documented☐

Long-term care insurance located and documented☐

Social Security and pension income documented☐

Debts and obligations listed☐

Safe deposit box location and key documented☐

Digital assets and credentials documented securely☐

Beneficiary designations on all retirement accounts
reviewed

☐

Beneficiary designations on life insurance reviewed☐

Will or trust documents located☐

Tax returns (last 3 years) located☐

Property deeds located☐

Vehicle titles located☐

Financial POA agent briefed on account access☐

Financial monitoring system in place if cognitive decline
is present

☐

Review schedule set for annual update☐



C H A P T E R  4  ·  W O R K S H E E T  1  COMPLETE BEFORE CRISIS

Account and Asset Inventory
Document every financial account and asset. Mark each section complete as you verify it.

Part A — Bank and Deposit Accounts

# Institution Account Type Acct # (last 4) Owner / Joint? Approx. Balance Access / Notes

1

2

3

4

5

Part B — Investment, Retirement, and Insurance

# Institution / Company Account / Policy Type Policy / Acct # Approx. Value Beneficiary Notes

1

2

3

4

5

6

Part C — Real Estate and Other Titled Property

# Property / Asset Ownership Form Approx. Value Mortgage / Lien? Deed / Title Location Notes

1

2

3

Part D — Monthly Income

# Income Source Monthly Amount Deposited To Notes



1 Social Security

2 Pension

3 Other income:

4 Other income:

5 Total Monthly Income



C H A P T E R  4  ·  W O R K S H E E T  2  REVIEW MONTHLY

Financial Monitoring Log
Monthly review of financial activity to identify irregularities, missed payments, or unexpected changes.

Review month / year: Completed by:

ITEM TO REVIEW STATUS
(OK / FLAG
/ ACT)

OBSERVATIONS FOLLOW-UP
NEEDED

Bills paid on time

Account balances as
expected

No unusual withdrawals or
transfers

Insurance premiums
current

No new accounts or cards
opened

No unexplained mail from
financial firms

Scam / solicitation activity

Other concern:

Actions required this month:



C H A P T E R  4  ·  W O R K S H E E T  3  REVIEW MONTHLY

Income and Distribution Log
Record all income sources — amount, frequency, deposit account, and whether caregiver authority to access has been
verified. Track every source separately.

# Source / Payer Income Type Amount Frequency Deposit Account Tax Form Received? Authority Verified? Notes

1 Social Security Gov. benefit $ Monthly ☐ Yes ☐ Yes

2 Pension Pension $ Monthly ☐ Yes ☐ Yes

3

Required
Minimum
Distribution Retirement $ Annual ☐ Yes ☐ Yes

4
Investment
income Investment $ ☐ Yes ☐ Yes

5 Rental income Property $ ☐ Yes ☐ Yes

6 VA benefit Gov. benefit $ ☐ Yes ☐ Yes

7 $ ☐ Yes ☐ Yes

8 $ ☐ Yes ☐ Yes

Total monthly income estimated: Log last updated:



C H A P T E R  F I V E

Medicare and Medicaid

A practical guide to how Medicare and Medicaid actually work for older adults —
what each program covers, how they interact, what the eligibility rules mean in
practice, and what families need to know about lookback rules, VA benefits, and
planning timelines.

"The most common Medicare and Medicaid problems are not caused by complex situations — they are caused by
families acting on incorrect assumptions about what each program does and does not cover."

THE CAREGIVER CONTROL MANUAL CHAPTER 5 — MEDICARE AND MEDICAID

S E C T I O N  A

Medicare vs. Medicaid — Not the Same Program

Medicare and Medicaid are separate programs with different eligibility rules, different coverage scopes, and different
funding structures. Families consistently confuse them, and that confusion produces real planning errors — particularly
around long-term care costs.

MEDICARE VS.  MEDICAID — AT-A-GLANCE COMPARISON

Dimension Medicare Medicaid

What it is Federal health insurance program primarily for
people 65 and older

Joint federal-state program for people with low income
and limited assets

Eligibility
basis

Age (65+) or certain disability conditions; not
income or asset based

Financial eligibility — income and asset limits; rules vary
by state

Long-term
care
coverage

Covers short-term skilled nursing facility care
after qualifying hospital stay; does NOT cover
custodial (long-term) care

Covers long-term custodial care in nursing facilities and, in
many states, home and community-based care — after
eligibility is established

Primary
care and
medications

Yes — hospital (Part A), medical/outpatient (Part
B), prescription drugs (Part D)

Yes — typically covers services not covered by Medicare;
acts as secondary payer for dual-eligible individuals

Planning
horizon

Enrollment-focused: timing of Part B and D
enrollment affects costs and penalties

Asset-transfer-sensitive: asset transfers in the five years
before application can affect eligibility

Common
family

"Medicare will pay for the nursing home." It will
not — at least not for ongoing custodial care

"We'll just give away the assets." Transfers within five
years are subject to lookback review

Coverage, Eligibility, and Benefits



misread

The most consequential misreading of the Medicare-versus-Medicaid distinction is the belief that Medicare will pay for a
parent's nursing home stay. Medicare Part A covers skilled nursing facility care for a limited period — and only after a
qualifying hospital inpatient stay of at least three days, only while skilled care (therapy, nursing assessment, wound care) is
being actively provided, and only up to a statutory limit. Once the skilled care criteria are no longer met, Medicare stops
paying regardless of where the patient is physically located or how much care they still need.

This Medicare limitation means that long-term nursing home care — the custodial care a frail or demented older adult
needs for months or years — is almost entirely private-pay or Medicaid-funded. Families who have not planned for this
distinction face one of the most jarring financial shocks in elder care: the realization that private assets will be depleted
rapidly to fund care they assumed would be covered. The planning work in this chapter is designed to ensure families
understand the real cost structure before the need is urgent.

S E C T I O N  B

Medicare — The Four Parts and What They Cover

MEDICARE PARTS — COVERAGE,  PREMIUMS,  AND KEY LIMITATIONS

Part What It Covers Key Cost-Sharing Important Limits

Part A
Hospital
Insurance

Inpatient hospital care,
skilled nursing facility care
(limited), hospice, some
home health

No premium for most.
Hospital deductible per benefit
period; co-insurance for
extended SNF stays

SNF coverage requires 3-day qualifying
inpatient hospital stay; SNF covered for up to
100 days per benefit period; days 21–100 have
significant co-insurance

Part B
Medical
Insurance

Physician services, outpatient
care, preventive services,
medical equipment, some
home health

Monthly premium (income-
based IRMAA surcharges for
higher earners); 20% co-
insurance after deductible

Late enrollment penalty applies if not enrolled
when first eligible and not covered by
qualifying employer plan

Part C
Medicare
Advantage

An alternative to Original
Medicare offered by private
insurers; typically includes
Parts A, B, and often D

Varies by plan; often lower
premiums with network and
prior authorization
requirements

Network restrictions apply; prior
authorizations for certain services; coverage
may differ from Original Medicare

Part D
Prescription
Drugs

Outpatient prescription drug
coverage through private
plans

Monthly premium; deductible;
co-pays at each tier of the
formulary

Late enrollment penalty if not enrolled when
first eligible; coverage varies significantly by
plan formulary

T H E  S N F  C O V E R A G E  R E A L I T Y

Medicare covers skilled nursing facility care only after a qualifying three-day inpatient hospital stay (observation stays do
not count). Coverage is for skilled care — therapy, wound care, IV medications — not for ongoing custodial care. After 100
days per benefit period, Medicare coverage ends. Families who believe Medicare covers long-term nursing home costs face
a significant financial shock when they learn otherwise.

S E C T I O N  C

Medicaid — Eligibility, Assets, and the Lookback Period



Medicaid eligibility for long-term care involves two tests: income and assets. Both limits vary by state. In many states, an
individual applying for Medicaid-funded nursing home care must have assets below a state-specific threshold (often
around $2,000 for the individual, with rules for a community spouse). Income rules also apply and vary significantly.

The most consequential planning risk is the five-year lookback period. When a person applies for Medicaid long-term care
benefits, the state reviews financial transactions going back sixty months from the date of application. Asset transfers for
less than fair market value — gifts to children, transfers to trusts — may be treated as disqualifying transfers that create a
period of ineligibility.

S C E N A R I O  —  T H E  L O O K B A C K  P R O B L E M

A father, anticipating potential nursing home needs, transfers $80,000 to his adult children as "gifts" thirty months
before he actually needs nursing home placement. When he applies for Medicaid, the caseworker reviews five years of
financial records and finds the transfers. The state calculates a penalty period based on the transferred amount divided by
the average monthly nursing home cost in the state. The family must either pay the nursing home privately during the
penalty period or return the gifted funds. No one had consulted an elder law attorney before the transfers were made.

The point: Asset transfers must be reviewed by a qualified elder law attorney with Medicaid expertise before they are
made. The rules are state-specific, complex, and have significant financial consequences.

COMMON MEDICAID PLANNING MISCONCEPTIONS VS.  REALITY

Common
Assumption Reality Consequence

"We can give away
assets before
applying"

Transfers within 60 months may create a penalty period
of ineligibility

Private-pay costs during the penalty
period may exceed what was transferred

"The house is
protected"

Primary residence is typically exempt during the
applicant's lifetime — but estate recovery rules may apply
after death

Family may find the home subject to a
Medicaid lien at settlement

"We'll apply when
the money runs
out"

Application process takes time; applications require
extensive documentation; planning options narrow as
assets deplete

Late application may miss planning
opportunities that require a longer runway

"The spouse can
keep everything"

Community spouse resource allowance rules allow a
portion to be retained, but limits apply and vary by state

Not planning for community spouse
protection may result in needless
depletion

"Medicaid and
Medicare are the
same"

Entirely separate programs with different eligibility,
coverage, and rules

Relying on Medicare for long-term care
coverage results in unplanned out-of-
pocket costs

S E C T I O N  D

Exempt vs. Countable Assets — The Asset Documentation Framework

Asset classification is a core part of Medicaid-related workflows, but caregivers should treat it as an organizational
framework rather than a fixed universal rule set. In broad terms, some assets may be treated differently from others during



eligibility review. The caregiver's job is not to make legal judgments about how assets will be classified — it is to build a
complete and well-organized asset file that agencies or qualified professionals can review efficiently.

Poor records make even straightforward cases harder to process. Complete documentation reduces delays, contradictions,
and repeated requests — regardless of how the assets are ultimately treated under a particular state's rules. The caregiver
should build the record first and let qualified professionals advise on strategy.

Key Operational Considerations
Primary residence documentation: a primary residence may be treated differently from other property types in some
benefit pathways — deed records, tax bills, mortgage status, and occupancy information should all be kept together
Personal belongings and household property: household goods and personal effects may be treated differently from
liquid financial resources — documentation should be proportional to actual agency requests, not exhaustive for low-value
items
Countable liquid assets: bank accounts, brokerage accounts, and other readily accessible financial resources usually
require complete statements and clear ownership records
State variation in asset treatment: classification rules can vary significantly by state and program category —
caregivers should log which agency guidance and forms were used for each application
Ownership titling: how an asset is titled affects how it is reviewed, so ownership structure should be documented clearly
for each asset in the inventory
Change tracking: changes in residence, account ownership, or property status should be logged promptly — these affect
how records will be reviewed at application time

ASSET CLASSIFICATION FRAMEWORK — CATEGORIES AND DOCUMENTATION PRIORITY

Asset Category Documentation
Priority What to Keep Key Note

Primary residence High Deed, tax bills, mortgage
records, occupancy confirmation

May be exempt during applicant's lifetime;
estate recovery rules vary by state

Bank and savings
accounts

High Complete monthly statements,
ownership verification

Usually countable; complete history
required for lookback review

Brokerage and
investment accounts

High Statements, ownership
structure, beneficiary
designations

Countable; title structure matters for review

Retirement accounts
(IRA, 401k)

High Account statements, owner
identification, distribution
records

Treatment varies by state and program
category

Life insurance (cash
value)

Medium Policy documents, in-force
status, cash value statements

Term policies typically not countable; cash
value policies may be

Vehicles Medium Title, registration, use
description

One primary vehicle may be exempt;
treatment varies

Household goods and
personal property

Low General description only unless
high-value items exist

Generally exempt; high-value items
(jewelry, art, collectibles) document
separately



A S S E T  D O C U M E N TAT I O N  P R O C E S S

1 Create a complete asset inventory. Record property, vehicles, financial accounts, insurance records, and any other
holdings in one central list with current ownership information

2 Build proof files by asset category. Keep deeds, statements, ownership records, policy records, and valuation
documents grouped by category — not scattered across general files

3 Separate liquid from non-liquid resources in tracking. This allows faster response when agencies request records by
category or require current-value statements

4 Record ownership titling for each asset. Note who owns each asset, how it is titled (individual, joint, trust), and
whether ownership structure has changed recently

5 Store agency-specific guidance with the case file. Keep copies of forms, instructions, and verification checklists used
for the specific benefit application or program

6 Log and date any changes in residence or account ownership. These changes affect the record and need to be
documented when they happen — not reconstructed later

A S S E T  D O C U M E N TAT I O N  —  C O M M O N  FA I L U R E S

Treating asset classification rules as uniform across all states — they vary significantly

Leaving ownership titling unclear or undocumented in the asset inventory

Providing incomplete property documentation — missing tax bills, insurance records, or mortgage status

Overbuilding records for low-value items while failing to properly document major liquid assets

Losing track of changes in residence or property status that may affect benefit review

S E C T I O N  E

Veterans Benefits — Often Overlooked

Veterans and their surviving spouses may be eligible for VA benefits that can help cover care costs — particularly the Aid
and Attendance pension benefit, which can provide significant monthly amounts toward care expenses. This benefit is
frequently overlooked because families do not know it exists or do not realize the parent qualifies.

Veterans benefits screening should happen early — ideally when the care need first becomes apparent — because the
application process takes time and the benefit, once approved, does not back-pay to a date before application.

VA BENEFITS RELEVANT TO CAREGIVING FAMILIES

Benefit Who May Qualify What It Covers Key Requirement

Aid and
Attendance
Pension

Veterans or surviving spouses needing
help with daily activities; income and net
worth limits apply

Monthly payments toward care
costs — in-home, assisted
living, or nursing

Wartime service; medical
need for assistance; net
worth eligibility

Housebound
Benefit

Veterans substantially confined to
immediate premises due to disability

Monthly supplement to
pension

Cannot receive
simultaneously with Aid and
Attendance



VA
Community
Care / Home
Health

Enrolled veterans who meet clinical
criteria

Home health aide services,
skilled care, respite

VA enrollment required;
clinical eligibility criteria

Caregiver
Support
Program

Veterans with serious service-connected
disabilities (certain eligibility criteria)

Stipend, health coverage, and
respite for family caregivers

Post-9/11 and pre-9/11
eligibility rules differ;
program-specific criteria

W A R N I N G  S I G N S  —  M E D I C A R E  /  M E D I C A I D  /  VA  P L A N N I N G  G A P S

Family assumes Medicare will cover long-term nursing home costs

Asset transfers have been made within the past five years without Medicaid review

Parent has military service history but VA benefits have never been screened

Parent is enrolled in Medicare Advantage — check whether nursing facility is in-network before placement

No Medicaid planning has occurred and care costs are approaching asset limits

Part B or Part D late enrollment penalties have been incurred due to missed enrollment windows

Parent is potentially dual-eligible (both Medicare and Medicaid) but benefits are not coordinated

B E N E F I T S  S C R E E N I N G  A N D  C O O R D I N AT I O N  P R O C E S S

1 Confirm current Medicare coverage: which parts, which plan (if Medicare Advantage), and current premium/cost-
sharing structure

2 Identify any pending Medicare enrollment windows — late enrollment penalties for Part B and D are permanent

3 Screen for VA eligibility — confirm service history, gather discharge records, and contact VA or a VSO (Veterans
Service Organization)

4 Assess Medicaid timeline — if care costs are rising, consult an elder law attorney about eligibility planning with the
five-year lookback in mind

5 Document any asset transfers made in the past five years — they will need to be disclosed on a Medicaid application

6 Review Medicare Advantage plan network coverage before selecting any care facility

S E C T I O N  F

Medicaid Application — Documentation, Process, and Timing

A Medicaid application for long-term care benefits is not a simple form. It is a documentation-intensive eligibility review
that typically requires months to prepare, comprehensive financial records, and ongoing follow-up. Families who begin
gathering documents only after the care need becomes urgent face a much harder path than those who started earlier.

The application process varies by state, but all states require evidence of income, assets, identity, residency, and care need.
Every transfer made in the past 60 months must be documented and explained. Any unexplained transfer may trigger a
penalty period inquiry.



M E D I C A I D  L O N G - T E R M  C A R E  A P P L I C AT I O N  P R O C E S S

1 Consult an elder law attorney early. Medicaid planning is state-specific and complex — the attorney should
review the asset picture, existing documents, and lookback exposure before the application is filed

2 Gather 60 months of financial records. Bank statements, investment account statements, retirement account
records, real estate records, and insurance records — all going back five years from the anticipated application date

3 Document and explain every transfer. Any payment, gift, or asset movement during the lookback period needs
a documented explanation. Unexplained transfers generate penalty period calculations

4 Compile identity and residency documents. Birth certificate, Social Security card, Medicare card, proof of
residency, marriage certificate if applicable

5 Confirm legal authority in place. The agent filing under POA must present the POA document; Medicaid
agencies may have their own requirements for POA acceptance

6 Obtain a clinical needs assessment. Most state Medicaid programs require a functional assessment to confirm
the level of care need — schedule this through the care facility or state agency

7 Submit and track the application file. Request a written receipt, track follow-up deadlines, and respond to
requests for additional documentation within the required timeframe

8 Protect the community spouse's assets. If a spouse remains in the community, document the protected
resource amount immediately and confirm community spouse resource allowance rules in the applicable state

MEDICAID APPLICATION — COMMON DOCUMENT CATEGORIES

Document
Category Specific Items Typically Required Common Problem

Identity and
status

Birth certificate, Social Security card, Medicare card,
marriage or divorce records

Documents stored in unknown location;
marriage records unavailable for deceased spouse

Financial
accounts (60
months)

Bank statements, brokerage statements, retirement
account statements — all accounts, all months

Paperless accounts with inaccessible login;
statements discarded; months with gaps

Income
documentation

Social Security award letter, pension statements,
annuity income records

Award letters outdated; amounts changed
without updated documentation

Real estate
records

Property deeds, mortgage statements, property tax
records, insurance declarations

Deeds in unknown location; joint ownership not
documented clearly

Insurance
records

Life insurance policy numbers and cash values; long-
term care insurance policy detail

Policies not found until late in process; cash
value counted as asset

Transfer
documentation

Explanation and documentation for every payment,
gift, or asset transfer in the 60-month lookback

Undocumented gifts to children; informal
arrangements without paper trail

S E C T I O N  G

Medicare Advantage — Network, Prior Authorization, and Transition Risk



Medicare Advantage plans (Part C) offer lower premium costs in exchange for network restrictions and prior authorization
requirements. For most routine care, the tradeoffs are manageable. During care transitions — facility placements, skilled
nursing, specialist referrals — the administrative layer can create significant delays and coverage surprises.

Families should verify whether a planned care facility is in-network before placement. An out-of-network skilled nursing
facility may not be covered at all, or may trigger a significantly higher cost-share. The safest approach is to confirm in-
network status in writing before signing a facility admission agreement.

MEDICARE ADVANTAGE — KEY OPERATIONAL ISSUES AND HOW TO ADDRESS THEM

Issue What It Means What to Do

Network
restrictions

Only in-network providers may be covered at the plan's
standard rate; out-of-network use may be uncovered or much
more expensive

Verify in-network status of every provider,
specialist, and facility before appointment or
placement

Prior
authorization
requirements

Many services require advance approval before the plan will
pay — including some specialist visits, imaging, and skilled
nursing

Ask the provider or facility whether prior
authorization is required before the service
is performed

Skilled
nursing
coverage
criteria

Medicare Advantage plans have their own clinical criteria for
covering skilled nursing — which may differ from Original
Medicare criteria

Get the plan's coverage determination in
writing; appeal if skilled coverage is denied
prematurely

Annual plan
changes

Plan networks, formularies, and cost-sharing change annually
during open enrollment

Review the Annual Notice of Change every
fall and confirm key providers remain in-
network

Transition-of-
care issues

Moving between care settings can trigger coverage gaps if the
plan's transition rules are not followed

Coordinate with the plan's care management
team during hospital discharge and facility
transitions

S E C T I O N  H

Medicare Hospital Discharge Rights and Observation Status

Medicare's rules around hospital discharge and "observation status" create significant practical consequences that families
regularly misunderstand. Understanding these rules before a hospitalization — not during one — allows the family to ask
the right questions and protect the parent's benefit access.

The core issue is the distinction between inpatient status and observation status. A patient who is in the hospital for two or
three nights may believe they were "admitted" when they were actually maintained under outpatient observation status for
the entire stay. The financial difference is substantial: Medicare Part A covers inpatient hospital care; observation status is
billed under Part B and may result in much higher co-pays, especially for medications administered during the stay.

The downstream consequence of observation status is potentially the most serious. Medicare requires a qualifying three-
day inpatient stay before it will cover skilled nursing facility care under Part A. Days spent under observation status do not
count toward those three days — even if the patient spent three nights in a hospital bed. A patient discharged after a three-
night observation stay who needs skilled nursing care may face the full private-pay SNF rate from day one.

Key Operational Considerations



Ask the admission status question directly: when a parent enters the hospital, ask the case manager or charge nurse
whether the patient is admitted as inpatient or placed under observation — this is a question providers must answer
The three-day qualifying stay requirement: to trigger Medicare Part A SNF coverage, the parent must have been
classified as inpatient (not observation) for at least three consecutive calendar days — not hours, and not observation days
The MOON notice: hospitals are required to provide a Medicare Outpatient Observation Notice to patients placed under
observation — receiving this notice is a critical signal that SNF coverage may not be available after discharge
Medication billing under observation: medications administered during an observation stay may be billed separately
at outpatient co-pay rates rather than included in hospital coverage — this can be significant for expensive medications
Right to appeal inpatient denial: if the hospital switches a patient from inpatient to observation retroactively, the
patient has appeal rights — consult with the hospital's patient advocate or an elder law attorney immediately
SNF discharge planning: if the parent may need SNF care after hospitalization, the family should begin planning for
that possibility immediately upon hospitalization — not after discharge

H O S P I TA L  A D M I S S I O N  S TAT U S  P R O C E S S

1 On admission, ask the admitting physician or case manager directly: "Is my parent being admitted as an inpatient
under Medicare Part A, or placed under observation status?"

2 If the MOON notice is provided, read it carefully and ask the case manager to explain its implications — specifically
whether SNF coverage will be available if discharge planning requires it

3 If the stay is under observation status, ask whether it can be converted to inpatient and what criteria must be met for
that classification

4 Track calendar days of inpatient status, not just total hospital days — this is the measure Medicare uses for SNF
eligibility

5 If SNF placement is likely, contact the hospital discharge planner on day one or two — do not wait for the physician
to raise the issue

6 If the classification is disputed, request formal review through the hospital's patient advocate and consult with an
elder law attorney experienced in Medicare appeals

O B S E R VAT I O N  S TAT U S  —  C O M M O N  FA M I LY  M I S TA K E S

Assuming that any multi-night hospital stay qualifies as a three-day inpatient stay for SNF purposes — it does not
unless each night is classified as inpatient

Discovering observation status only at discharge when SNF placement is already arranged — the family may face
immediate private-pay costs with no warning

Failing to question medication billing during an observation stay — costs can be significant and may be avoidable with
planning

Not tracking the three-day inpatient count during a hospitalization — this number must be confirmed with the case
manager, not assumed based on total days present

S E C T I O N  I

Medicare Coverage Denials and the Appeals Process



Medicare coverage denials are not final decisions. The Medicare appeals process gives beneficiaries — and their authorized
representatives — the right to challenge coverage decisions at multiple levels, with defined timelines and specific
procedures at each level. Many families are unaware of this process and accept denials without review, losing coverage to
which the parent was legally entitled.

Coverage denials occur in a variety of situations: Medicare Advantage plan prior authorization denials, SNF coverage
termination, home health coverage disputes, and Part D formulary coverage decisions. Each type of denial has its own
appeals pathway and timeline. For time-sensitive situations — like a SNF care termination while the parent is still in a
facility — knowing the expedited appeals process can prevent a disruption to care.

Medicare Appeals — Key Operational Points
Level 1 — Redetermination: file within 120 days of the denial notice with the Medicare Administrative Contractor; this
is the first step for most denials
Level 2 — Reconsideration: file within 180 days of the redetermination decision with a Qualified Independent
Contractor; this level provides more independent review
Level 3 — ALJ hearing: if the amount in dispute meets the threshold, you may request a hearing before an
Administrative Law Judge — this is a fully independent review
Expedited appeals for SNF termination: if a skilled nursing facility notifies a resident of discharge, request an
expedited appeal through your Beneficiary and Family Centered Care–Quality Improvement Organization (BFCC-QIO)
immediately — the timeline is very short
Immediate Advocacy: for urgent situations, contact the BFCC-QIO (formerly called QIO) — this entity reviews and can
overturn facility discharge notices while care continues
Non-coverage letters: always request an Advance Beneficiary Notice (ABN) for non-covered services — this is required
when a provider believes Medicare will not cover a service and the patient is being asked to pay

C O V E R A G E  D E N I A L  R E S P O N S E  P R O C E S S

1 Read the denial notice completely — confirm the specific reason for denial, the appeal deadline, and the correct
address for a redetermination request

2 For SNF termination specifically: call the BFCC-QIO (number on the discharge notice) immediately to request an
expedited review — do not wait

3 Gather supporting documentation: physician orders, medical records, care notes, and prior authorization
documentation that support continued coverage

4 File a Level 1 Redetermination in writing within 120 days — include all supporting documentation and a clear
explanation of why the denial was incorrect

5 If the redetermination is upheld, escalate to Level 2 within the deadline — QIC review is a meaningfully different
review body with a stronger record of reversal in appropriate cases

6 Consider consulting with a Medicare counselor (SHIP) or elder law attorney for significant denials — especially for
Part A institutional care disputes

S E C T I O N  J

Long-Term Care Insurance — Policy Review and Claims Management



Long-term care insurance (LTCI) policies, when they exist, can be among the most significant financial resources available
to a caregiving family. But a policy does not pay benefits automatically — it must be triggered, the benefit conditions must
be satisfied, and claims must be filed and actively managed. Many families discover too late that a parent had an LTCI
policy but no one filed a claim, or that the claim was not filed until many months after benefits were first available.

Triggering conditions for most LTCI policies require the insured to need assistance with at least two activities of daily living
(ADLs) — bathing, dressing, eating, toileting, transferring, or continence — or to have a significant cognitive impairment.
The specific definitions, ADL thresholds, and cognitive criteria vary by policy and insurer. The family needs to understand
the policy's trigger language specifically — not just the category.

The elimination period — the policy equivalent of a deductible — is measured in days of qualifying care. A 90-day
elimination period means benefits begin on day 91 after the qualifying care need is established. Many families do not know
the elimination period in the parent's policy and are surprised that benefits are not immediately available. Knowing the
elimination period allows the family to plan the private-pay bridge more precisely.

LTCI Policy Review — Key Operational Points
Policy location: identify where the LTCI policy document is stored — many policies are more than 15 years old and may
be in physical files, safe deposit boxes, or with an original agent
Insurer contact: locate the insurer's current claims department contact — insurers merge and rebrand; the original
company name may no longer be operative
Benefit amount: confirm the daily or monthly benefit amount, the benefit period duration, and whether the policy has
an inflation protection rider — an older policy with inflation protection may pay significantly more than the base benefit
Elimination period: note the number of elimination period days and confirm exactly how the policy defines a "day of
qualifying care" — some policies require paid care days, others count calendar days with qualifying care
Care setting coverage: confirm which care settings the policy covers — some older policies cover nursing home care
only; others cover home care, adult day, and assisted living as well
Waiver of premium: once benefits begin, most LTCI policies include a waiver of premium — confirm the premium
payments stop so no further premiums are paid out of pocket while benefits are active



LT C I  C L A I M  F I L I N G  P R O C E S S

1 Locate the policy and confirm it is in force — call the insurer's customer service line to verify active coverage, the
current benefit amount, and the elimination period if the policy document is unavailable

2 Request the insurer's claims package — this will include the claim form, physician certification requirements, and
care assessment scheduling instructions

3 Have the physician complete the attending physician statement — confirm the triggering conditions (ADL deficits or
cognitive impairment) are documented in the clinical record before the form is submitted

4 Complete the insurer's care assessment — most insurers send a nurse or care manager to conduct their own ADL
assessment; schedule promptly and be present to ensure clinical needs are accurately documented

5 Track the elimination period start date — document when the qualifying care need was established; the elimination
period clock starts on this date

6 Set a reminder for benefit start — on the first day after the elimination period ends, begin tracking expenses against
the benefit and file for reimbursement on schedule

7 Confirm waiver of premium is applied — notify the insurer when the elimination period is complete and confirm in
writing that no further premium payments are required

C H E C K L I S T S

Chapter 5 Checklists

MEDICARE AND BENEFITS STATUS MEDICAID PLANNING

Medicare Parts A, B, D enrollment confirmed☐

Medicare Advantage plan reviewed for network and
coverage

☐

Part B and D enrollment windows checked — no
pending penalties

☐

Medigap or supplemental coverage status documented☐

Dual-eligible status (Medicare + Medicaid) assessed if
applicable

☐

VA service history confirmed and benefits screened☐

VA enrollment status checked if applicable☐

Current asset total calculated for Medicaid baseline☐

Five-year lookback window reviewed — asset transfers
documented

☐

Elder law attorney consulted about Medicaid planning
timeline

☐

Community spouse asset protection rules reviewed if
applicable

☐

Estate recovery risk evaluated for any real property☐

Medicaid application documentation requirements
understood

☐

Long-term care insurance benefit reviewed and
coordinated (Ch. 10)

☐



C H A P T E R  5  ·  W O R K S H E E T  1  COMPLETE EARLY

Benefits Coverage Summary
Document current Medicare, Medicaid, and VA coverage in one place for easy reference and coordination.

Medicare Coverage

COVERAGE ENROLLED? PLAN NAME / CARRIER (IF APPLICABLE) MONTHLY
PREMIUM

ID # / NOTES

Part A (Hospital)

Part B (Medical)

Part D (Drugs)

Medicare
Advantage (C)

Medigap /
Supplement

VA and Other Benefits

BENEFIT SCREENED? ENROLLED? AMOUNT / DESCRIPTION CONTACT / NOTES

VA Aid and Attendance

VA Health Care

Medicaid (LTC)

State-specific program:

Elder law attorney (Medicaid planning):

VSO or VA benefits counselor:

Asset transfers in past 5 years — documented?



C H A P T E R  5  ·  W O R K S H E E T  2  COMPLETE EARLY

VA Benefits Screening Checklist
Use this worksheet to document military service history and screen for VA benefit eligibility. Complete this before care needs
become acute — the application process takes time.

Part A — Service History

Veteran's full name (as on service records)

Branch of service

Service dates (from / to)

Wartime service? (Y/N and era)

Type of discharge

DD-214 or separation document location

Service-connected disability rating (if any)

Surviving spouse? (If so, original veteran's name)

Part B — Benefits Eligibility Screening

BENEFIT POTENTIALLY
ELIGIBLE?

ACTION REQUIRED CONTACT / STATUS

VA Health Care enrollment

Aid and Attendance
pension

Housebound benefit

VA Community Care /
home health

Caregiver Support Program

Burial benefits (National
Cemetery, etc.)

VSO / VA benefits counselor contacted:

VSO name and contact number:

Application status / date submitted:

Follow-up date / expected decision:





C H A P T E R  S I X

Caregiver Compensation

A practical guide to the rules, risks, and structures for compensating family
members who provide caregiving — so that payments are legally documented,
tax obligations are met, Medicaid implications are understood, and family
conflict about money is reduced.

"Paying a family caregiver without documentation creates three problems at once: a potential Medicaid lookback
issue, a potential tax problem, and a family conflict waiting to happen when others feel the arrangement was not
transparent."

THE CAREGIVER CONTROL MANUAL CHAPTER 6 — CAREGIVER COMPENSATION

S E C T I O N  A

Why This Needs a Formal Structure

In many families, one adult child provides significant hands-on caregiving while others do less. Over time, that imbalance
creates tension. One common solution is to pay the caregiving family member for their time — and that approach can be
legitimate, reasonable, and even Medicaid-compatible if it is structured correctly.

The problems arise when payments happen informally — cash, undocumented transfers, vague agreements remembered
differently by different people. Those arrangements create exactly the complications they were intended to avoid:
resentment among siblings about fairness, Medicaid lookback risk if the payments are treated as gifts rather than
compensation, and IRS exposure if income is not reported.

The family caregiver who is providing consistent, substantial care deserves to be treated with the same formality as any
other member of the care team. That means a written agreement, a documented rate, a payment record, and — critically —
a level of accountability for the services provided that protects both the caregiver and the family. An informal arrangement
that bypasses these elements does not protect the caregiver; it simply creates ambiguity that produces conflict later.

The IRS and Medicaid agencies treat compensation and gifts very differently. Compensation paid to a family caregiver
under a properly structured personal care agreement can be treated as wages — with corresponding tax implications — but
it is not automatically treated as a Medicaid-penalizing transfer. Gifts made without documentation and without a services
contract, even to a family member who has been providing care, may be treated as gratuitous transfers subject to the
Medicaid lookback penalty. The structure matters. An elder law attorney can confirm whether a proposed arrangement
meets the applicable requirements in the relevant state.

S E C T I O N  B

Paying Family Members Correctly



The Personal Care Agreement — What It Is and Why It Matters

A personal care agreement (also called a personal services contract or caregiver agreement) is a written contract between
the parent and the family caregiver specifying the services to be provided, the compensation rate, the payment schedule,
and other key terms. When properly structured, payments under a personal care agreement may be treated as
compensation — not gifts — for Medicaid lookback purposes.

The agreement must be in writing. It must specify actual services (not vague "help"). It must set compensation at a
reasonable market rate for those services in the local area. It must be executed when the parent has legal capacity to enter a
contract. And it must comply with the applicable state's Medicaid rules — which vary.

M E D I C A I D  A N D  C A R E G I V E R  PAY M E N T S

Whether family caregiver payments are treated as legitimate compensation or as disqualifying asset transfers under
Medicaid depends on state rules, the quality of documentation, and whether the payment rate is reasonable. An elder law
attorney with Medicaid expertise should review any caregiver agreement before payments begin if Medicaid eligibility is a
consideration in the next five years.

S E C T I O N  C

Employment vs. Independent Contractor — The Tax Distinction

A family member receiving compensation for caregiving services is generally considered an employee for tax purposes —
not an independent contractor. That means the parent (or the agent acting under POA) may have payroll tax obligations:
withholding income tax, paying the employer share of Social Security and Medicare taxes, potentially issuing W-2 forms.

There are exceptions — including the "family employment" exception under Social Security tax rules for certain parent-
child employment relationships — but these rules are complex and state-specific. The IRS "nanny tax" rules and household
employer rules are relevant. Consult a tax professional before structuring the compensation arrangement.

FAMILY CAREGIVER COMPENSATION — STRUCTURES,  RULES,  AND KEY RISKS

Structure What It Involves Key Requirements Primary Risk if
Unaddressed

Personal care
agreement
(informal
employment)

Written contract specifying services,
rate, and schedule; parent pays family
caregiver as employer

Written, signed by parent with
capacity; reasonable market
rate; services actually rendered

Without agreement,
payments may be treated
as gifts in Medicaid
lookback

Household
employer model

Parent formally employs the caregiver;
W-2 issued; payroll taxes handled

Employer identification number;
Schedule H with tax return;
quarterly deposits

Tax obligations not met if
treated as contractor;
penalties and back taxes

Agency through
home care
agency

Family member hired through a
licensed home care agency; agency
handles payroll

Agency agreement; rates may be
higher due to overhead

Less common for family
members; some agencies
allow it in some states

Medicaid waiver
stipend (some
states)

Some Medicaid home and community-
based waiver programs allow family
members to be paid as caregivers

Medicaid waiver enrollment;
state-specific eligibility; usually
excludes spouses

Not universally available;
rules vary significantly by
state



S E C T I O N  D

Protecting Against Family Conflict

Even when a caregiver compensation arrangement is legally solid, it can still become a family conflict if other relatives feel
it was not transparent. The family members who are not the primary caregiver may view payments as preferential
treatment, question the rate, or dispute whether the services were actually rendered.

Transparency and documentation are the practical answers. The agreement should be shared with all siblings at the time it
is created. Services rendered should be documented. Payments should be traceable. The rate should be comparable to what
an outside caregiver would charge for the same services in the same area.

S C E N A R I O  —  T H E  U N D O C U M E N T E D  A R R A N G E M E N T

A daughter provides full-time care for her mother for two years and receives $1,500 per month from the mother's
accounts. No written agreement was ever prepared. When the mother dies and the estate is being settled, her two other
children contest the payments as unauthorized transfers from the mother's accounts. The daughter argues the
arrangement was verbally agreed to. There is no documentation. The dispute goes to mediation and ultimately consumes
a significant portion of the estate in legal costs. A one-page personal care agreement, signed when the arrangement
started, would have resolved the question before it became a dispute.

W A R N I N G  S I G N S  —  C O M P E N S AT I O N  A R R A N G E M E N T  P R O B L E M S

Family member is receiving payments for caregiving with no written agreement

Compensation arrangement has never been discussed with other siblings

Services provided are vague — no regular log of hours, tasks, or dates

Payment rate has never been compared to local market rates for similar services

Tax obligations (W-2, Schedule H) have not been addressed

Medicaid eligibility is a near-term consideration and payments may be treated as gifts

Agreement was executed after the parent's capacity became questionable



C A R E G I V E R  C O M P E N S AT I O N  S E T U P  P R O C E S S

1 Identify the services to be provided: write specific task descriptions, not general categories

2 Research comparable rates: what would a licensed home care agency charge for the same services in the local area?

3 Consult an elder law attorney before executing — particularly if Medicaid eligibility is a possibility within five years

4 Have the written personal care agreement signed while the parent has clear legal capacity

5 Disclose the arrangement to other involved family members — share a copy of the agreement

6 Address tax obligations: consult a tax professional about employer/household employee requirements

7 Keep a service log: date, hours, tasks performed — maintained contemporaneously, not reconstructed later

S E C T I O N  E

Tax Obligations — What to Expect by Arrangement Type

The tax obligations associated with family caregiver compensation depend on the arrangement structure and the
relationship between the parties. The table below summarizes the most common obligations. This is not tax advice — a tax
professional should review the specific arrangement before payments begin.

FAMILY CAREGIVER COMPENSATION — TAX OBLIGATIONS BY STRUCTURE

Tax Item Employee Model (W-2) Independent Contractor (1099) Medicaid Waiver
Stipend

Form issued to
caregiver

W-2 1099-NEC (if $600+ in the year) Varies by state — some
issue 1099, some treat as
excludable

Social Security
and Medicare
taxes

Employer and employee share;
Schedule H for household
employer

Caregiver pays self-employment tax on
full amount

State-dependent; some
waiver programs
exclude from SE tax

Income tax
withholding

Employer withholds; or employee
adjusts withholding

No withholding required — caregiver
responsible for estimated tax

State-dependent

Employer ID
required

Yes — EIN needed for Schedule H
and W-2 filing

No — parent's SSN or EIN used on
1099

N/A — state agency
handles

Workers'
compensation
requirement

State-dependent — many states
require household employers to
carry workers' comp

Generally no — contractor carries own
insurance

Handled by state
Medicaid program

Key risk of
misclassification

If treated as contractor improperly:
back taxes, penalties, interest

IRS may reclassify as employee if
control tests are met — triggering
employer-side obligations

Regulatory compliance
with state waiver
program terms

S E C T I O N  F



Self-Directed Medicaid Programs — When the State Pays the Family Caregiver

Some Medicaid home and community-based waiver programs allow the care recipient or an authorized representative to
direct who provides care — including, in some states, a family member. These programs are sometimes called consumer-
directed programs or participant-directed programs. When a family caregiver is permitted to be paid through this system,
the arrangement is processed as regulated employment through a fiscal intermediary — not as informal compensation.

Eligibility depends on the specific Medicaid waiver program in the state, the recipient's functional assessment, and whether
the program permits family member employment. Programs typically exclude spouses and, in some states, legally
responsible relatives. Each state manages its own waiver programs, so the specific rules, task lists, and administrative
requirements vary considerably.

S E L F - D I R E C T E D  P R O G R A M  E N R O L L M E N T  P R O C E S S

1 Confirm the program exists and allows family payment. Record the exact program name, intake route, and
whether family caregiver payment is permitted under the parent's category

2 Obtain the service authorization details. Document the approved hours, task categories, reassessment
schedule, and any limits on who may be paid as a caregiver

3 Complete caregiver enrollment requirements. Track identity verification, background screening, required
training, payroll enrollment, and any worker approval status

4 Use a standardized hour and task log. Record dates, hours worked, and authorized task categories in a format
compatible with timesheet submissions to the fiscal intermediary

5 Track submission and payment timing. Log when timesheets were submitted, when approved, and whether
payment matched submitted hours — disputes are common when records are incomplete

6 Monitor care-plan changes. Update the tracking system when hours are reauthorized, reduced, expanded, or
placed under review

S E L F - D I R E C T E D  P R O G R A M  —  C O M M O N  C O M P L I A N C E  FA I L U R E S

Treating paid family caregiving like informal reimbursement instead of a regulated wage process

Logging hours that do not match the authorized service categories in the care plan

Missing worker onboarding steps — delays payroll approval and may result in retroactive non-payment

Submitting late or incomplete timesheets — payment may be denied for the period

Failing to track reassessment dates — service authorization can expire, stopping payment

S E C T I O N  G

Home & Community-Based Waivers — Accessing Structured In-Home Services

Home and Community-Based Services waivers support care in community settings rather than requiring institutional
placement. For caregivers, these waivers should be treated as a structured service pipeline — not a guaranteed service



package. Access depends on eligibility assessments, care plan authorization, provider network availability, and enrollment
capacity. Even when a person appears likely to qualify, actual service delivery may be delayed or limited.

The caregiver's task is to build and maintain the administrative pathway: documenting care need, completing assessments,
responding to information requests, and tracking what services are authorized versus what services have actually begun.
HCBS service plans may change over time, so a case log — not one-time approval paperwork — is the appropriate ongoing
record.

Key Operational Considerations
Purpose of HCBS waivers: they support care in community settings rather than requiring institutional placement,
through structured service planning and authorization
Services commonly covered: personal care, respite, adult day support, case management, and other home-based
services tied to documented functional need
Waiting lists and enrollment limits: many waiver pathways operate with capacity limits, so timing and proactive
follow-up significantly affect when services actually begin
Assessment dependence: services usually depend on care-need evaluations and periodic reassessment — gaps in
documentation can delay or interrupt service authorization
Provider availability: authorized services may still be delayed if no provider in the network is available to deliver them
Care-plan tracking: caregivers should compare approved services to actually delivered services to catch gaps, missed
visits, or reductions quickly

H C B S  W A I V E R  C A S E  W O R K F L O W

1 Start a waiver case file. Include referral date, assessment dates, care-need summaries, contact names, and all
program forms and letters received

2 Document the requested service categories. Record the services being pursued — such as respite, personal care, day
support, or case management — with the intake date for each

3 Track assessment outcomes. Keep copies of all determinations, service authorizations, and care-plan summaries in
one location with dates

4 Monitor provider assignment status. Note whether services are authorized but not yet staffed, partially delivered, or
delayed due to provider shortages

5 Log waiting list status. Record the date placed on any waiting list, expected update intervals, and any re-verification
requirements that could remove the parent's place

6 Review service delivery over time. Compare what was approved to what is actually being delivered and document any
reductions, missed visits, or service gaps in the case file



H C B S  W A I V E R S  —  C O M M O N  O P E R AT I O N A L  FA I L U R E S

Assuming likely eligibility means services will start quickly — waiting lists are common

Confusing authorized services with actually staffed and delivered services

Letting the case file become fragmented across calls, emails, and paper notices instead of centralizing everything

Missing reassessment dates — service authorizations can expire without automatic renewal

Failing to document gaps between authorized and delivered services, which may be needed for follow-up or complaints

S E C T I O N  H

VA Caregiver Programs — Screening, Application, and Case Management

Veterans may have access to caregiver support programs through the Department of Veterans Affairs. These supports may
include care coordination assistance, caregiver training resources, respite-related services, and system navigation help. For
caregivers, these programs should be treated as criteria-driven application workflows — not automatic entitlements based
on veteran status alone.

Eligibility screening commonly starts with confirming veteran status, documenting current care needs, identifying the
caregiver relationship, and locating available VA records. Every submission, determination, and follow-up request should
be logged. VA caregiver supports should be tracked alongside, but separately from, any Medicaid or aging-services
inquiries to avoid case confusion.

Key Operational Considerations
VA caregiver support programs: supports may include training resources, care coordination, respite-related services,
and navigation assistance — the specific programs available depend on the veteran's service history and care needs
Eligibility screening: starts with veteran status verification, current care-need documentation, caregiver relationship
confirmation, and available VA records
VA case-file discipline: every submission, determination letter, and follow-up request should be logged with date,
contact name, and document sent
Clinical support records: care-need summaries and clinician contacts are often important during screening and follow-
up processes
Application-based process: VA caregiver programs require applications and may involve review periods, additional
document requests, and determination timelines
Parallel workflow management: VA caregiver supports should be tracked alongside but separately from Medicaid and
Area Agency on Aging inquiries



VA  C A R E G I V E R  P R O G R A M  W O R K F L O W

1 Confirm veteran status and record availability. Locate discharge or service documents, prior VA letters, enrollment
records, and any existing VA case numbers

2 Build a VA caregiver file. Keep service records, identity records, clinician contacts, program materials, and all
communication notes together in one designated file

3 Screen relevant caregiver programs. Record program names, intake channels, required documents, and whether the
caregiver role matches the program description

4 Submit and track requests consistently. Log submission dates, contact names, documents sent, and any reference
numbers or case identifiers received

5 Document follow-up requirements. Record whether additional clinical records, updated forms, or reassessments are
needed and when those are due

6 Review determination outcomes. Note approvals, denials, pending status, and the next administrative step for each
program and inquiry

VA  C A R E G I V E R  P R O G R A M S  —  C O M M O N  E R R O R S

Waiting too long to verify veteran status and locate service records — these are needed at the start of any application

Treating VA caregiver programs as automatic entitlements instead of criteria-driven applications

Mixing VA records into general caregiving files and losing track of required program documents

Failing to log contacts and determination dates — verbal descriptions of eligibility are not a substitute for documented
status

Relying on informal descriptions of program availability instead of verifying current program materials through VA
channels

S E C T I O N  I

Program Inquiry Process — Building One Centralized Tracking System

Public benefit programs, waiver services, and caregiver support programs all involve inquiry phases — initial contacts,
document requests, referrals, and follow-up. The most common operational failure is not that programs don't exist, but
that the inquiry process is never centralized. Calls go unrecorded, reference numbers are lost, and follow-up dates are not
assigned — resulting in repeated contacts that never produce progress.

Whether screening Medicaid programs, Area Agencies on Aging, VA supports, or local caregiver resources, the caregiver
should maintain one inquiry log. Every contact — regardless of outcome — should be recorded with enough detail to avoid
duplication and support meaningful follow-up. If multiple programs are being screened in parallel, each should have its
own status line within the same central tracking system.

Key Operational Considerations
Contacting state Medicaid offices: use a consistent intake script focused on available program categories, enrollment
steps, and documentation requirements



Contacting Area Agencies on Aging: ask about local caregiver support programs, respite availability, referral
pathways, and waiting-list structure
Tracking program responses and waitlists: every contact, document request, form submission, and status update
should be logged centrally with a date
Reference number retention: case or inquiry numbers should be recorded immediately at the time of each contact —
do not rely on locating them later
Follow-up cadence: waiting lists and incomplete applications require scheduled check-ins — define the next step before
ending each contact
Parallel inquiry management: if multiple programs are being screened simultaneously, each should have its own
status entry in one unified log

P R O G R A M  I N Q U I R Y  T R A C K I N G  W O R K F L O W

1 Create one inquiry log. Record program name, agency, contact person, date, phone or email, reference number, and
next step for every inquiry

2 Use a standard inquiry script. Ask for program names, intake route, required documents, screening factors, and
whether waiting lists or capacity limits apply

3 Store all forms and instructions. Save emailed links, mailed packets, upload confirmations, and notes from each
contact in the program case file immediately after receipt

4 Assign follow-up dates immediately. Do not leave the next step undefined after any call or form submission — date it
and record it before ending the contact

5 Track waiting list status over time. Record date added, expected update intervals, and any events that require
refreshed paperwork or a new assessment

6 Update the broader caregiving plan. Add new document requirements, deadlines, or service options to the main
caregiver control system as they are confirmed

P R O G R A M  I N Q U I R Y  —  C O M M O N  T R A C K I N G  FA I L U R E S

Making repeated calls without a written inquiry log — contacts accumulate without producing usable status
information

Asking broad questions without capturing exact program names, intake steps, or next actions

Losing forms, document links, or reference numbers after the first contact

Missing follow-up dates on waiting-list cases — status can expire or require renewal without notice

Running parallel inquiries for multiple programs without one central tracking sheet — cases become confused and
duplicate contacts are made

S E C T I O N  J

Respite Care and Area Agency on Aging Resources

Respite care is temporary relief for the primary caregiver — planned, short-term support that allows the lead caregiver to
step away without the parent being left without care. It is not a luxury or a sign of failure. It is a maintenance strategy for



the caregiving system. Caregivers who regularly use respite provide higher-quality care over longer periods and experience
significantly better health outcomes than those who do not.

The barrier to using respite is often not cost — it is the belief that no one else can do the job adequately, guilt about
"leaving" the parent, or difficulty navigating the options. These are real barriers that require structured response. Building
respite into the care plan as a scheduled event rather than a reactive request is the most effective approach.

Area Agencies on Aging (AAA) are federally-mandated local organizations that coordinate services for older adults in
specific geographic regions. They are often underutilized because families are unaware of their scope. Beyond respite
coordination, AAAs often provide care management, legal services referrals, meal programs, transportation assistance,
caregiver support groups, and benefit enrollment assistance — all at low or no cost.

Respite and AAA Resources — Key Operational Points
Types of respite: in-home respite (a substitute caregiver comes to the home for a defined period), adult day programs
(the parent attends a structured program), and residential respite (short-term stay in a facility) — each has different costs,
logistics, and parent acceptance factors
Locating the local AAA: call 1-800-677-1116 (Eldercare Locator) or visit eldercare.acl.gov to find the AAA serving the
parent's county — the AAA's intake worker can identify which programs are available, eligibility criteria, and how to apply
National Family Caregiver Support Program (NFCSP): funded through the Older Americans Act, this program
provides respite services, supplemental services, counseling, and training for family caregivers — available through the
local AAA
LIHEAP and utility assistance: AAAs can often connect families to energy assistance, home repair programs, and other
support that reduces the household cost burden on caregiver households
Medicaid waiver-funded respite: some HCBS waivers specifically include a respite benefit — the family should
confirm whether respite is part of any active Medicaid waiver program the parent is enrolled in
Volunteer programs: some AAAs coordinate volunteer-based companion programs, where trained volunteers visit the
parent to provide social contact and limited assistance — this is distinct from skilled care but valuable for both the parent
and the caregiver

R E S P I T E  P L A N N I N G  P R O C E S S

1 Contact the local Area Agency on Aging (via Eldercare Locator, 1-800-677-1116) and request an intake call —
describe the caregiving situation and ask what respite resources are available

2 Ask specifically about the National Family Caregiver Support Program and whether the caregiver is eligible for
funded respite services under the Older Americans Act

3 Evaluate adult day program options — ask the AAA for a list of local programs, visit at least one, and consider a trial
session to assess parent acceptance before using it for scheduled respite

4 If the parent is on a Medicaid HCBS waiver, contact the case manager to determine whether a respite benefit is
included in the plan and how to schedule it

5 Schedule respite proactively — treat it as a recurring care element, not a crisis response. Block dates in advance
rather than requesting coverage only when the caregiver is already depleted

6 Prepare a care summary for respite providers: current medications, medical conditions, behavioral patterns,
communication tips, and emergency contacts — this document should be prepared once and updated regularly



S E C T I O N  K

Technology and Smart Home Adaptations — Safety, Monitoring, and Independence

Technology can meaningfully extend the period during which an older adult can safely remain at home — not by replacing
human care, but by closing gaps between in-person care episodes. The right technology selection is determined by the
specific risks and functional limitations involved, not by general enthusiasm for innovation. Poorly chosen technology adds
complexity without improving safety; correctly matched technology reduces caregiver anxiety and provides genuine risk
mitigation.

The most important category of home technology for aging in place is safety monitoring. This includes fall detection
systems, wandering alerts, medication management technology, and stove-safety devices. Medical alert systems — which
allow the parent to summon help with a button press — remain one of the highest-value interventions per dollar spent.
Passive monitoring systems, which detect patterns of activity without requiring the parent to initiate anything, are a
valuable complement for parents who may not or cannot use an active alert system.

Remote family access technology — video calls, shared family apps, and caregiver coordination platforms — reduces
isolation and improves family visibility into daily conditions. A parent who speaks with family members regularly is more
likely to communicate emerging problems; a family that can see the living environment over video has additional context
that supplements in-person visits and caregiver reports.

HOME TECHNOLOGY CATEGORIES — PURPOSE,  PRODUCTS,  AND CAREGIVER CONSIDERATIONS

Category Primary Function Key Considerations for Selection

Medical alert
systems

Summon emergency help with a button press —
available as wearable pendant, wristband, or
home base unit

Monthly monitoring fee required; cellular vs. landline
connection; GPS capability for parents who leave home

Fall detection
devices

Automatically detect falls and summon help
without requiring the parent to press a button

Higher false positive rate than button-press systems;
particularly valuable for parents who may be unable to
press a button after a fall

Medication
management

Automate pill dispensing, provide audible
reminders, and lock medication access between
scheduled doses

Requires setup and refill management by caregiver;
most effective for parents who miss medications due to
forgetfulness rather than refusal

Passive activity
monitoring

Detect absence of expected movement patterns
(not leaving bed, not opening refrigerator) and
alert family without requiring parent input

Requires privacy-acceptable placement; most effective
when baseline patterns are established; generates
alerts when patterns deviate significantly

Stove safety
devices

Automatically shut off the stove after a period of
inactivity or when motion is not detected in the
kitchen

Installation is straightforward; can be combined with
smoke and CO detectors; valuable early safety
intervention for parents with mild cognitive
impairment

Smart door
locks and
cameras

Monitor entry and exit, allow family remote
access confirmation, and detect wandering or
unexpected departure

Privacy considerations must be discussed with the
parent; family access to camera feeds requires clear
consent and communication

C H E C K L I S T S

Chapter 6 Checklists



AGREEMENT AND DOCUMENTATION TAX AND BENEFITS COMPLIANCE

Services described specifically in written agreement☐

Compensation rate documented and market-rate
justified

☐

Agreement signed by parent with legal capacity☐

Agreement disclosed to other family members☐

Service log maintained with dates, hours, and tasks☐

Payment records traceable (check, transfer — not cash)☐

Elder law attorney reviewed arrangement☐

Tax professional consulted about employer obligations☐

W-2 or other required forms issued if applicable☐

Schedule H considered for household employer situation☐

Medicaid lookback implications reviewed☐

State-specific Medicaid waiver program screened if
applicable

☐

Annual review of arrangement scheduled☐



C H A P T E R  6  ·  W O R K S H E E T  1  COMPLETE BEFORE PAYMENTS BEGIN

Personal Care Agreement Summary
Record the key terms of any family caregiver compensation arrangement before payments begin.

Care recipient (parent):

Caregiver (family member):

Agreement date: Start date:

TERM DETAIL

Services provided (list
specifically)

Estimated hours per
week

Hourly rate

Payment frequency

Local market rate
comparison

Elder law attorney
reviewed (date)

Disclosed to other
family members (date)

Tax professional
consulted (date)

Agreement storage
location

Monthly Service Log (attach additional pages)

Date Hours Services Rendered Payment Amount Payment Method





C H A P T E R  6  ·  W O R K S H E E T  2  SUBMIT WITH TIMESHEET

Caregiver Hour Log
Record all care hours by date, task category, and whether the service is authorized under a self-directed or HCBS program.
Required for timesheets, reimbursement, and audit documentation.

Date Start Time End Time Hours Task Category Authorized Service? Program / Plan Name Submitted? Notes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

☐ Yes ☐ Yes

Week / period covered: Total hours: Submitted to:



C H A P T E R  S E V E N

Home Safety

A practical framework for assessing, reducing, and monitoring home safety risks
— fall hazards, medication safety, emergency response, and the environmental
changes that allow a parent to remain home safely as their functional capacity
changes over time.

"A home safety assessment is not a one-time project. A parent's functional capacity changes, and the home
environment needs to keep pace. The assessment that was adequate at one level of function may be inadequate six
months later."

THE CAREGIVER CONTROL MANUAL CHAPTER 7 — HOME SAFETY

S E C T I O N  A

The Stakes — Why Home Safety Planning Matters

Falls are the leading cause of injury-related death in older adults in the United States. The consequences of a fall extend
beyond the immediate injury: hospitalization, surgery, rehabilitation, loss of confidence, reduced activity, and sometimes
permanent loss of independent function. Many falls are preventable, and most preventable falls happen in or near the
home.

Beyond falls, the home environment creates several other risk categories for older adults with declining capacity:
medication errors, elopement (leaving the home unsafely in dementia cases), fire and burn risks, poor nutrition, and
delayed emergency response. Each of these has practical mitigation steps — and all of them require assessment to
understand the current risk level.

S E C T I O N  B

Fall Risk — Assessing and Reducing the Environment

ROOM-BY-ROOM FALL HAZARD ASSESSMENT

Area Common Hazards Practical Interventions Priority

Bathroom Wet floors, no grab bars, low
toilet seat, slippery
tub/shower

Grab bars at toilet and shower; non-slip mat; raised
toilet seat; shower chair or bench; handheld
showerhead

High — most falls
happen in bathrooms

Bedroom Bed height too low or high, Bed rail if needed; night light; bed height High — nighttime falls

Risk Reduction and Emergency Readiness



reaching at night, lack of
bedside support

adjustment; clear path to bathroom are common and serious

Stairs Poor lighting, no railings,
steep risers, loose carpet

Secure handrails on both sides; bright lighting;
contrast tape on edges; stair lift if needed

High — stair falls are
high injury severity

Living
areas

Loose rugs, low furniture,
clutter, electrical cords across
walkways

Remove loose rugs or secure with non-slip backing;
clear pathways; use armchairs with firm arms for
rising support

Medium — high
frequency of use
increases cumulative risk

Kitchen Reaching for high shelves,
wet floors, poor lighting

Reorganize frequently used items to accessible
height; anti-fatigue mat; bright task lighting

Medium

Exterior /
entry

Steps without handrails,
uneven walkways, poor
lighting, winter ice

Handrails on all exterior steps; motion-sensing
lights; non-slip treatment on steps; threshold ramps

High in winter; medium
otherwise

S C E N A R I O  —  T H E  T W O - M I N U T E  C H A N G E

A family visits their father for a weekend and does a walkthrough using the home safety checklist in this chapter. They
find six loose area rugs throughout the house, a bathroom with no grab bars and a slippery tub mat, and a bedside table
that required him to reach forward to turn off his lamp — a balance hazard at 2 a.m. Two hours of work and about $150 in
supplies from a hardware store addressed all six issues. Six months later, the father's physical therapist notes he had not
had a near-miss since the visit, compared to three in the three months before.

S E C T I O N  C

Bathroom Safety — The Highest-Risk Room in the Home

Bathrooms are high-risk areas because they combine water, hard surfaces, narrow movement space, and repeated
transfers. Most incidents happen during a small number of movements: getting on and off the toilet, stepping into or out of
the shower or tub, and standing while wet. Safety improvements should therefore focus on transfer points first, not on
general aesthetics.

Support rails and grab bars should be placed where weight is actually transferred — not where they look visually balanced
on the wall. Surface traction matters significantly. Wet floors, loose mats, and poorly placed supplies create avoidable
hazards. The bathroom setup should support one predictable routine.

BATHROOM SAFETY — PRIORITY MODIFICATIONS BY TRANSFER POINT

Transfer Point Primary Hazard Recommended Modification Cost
Range

Toilet — sitting
down and rising

Instability during lowering and
rising; no support surface nearby

Grab bar on the dominant-hand side; raised toilet
seat if height is an issue

$30–
150

Shower entry /
bathtub step-over

Weight shift during step-in or
step-out with wet, slippery surface

Grab bar at entry point; non-slip mat inside; tub
bench or shower chair to eliminate step-in entirely

$50–
300

Standing in shower Balance loss while washing,
especially when eyes are closed

Foldable shower seat or bench; handheld showerhead
to reduce reaching

$30–
200

Floor between door Wet floor after showering; loose Non-slip bath mat secured to floor or removed; $15–



and toilet / shower bath mat textured floor treatment; non-slip socks 80

Sink — leaning
forward to wash
face

Forward weight shift without
stable support surface

Ensure countertop is securely mounted; avoid leaning
on towel bars; consider grab bar near sink

$30–
100

B AT H R O O M  S A F E T Y  A S S E S S M E N T  P R O C E S S

1 Walk through the bathroom from the parent's perspective. Start at the door and trace the path to each fixture —
toilet, sink, and shower/tub

2 Identify every transfer point. Note where the parent must change direction, shift weight, or step over an obstacle

3 Check for grab bar gaps. Is there a stable, anchored support within arm's reach at each transfer point? A towel bar is
not a grab bar

4 Check floor surfaces. Wet floor after showering is the highest-risk moment — non-slip mats, non-slip floor
treatment, or non-slip footwear are needed

5 Assess whether a tub is still appropriate. For parents with significant balance or strength loss, eliminating the step-
over with a roll-in shower or tub bench may be the right choice

6 Have a professional install grab bars. Standard wall anchoring is insufficient — bars must be anchored to studs or
with appropriate toggle hardware rated for body weight

S E C T I O N  D

Kitchen Hazards — Stove Safety, Appliance Monitoring, and Food Management

Kitchen safety problems in eldercare usually come from heat sources, sharp tools, and food storage failures. The first
question is not whether the parent wants to cook independently — it is whether independent, supervised, or restricted
kitchen use is currently safe based on actual behavior. Caregivers should observe what actually happens during kitchen use,
not what the parent reports.

Stove safety is the highest priority because unattended burners, overheated cookware, and confusion about controls can
create immediate fire and burn risk. Appliance use should be structured around routine, not memory. Caregivers should
define what appliances can be used, when cooking occurs, and how shut-down checks are performed after each use.

Food safety also requires its own system. Expired food, poor labeling, and repeated reuse of spoiled items can cause illness
and nutritional failure. The kitchen should be simplified enough to support repeatable safe use — not maximum
independence at the expense of predictable daily function.

Key Safety Considerations
Stove safety: the main risks are unattended burners, forgotten cookware, incorrect control settings, and delayed shut-
down after cooking ends
Appliance monitoring: ovens, microwaves, and small appliances should be assessed based on how safely the parent
uses them in current practice — not in ideal conditions
Food storage and spoilage prevention: expired items, unlabeled leftovers, and overcrowded storage create illness and
nutrition risks that can escalate gradually



Sharp tool storage: knives and cutting tools should be stored consistently and safely, especially when cognitive decline is
present
Routine over memory: kitchen procedures should rely on defined daily routines and physical controls, not on the
parent remembering to check or stop
Incident documentation: forgotten burners, spoiled food use, or unsafe appliance incidents should be logged —
repeated incidents signal a need to reduce access, not just to remind

K I T C H E N  S A F E T Y  P R O C E S S

1 Assess current cooking behavior. Determine whether cooking is fully independent, partially supervised, or no longer
safe without direct oversight based on what you observe — not what the parent reports

2 Control stove use first. Define rules for when the stove is used, whether supervision is needed, and how burner shut-
down is checked after every use

3 Simplify appliance access. Keep safer appliances accessible and restrict, disable, or supervise high-risk appliances —
a knob cover, a timer, or a shut-off device may be appropriate

4 Set up a food rotation system. Remove expired items regularly, label leftovers with date and contents, and keep older
items visible so they are used first and not forgotten

5 Reduce clutter and confusion. Keep work surfaces clear, remove unnecessary cookware, and store sharp tools in
controlled locations that are consistent and reachable safely

6 Document kitchen incidents. Track forgotten burners, spoiled food use, or unsafe appliance incidents — this record
informs when access should be further reduced or supervised

K I T C H E N  S A F E T Y  —  C O M M O N  FA I L U R E S

Allowing full stove access without a defined shut-down check or supervision plan

Relying on reminders rather than physical controls to prevent stove and appliance hazards

Not removing expired food regularly — leading to illness from spoiled items that look acceptable

Leaving knives and sharp tools in accessible locations without assessing current safe handling ability

Letting isolated kitchen incidents go without documentation, delaying necessary adjustments to access and supervision

S E C T I O N  E

Medication Safety — Managing a Complex Regimen

Medication errors among older adults are common and potentially serious. The complexity of the typical regimen —
multiple medications, different timing, some with food, some without, some that interact with others — creates real risk for
anyone managing it alone without a reliable system.

MEDICATION SAFETY SYSTEM — COMPONENTS AND WHAT EACH ADDRESSES

System
Component What It Does When to Implement



Current
medication list

One written list of all medications, doses, timing, and
prescribing physician — maintained and accessible

Immediately; update at every prescription
change and every hospital discharge

Weekly pill
organizer

Pre-filled by caregiver or pharmacist; visual confirmation of
what has been taken

When self-management begins to show
errors

Automated pill
dispenser

Time-locked dispenser that releases correct dose at correct
time; some models alert caregiver if dose missed

When missed or doubled doses are
occurring despite organizer system

Pharmacist
medication
review

Pharmacy-led review of all medications for interactions,
redundancies, and dose-appropriateness in older adults

Annually; after any hospitalization; after
any new prescription

Caregiver
administration
log

Daily log confirming medications administered — by
caregiver, not self-reported

When reliability of self-management is in
question

S E C T I O N  F

Emergency Readiness — Reducing Response Time

Emergency response for an older adult living alone or with a single caregiver involves two distinct problems: getting help
quickly when something goes wrong, and ensuring that emergency responders have the information they need when they
arrive.

A medical alert device (Personal Emergency Response System) addresses the first problem — but only if the parent will
actually wear it. A household emergency information packet addresses the second. Both are straightforward to set up.

EMERGENCY READINESS COMPONENTS — WHAT EACH COVERS

Component What It Covers Common Gaps

Personal Emergency
Response System
(PERS)

Wearable button that connects to monitoring center; contacts
caregiver and dispatches EMS if needed

Parent refuses to wear device;
device not charged; no fall
detection enabled

Emergency
information packet

Medical history, medication list, physician contacts, insurance
cards, directive documents — in one accessible location

Information scattered; EMS
cannot find it; outdated

Emergency contact
protocol

Written list of who to call, in what order, with backup contacts
for each category

One person listed; no backup;
numbers not updated

Neighbor or
community check-in

Informal or formal system for someone to notice if something is
wrong — daily phone call, neighbor who checks in, meal delivery
program

No one is in a position to notice a
problem between caregiver visits

Smart home
monitoring
(optional)

Motion sensors, stove sensors, door sensors that can alert
caregivers to unusual inactivity or events

Privacy concerns; parent consent
needed; false alarms without
proper setup

S E C T I O N  G

Safety Concerns Specific to Cognitive Decline



When cognitive decline is present, the home safety picture changes significantly. Wandering and elopement — leaving the
home without awareness of danger — become serious risks for those with moderate to advanced dementia. Stove safety,
door security, and disorientation in the home become active concerns. The physical environment needs to address these
specifically.

Elopement: Door alarms, door sensors, and deadbolts positioned high (out of habitual reach) can reduce risk

Stove safety: Stove knob covers, automatic stove shut-off devices, or stove disablement for parents who are no longer
safe cooking alone

Orientation: Large-print clocks, date displays, and consistent environmental cues can reduce disorientation-related
distress

Nighttime safety: Motion-activated night lights along the path to the bathroom; bed alarms if leaving bed is a fall risk

Medication security: Locked medication cabinet if the parent may self-administer incorrect amounts

W A R N I N G  S I G N S  —  H O M E  S A F E T Y  P R O B L E M S  T H AT  N E E D  AT T E N T I O N

Parent has had one or more falls in the past twelve months

Bathroom has no grab bars and has a conventional tub or shower with no non-slip surfaces

Medications are being managed without a reliable system and errors have occurred

No personal emergency response system is in place for a parent who is frequently alone

Emergency information packet does not exist or has not been updated in over a year

Stove or cooking safety has not been assessed in the context of the parent's cognitive state

Cognitive decline is present and elopement risk has not been specifically addressed

H O M E  S A F E T Y  A S S E S S M E N T  A N D  S E T U P  P R O C E S S

1 Complete the room-by-room safety walkthrough (Worksheet 7-1) — do it physically, not from memory

2 Address high-priority items first: bathroom grab bars, loose rugs, stair railings, night lighting

3 Assemble a current medication list and review with physician or pharmacist

4 Set up a medication management system appropriate to the current level of self-management capacity

5 Create an emergency information packet and stage it visibly near the front door

6 Set up a personal emergency response system if the parent is frequently alone

7 Schedule re-assessment: the home safety picture should be revisited after any hospitalization, fall, or significant
functional change

S E C T I O N  H

Wandering Prevention — Monitoring, Technology, and Environmental Design

Wandering is a specific safety risk associated with Alzheimer's disease and other dementias that involves a person leaving a
safe environment without awareness of the danger involved, without the ability to reliably return, and often without the



ability to identify themselves or ask for help. Wandering incidents can occur during the day or at night, often during
transitions — waking from sleep, moving between rooms, or in response to confusion about the environment or time.

The risk profile for wandering changes as cognitive decline progresses. In early and moderate dementia, wandering tends
to be purposeful-seeming — the person believes they are going somewhere specific. In later stages, wandering may be
driven entirely by agitation or confusion. Environmental design and monitoring technology work differently across these
stages and should be evaluated against the parent's current behavioral pattern rather than a general template.

Families often underestimate wandering risk until an incident occurs — and the first wandering incident is frequently a
crisis. Pre-incident preparation requires both environmental modification and a prepared search-and-return protocol. If an
incident occurs, a prepared family responds in minutes; an unprepared family loses critical time discovering who to call
and what information to provide.

Wandering Prevention — Key Operational Approaches
Door alarms and sensors: motion-triggered door alarms, magnetic door sensors, and delayed exit systems alert
caregivers when exterior doors are opened — code-pad locks and double deadbolts can slow exit without completely
restricting it
GPS tracking devices: wearable GPS devices (watches, clips, or shoe inserts) allow real-time location tracking if the
parent leaves — these devices require setup, charging, and regular testing
Medical alert ID: a bracelet or pendant with the parent's name, diagnosis, emergency contact, and any applicable
program enrollment (Safe Return, MedicAlert) is essential — families should assume the parent may not be able to provide
this information verbally
Safe Return enrollment: the Alzheimer's Association Safe Return program registers individuals and provides 24-hour
emergency response — registration should happen before any incident, not after
Environmental visual cues: stop signs, visual barriers (a curtain over an exit door, a rug at a threshold), and door
camouflage can reduce purposeful exit attempts without requiring physical restraint
Nighttime monitoring: motion sensors in hallways, door alarms on exterior exits, and movement monitors can alert
caregivers to nighttime movement before it becomes an exit event
Neighbor and community notification: informing immediate neighbors of the risk and providing a phone number is
a low-cost, high-value safety measure — neighbors can alert the family if the parent is seen outside inappropriately



W A N D E R I N G  P R E PA R E D N E S S  S E T U P  P R O C E S S

1 Assess current risk: has the parent shown any wandering behaviors? Pacing, attempting to leave, confusion about
home environment, or nighttime movement are all early indicators

2 Install door sensors or alarms on all exterior exits — include the garage door and any secondary exits the parent
might use

3 Obtain a medical alert ID bracelet with name, condition, emergency contact, and program enrollment number —
ensure the parent wears it consistently

4 Register with the Alzheimer's Association Safe Return program or equivalent — this provides emergency response
support if the parent is found and cannot identify themselves

5 Evaluate a GPS tracking device — assess which form factor the parent will accept and test it in advance of need

6 Prepare a current photograph and a written description (height, weight, hair color, distinguishing features, typical
clothing) — keep it accessible for immediate use if an incident occurs

7 Notify immediate neighbors and provide a contact number — ask them to call if they see the parent outside alone

8 Know the local police non-emergency number and the Silver Alert registration process for your county — have them
written down, not just in memory

W A N D E R I N G  —  P R E - I N C I D E N T  P R E PA R AT I O N  FA I L U R E S

Waiting for the first wandering incident to put systems in place — by that point, the risk is already established and the
response was improvised under stress

Relying only on the parent to identify themselves during a wandering event — in moderate to advanced dementia, this
capacity cannot be assumed

GPS device not charged, not worn consistently, or not tested before an incident — the device is only useful if it is
working when needed

No photograph prepared — when calling police or searching, current photographs and physical descriptions matter;
families often spend crucial early minutes locating a usable photograph

Door alarms installed but not enabled — some alarm systems require activation steps that are missed in daily routine

S E C T I O N  I

Dementia Stages and Care Planning Implications — Matching Resources to the
Progression

Dementia is a progressive condition with identifiable stages, and the care planning requirements change substantially as
the disease advances. A care plan that is well-matched to the current stage will become inadequate as the disease
progresses — often more quickly than families anticipate. The most effective care planning approach treats dementia stages
not as static descriptions but as triggers for action: each stage transition should initiate a review of the care plan, the care
environment, the legal documents, and the funding runway.

In early-stage dementia, the parent typically retains significant functional capacity and may be able to participate



meaningfully in care planning conversations. Legal documents should be executed or confirmed during this stage. The
parent's values, care preferences, and treatment goals should be discussed and documented. Home care support can often
be light during early stage, but the care planning infrastructure — the team, the documents, the financial visibility — should
be fully in place before mid-stage arrives.

In mid-stage dementia, the parent's functional capacity and safety risk increase significantly. Daily supervision may be
required. Behavioral symptoms — agitation, sundowning, sleep disruption, resistance to care — emerge and require
caregiver management strategies that are specific to dementia care. Wandering risk is typically highest in mid-stage. Home
care may still be feasible with significant support, but care setting transition planning should be active — not deferred until
a crisis triggers an emergency placement.

In late-stage dementia, the parent loses the ability to communicate verbally, requires assistance with all ADLs, and
typically requires specialized nursing care. Hospice and palliative care become relevant resources. End-of-life care planning
— including the living will, DNR or POLST status, and comfort-care preferences — should be fully operationalized in
advance of this stage, not initiated within it.

DEMENTIA STAGE PROGRESSION — CARE PLANNING ACTION TRIGGERS

Stage Typical Functional Profile Care Planning Priorities Common Caregiver Errors

Early
Stage

Independent in most ADLs; memory
lapses notable but functional
capacity largely intact; may still
drive

Execute all legal documents while
capacity is clear; document care
preferences; build care team;
assess driving safety

Delaying legal documents;
deferring care planning
conversations; assuming the stage
will be stable for years

Mid Stage Needs assistance with complex
tasks; safety risks elevated;
behavioral symptoms common; may
not recognize all family members

Increase supervision; implement
wandering safety; begin care
setting transition planning;
secure financial management

Assuming home care is always
feasible; delaying care setting
conversations until a crisis forces a
decision

Late Stage Dependent in all ADLs; minimal
verbal communication; swallowing
difficulties; highly susceptible to
infection

Operationalize end-of-life
directives; engage hospice
consultation; shift to comfort-
centered care goals

Pursuing aggressive intervention
against previously expressed
wishes; initiating end-of-life
planning for the first time in crisis

C H E C K L I S T S

Chapter 7 Checklists

PHYSICAL ENVIRONMENT SYSTEMS AND EMERGENCY READINESS

Bathroom: grab bars installed at toilet and shower☐

Bathroom: non-slip mat in tub/shower; shower chair if
needed

☐

Loose rugs removed or secured with non-slip backing☐

Stair handrails on both sides; lighting adequate☐

Clear pathways — no cords, clutter, or obstacles☐

Night lighting on path to bathroom☐

Exterior steps and entry assessed☐

Current medication list maintained and accessible☐

Medication management system in place and working☐

Pharmacist medication review completed☐

Personal emergency response system in place (if
appropriate)

☐

Emergency information packet created and staged at
entry

☐

Emergency contact list current and includes backup
contacts

☐



Bed height appropriate; bedside support available☐

Stove safety assessed for cognitive state☐

Elopement risk addressed if applicable☐

Check-in system in place for days when caregiver is not
present

☐

Home safety re-assessment scheduled after any fall or
functional change

☐



C H A P T E R  7  ·  W O R K S H E E T  1  HOME WALKTHROUGH

Room-by-Room Home Safety Audit
Complete this walkthrough physically — walk through each area and record findings, not impressions from memory. Re-
assess after any fall or significant functional change.

Address / location: Date:

Assessed by:

AREA RISK LEVEL
(LOW/MED/HIGH)

HAZARDS IDENTIFIED INTERVENTIONS
NEEDED

COMPLETED?

Bathroom ☐

Bedroom ☐

Stairs /
hallways

☐

Living room ☐

Kitchen ☐

Exterior /
entry

☐

Laundry /
utility

☐

Other area: ☐

Top three priority items to address first:

Person responsible for follow-up: Re-assess date:



C H A P T E R  7  ·  W O R K S H E E T  2  REVIEW MONTHLY

Emergency Information Packet — Summary Sheet
Keep this sheet at the front of the emergency packet — staged near the front door and in the primary care location. Update
after any medication change or care transition.

Full name: Date of birth:

Address:

Primary physician: Phone:

Known diagnoses:

Known allergies:

Current Medications

# Medication Name Dose Timing Prescribing Physician

1

2

3

4

5

6

7

Emergency Contacts

# Name Relationship Phone Notes

1

2

3

Advance directive location:



Healthcare proxy name / phone:

Insurance / Medicare ID:

Sheet last updated: Updated by:



C H A P T E R  E I G H T

In-Home Care

A complete operational guide to the in-home care system — why arrangements
fail, how to choose the right care model, define scope, screen candidates, verify
skills, design schedules, set written expectations, monitor quality, manage
privacy boundaries, and escalate when performance or safety requires action.

"In-home care is a managed service, not a set-it-and-forget-it arrangement. The family that treats it as passive —
'the aide is there, so we're covered' — will typically not discover problems until they are significant."

THE CAREGIVER CONTROL MANUAL CHAPTER 8 — IN-HOME CARE

S E C T I O N  A

Why In-Home Care Arrangements Fail

In-home care often looks simpler than it is. Families think they are hiring help. In reality, they are building a small care-
management system inside an unstable environment: the parent's home, the parent's routines, the family's expectations,
and the caregiver's actual reliability all collide at once.

The first failure point is vagueness. Families hire with broad language — "help out," "keep an eye on Mom," "assist with
daily needs" — then act surprised when tasks are skipped or interpreted differently. A caregiver cannot reliably perform
against undefined scope, and a family cannot fairly supervise against undefined scope either.

The second failure point is assuming screening equals control. Even a caregiver with experience, references, or agency
affiliation still has to be evaluated in the actual home, with the actual parent, doing the actual tasks required. Real-world fit
matters more than résumé language.

The third failure point is weak oversight. Families often feel awkward supervising someone they hired to help. That
hesitation becomes expensive. If there are no visit logs, no task expectations, no schedule clarity, no incident record, and
no escalation process, early problems stay blurry until they are big enough to damage care or trigger conflict.

The fourth failure point is underestimating the parent's behavioral complexity. Memory conditions, personality changes
from neurological events, lifelong patterns of resistance, and the profound disruption of having a stranger in a formerly
private home all generate behaviors that an inexperienced family has not anticipated. "She doesn't want anyone in the
house" is a real and frequent challenge that needs a strategy — not an assumption that it will resolve once a caregiver is
hired.

The fifth failure point is inadequate documentation. When the arrangement is working, there is no visible urgency to
document anything. When something goes wrong — an incident, a medication error, a theft, a sudden departure — the

Hiring, Supervising, and Managing Aides



absence of records leaves the family without any factual foundation. Visit logs, medication records, incident notes, and task
completion tracking are not bureaucratic exercises. They are the evidence base for every subsequent decision and dispute
resolution.

In-Home Care System Failure — Early Warning Signs
Tasks are completed inconsistently without clear reason or discussion
The caregiver is frequently late, absent, or requesting schedule changes that compromise coverage
The parent reports discomfort, reluctance, or negative comments about the caregiver that were not present initially
Medications are being missed or the medication log is incomplete or missing
The family notices unexplained changes in the parent's financial accounts, possessions, or behavior when alone with the
caregiver
Visit records exist only as verbal reports — no written log, no task record, no way to verify what actually happened during
care time

S E C T I O N  B

Agency vs. Independent Caregiver — The Core Decision

This is not just a price comparison — it is a control-model decision. Agency care usually offers more structure on paper.
The agency may handle worker screening, scheduling, payroll, replacement coverage, and some layer of supervision. That
can reduce the family's direct administrative burden — and also create false security if the family stops checking how the
assigned caregiver actually performs.

Independent caregivers often offer lower hourly cost, more flexibility, and more direct communication. They also create
heavier management burden because the family becomes responsible for vetting, scheduling, backup planning,
documentation, and performance oversight.

AGENCY VS.  INDEPENDENT CAREGIVER — DECISION FACTORS

Factor Agency Care Independent (Direct Hire)

Screening Often pre-handled — but still verify how thorough Family must verify directly; no agency backstop

Scheduling and
backup

Usually centralized; agency provides replacement Family-managed; family must create backup plan

Cost Often higher per hour (agency overhead) Often lower per hour; admin burden shifts to
family

Employer
responsibilities

Agency is the employer; handles payroll, taxes,
workers' comp

Family becomes employer — payroll taxes, W-2,
workers' comp, liability

Consistency Agency may rotate staff; consistent assignment not
guaranteed

Same person builds routine — continuity
advantage

Supervision Agency has oversight role, but day-to-day quality
requires family monitoring

Family is solely responsible for performance
monitoring

Documentation Agency may provide visit notes or logs Family must build the documentation system

Termination Agency handles termination; family requests aide
change

Family must manage the termination process
directly



C O M M O N  C O M PA R I S O N  E R R O R S

Choosing based only on hourly rate without weighing the admin burden of direct hire

Assuming agency placement means the family can stop supervising

Choosing an independent caregiver without a backup plan for illness or no-show

Underestimating the tax and employer obligations of private arrangements

Treating a "nice personality" as enough when the role requires reliability and structure

S E C T I O N  C

Define the Care Scope Before Hiring

The most common in-home care management problem is scope ambiguity. The aide's role is defined loosely, tasks drift
over time, and eventually neither the family nor the aide has a clear understanding of what is and is not included. Scope
definition matters from day one — before the first interview.

CARE SCOPE CATEGORIES — TASKS,  QUALIFICATIONS,  AND CONSIDERATIONS

Category Tasks Typically Included Typical Qualification Note

Personal care
(ADLs)

Bathing, dressing, grooming,
toileting, transfers, mobility
assistance

Home health aide (HHA) or
personal care aide (PCA)

State certification
requirements vary; confirm
credentials

Homemaking /
companion

Meal preparation, light housekeeping,
laundry, grocery shopping,
companionship

Companion or homemaker —
typically no clinical certification
required

Cannot provide personal care
or skilled services in most
states

Medication
management

Medication reminders, filling pill
organizers, administration as
permitted

Depends on state; skilled tasks
require nurse involvement

Clarify specifically what aide
is permitted to do in your
state

Skilled nursing Wound care, IV therapy, injections,
complex clinical monitoring

Registered Nurse (RN) or
Licensed Practical Nurse (LPN)

Separate from typical home
care aide; ordered by
physician

Transportation Driving to appointments, errands,
social activities

Valid license and vehicle
insurance required

Confirm whether aide's auto
insurance covers transporting
clients

S C E N A R I O  —  T H E  S C O P E  D R I F T  P R O B L E M

A family hires an aide through an agency for "companion care and light housekeeping." Over three months, the aide
begins helping with bathing and transfers as the father's mobility declines. No one updates the care plan or confirms
whether the aide is qualified for personal care services under the agency's and state's rules. When the father sustains a
minor skin tear during a bathing incident, the family discovers the aide's certification did not cover hands-on personal
care, and the agency's liability coverage was structured accordingly. A care plan review at the point of scope change would
have caught the qualification gap and triggered a proper service upgrade.



S E C T I O N  D

Screening and Background Checks

Screening is not about paranoia. It is about reducing predictable hiring risk before the caregiver has access to the parent,
the home, medications, valuables, and family routines. At minimum, screening should establish identity, work history,
references, and whether the person's claimed experience actually matches the care scope.

References matter, but only if the family asks useful questions. "Was she nice?" is nearly useless. Ask whether the person
showed up reliably, handled schedule changes, documented what mattered, respected household boundaries, managed
difficult care situations calmly, and communicated clearly when something went wrong.

A clean background and decent references do not prove good fit, good boundaries, or good performance in this specific
home. Screening lowers risk — it does not replace supervision.

S C R E E N I N G  P R O C E S S

1 Collect full identifying information: legal name, contact information, and prior work history

2 Verify work history directly: check dates, role type, and whether the person performed similar care tasks

3 Contact meaningful references: ask about reliability, task scope, communication style, and boundary handling

4 Review available background information, especially for direct hires where the agency has not already done this

5 Confirm identity documents and match ID to application information where appropriate

6 Ask scenario-based questions about falls, medication uncertainty, wandering risk, resistant care, and schedule
disruptions

7 Document the screening outcome — do not rely on memory for a decision this consequential

C O M M O N  S C R E E N I N G  FA I L U R E S

Checking references superficially without asking substantive questions

Hiring on charm, urgency, or first impression alone

Skipping identity confirmation entirely

Assuming agency screening means no further questions are needed

Ignoring work-history gaps or vague experience claims

S E C T I O N  E

Licensing, Training, and Skill Verification

Not every in-home caregiver needs the same formal credentials. But the family still needs to verify what the caregiver can
actually do safely. The key question is not "do they have a certificate" — it is whether their training and demonstrated
experience match the care scope required for this specific parent.



Credential review also helps expose inflated claims. A person may say they "did home health" when their real role was light
companionship. Families run into trouble when they hire for one level of care and receive another. State rules also define
what tasks aides are legally permitted to perform — what is acceptable in one state may require a licensed nurse in another.

S K I L L  A N D  T R A I N I N G  V E R I F I C AT I O N  P R O C E S S

1 Request any training or credential documents and confirm they are current (not expired)

2 Review expiration dates and whether continuing education is required in your state

3 Confirm what the training actually covered — not just the certificate title — by asking the caregiver directly

4 Ask the caregiver to describe prior tasks in concrete detail: what transfers they have done, what medical equipment
they have operated

5 Match confirmed experience to the parent's actual care needs — not to the best-case version of those needs

6 Record clearly what the caregiver is not expected or not qualified to perform, and document that in the care
agreement

C O M M O N  S K I L L  V E R I F I C AT I O N  FA I L U R E S

Treating certificates as proof of fit for this specific care load

Assuming companionship experience equals hands-on personal care experience

Not clarifying whether medication involvement is reminders only or administration

Failing to identify the caregiver's actual limits before the first difficult shift

Confusing calm presentation with demonstrated competence

S E C T I O N  F

Scheduling, Shift Design, and Backup Coverage

Care schedules should be built like an operating plan, not a hopeful calendar. The family needs to know when support is
needed, what must happen during each shift, what overlap is necessary, what risks are highest at certain times of day, and
what happens if the caregiver cancels.

The schedule should match the parent's actual pattern. If mornings are difficult because dressing, toileting, and
medications all cluster together, that is where support should be strongest. Backup coverage is not optional. Families who
rely on one person with no contingency plan are not running a care system — they are running a single point of failure.



S C H E D U L E  P L A N N I N G  P R O C E S S

1 Map the day by risk and task load: morning, midday, evening, overnight — identify when the highest-need periods
are

2 Assign realistic time estimates to key tasks — not compressed ideals, but actual time blocks

3 Build shifts around the real workload, not just caregiver preference or cost minimization

4 Write the weekly schedule clearly: start time, end time, tasks expected, and contact information

5 Identify backup pathways before they are needed: agency replacement, second caregiver, family coverage, emergency
fallback

6 Define handoff expectations between rotating caregivers or family members — transition points are where errors
happen

7 Reassess the schedule after incidents: falls, medication issues, confusion spikes, or repeated lateness all signal that
the current plan is not holding

C O M M O N  S C H E D U L I N G  FA I L U R E S

Understaffing the highest-risk times of day (usually mornings)

Assuming the caregiver can "fit everything in" without time-mapping the actual tasks

No backup plan for illness or no-show — operating on good luck

Schedule exists but task scope was never written alongside it

No handoff system between rotating caregivers or family members

S E C T I O N  G

Written Agreements and Expectation Control

A written agreement is not bureaucracy for its own sake — it is one of the easiest ways to reduce later conflict. At minimum,
the arrangement should define role scope, schedule, rate, payment method, reporting expectations, household boundaries,
cancellation expectations, and what the caregiver should do when urgent issues arise.

The agreement does not need to read like a corporate contract to be useful. It does need to make the expected work visible
enough that later drift is obvious. A family that thinks "we talked about it" is enough will revisit the same disagreements
repeatedly — each time with more accumulated resentment.

CORE AGREEMENT TOPICS — WHAT BELONGS IN WRITING

Topic What to Specify Why It Matters

Role and task scope Explicit list of included and excluded tasks Prevents drift; makes supervision possible

Shift schedule and
timing

Days, start times, end times, expected punctuality Establishes reliability baseline for
performance review

Rate and payment Hourly rate, payment frequency, method, and tax Prevents payment disputes; addresses



method arrangement employer obligations

Cancellation and
backup

Required notice period; backup coverage
responsibility

Reduces no-show risk; assigns responsibility
clearly

Documentation
expectations

Shift log format, incident reporting, task
confirmation

Makes quality visible; supports later review

Household
boundaries

Rooms accessible/off-limits; mail handling; cash
access; visitors

Prevents privacy and financial vulnerability
problems

Escalation and
incident rules

Who to call, when, and what triggers an
emergency contact

Reduces response delays when something goes
wrong

S E C T I O N  H

Monitoring, Oversight, and Early Warning Signs

Hiring is only the beginning. A caregiver who starts well can drift. A caregiver who seems acceptable on paper may fail in
the home. Oversight is what converts a hire into a functioning care arrangement. The family should stop waiting for
dramatic failure — early warning signs appear before the arrangement becomes dangerous.

OVERSIGHT TOOLS — PURPOSE AND RECOMMENDED FREQUENCY

Tool Purpose Frequency

Visit log Confirms arrival, departure, shift coverage, and
unusual events

Every shift — maintained by aide, reviewed
by family

Task checklist Makes task expectations visible and reviewable;
surfaces gaps

Each shift for complex care situations

Incident log Captures falls, medication issues, confusion spikes, and
behavior changes

Every incident — never rely on verbal
reports alone

Medication log Reduces uncertainty about dosing and shift handoff Every dose where caregiver is involved

Unannounced
check-ins

Real-time quality of care; confirm tasks being
performed as agreed

At least monthly — more frequently early
in arrangement

Financial account
review

Unexplained cash withdrawals, new transactions,
missing items

Monthly — especially in first 90 days

Formal performance
review

Task scope, reliability, communication, care quality —
documented

Every 90 days and after any incident



E A R LY  W A R N I N G  S I G N S  A F T E R  H I R E

Repeated lateness or no-shows without advance notice

Weak, vague, or absent shift reporting

Resistance to documentation or task tracking

Missed tasks that were supposedly understood from the start

Medication uncertainty — who gave what, when, and at what dose

Growing household disorder despite household tasks being in scope

Boundary drift — bringing others into the home, using the home loosely

Missing items or unexplained financial irregularities

Avoidance of family handoff or direct questions about the parent's condition

S E C T I O N  I

Privacy, Monitoring Technology, and Home Boundaries

If the family uses monitoring technology — cameras, remote check-ins, door sensors — the arrangement should be
transparent and documented. The caregiver should know what oversight tools are in use and what expectations apply
inside the home. Many states have rules governing video surveillance of employees; the family should understand what
applies before deploying cameras.

The home also needs defined boundaries. Which rooms are caregiver spaces? Which are not? Can the caregiver handle
mail? Access medication storage? Use the kitchen beyond meal prep? Accept deliveries or packages? Invite anyone else
inside? Handle cash or make purchases? These boundaries should not be improvised after something goes wrong — they
belong in the written agreement from the start.

HOME BOUNDARY CATEGORIES — COMMON AREAS TO DEFINE

Boundary
Area Define Explicitly Common Problem If Left Vague

Room
access

Which rooms are in scope; which require
explicit authorization

Valuables, paperwork, or private spaces accessed without
intent to harm but without permission

Mail and
packages

Whether caregiver can receive, open, or handle
mail

Financial documents or sensitive correspondence handled
improperly

Cash and
purchases

Whether caregiver can handle cash, make
purchases, or use credit accounts

Financial irregularities that are hard to trace after the fact

Visitors to
the home

Whether caregiver may bring others into the
parent's home

Strangers in the home; privacy and safety risks

Phone and
device use

Expectations for phone use during care hours Distracted care; missed incidents

Medication
storage

Whether caregiver has access to medication
storage areas

Medication diversion risk if not defined and monitored



S E C T I O N  J

Escalation and Termination Rules

Performance and reliability problems in in-home care should be addressed when they first appear, not tolerated because
the situation is inconvenient to change. Documented warnings and clear expectations give the aide the opportunity to
correct course. If problems persist, the family needs to be prepared to act — and to have a backup plan in place before
termination is triggered.

E S C A L AT I O N  P R O C E S S

1 Document the specific problem in writing — date, what happened, what was expected, what was observed

2 Address the issue directly with the caregiver; confirm expectations in writing; allow correction where appropriate

3 Set a clear timeframe for improvement and document what "resolution" looks like

4 If pattern continues, begin the backup search before termination is confirmed — do not create a care gap

5 For safety violations, financial irregularities, or suspected mistreatment: remove the caregiver immediately and
document everything

6 Notify agency if applicable; contact Adult Protective Services if mistreatment is suspected

ESCALATION TRIGGERS — SITUATION,  RESPONSE,  AND TIMELINE

Situation Response Timeline

Repeated lateness or no-
shows

Written warning with specific expectations;
begin backup search

Address at first pattern — do not wait for
accumulation

Scope drift or tasks not
completed

Clarify expectations in writing; revisit scope
agreement

Address immediately when identified

Observed or suspected
mistreatment

Remove aide immediately; document; contact
APS if warranted

Immediate — no tolerance, no warnings

Financial irregularity or
theft

Terminate immediately; contact bank;
document; consider police report

Immediate — do not confront alone

Care needs have
exceeded aide's capacity

Upgrade care level — agency upgrade, skill
escalation, or facility evaluation

Address when care needs change — do not keep
an aide in a role they cannot fill

S E C T I O N  K

Master In-Home Care Workflow

A good in-home care arrangement does not happen because the caregiver is nice. It happens because the family built a
structure strong enough to make the work clear, visible, and reviewable. The sequence below reflects the complete
operational lifecycle — from scope definition through active oversight.



M A S T E R  I N - H O M E  C A R E  S E T U P  A N D  O V E R S I G H T  S E Q U E N C E

1 Define the care scope first. List specific tasks, required skills, schedule, and what is explicitly excluded — before
interviewing anyone

2 Choose agency or independent model based on care complexity, family management capacity, and backup
planning capability

3 Screen for identity, references, and real fit. Ask substantive questions; document findings; do not hire on
urgency or first impression

4 Verify skills against the actual care load. Confirm credentials, task experience, and what the caregiver is not
qualified to do

5 Build a written schedule and backup plan. Map task load by time of day; assign shifts; identify backup before
the first no-show occurs

6 Set written expectations and boundaries. Cover scope, schedule, rate, reporting, household boundaries, and
escalation rules

7 Conduct a supervised orientation period. Introduce the caregiver to the home, the parent, routines, and tools
before leaving them unsupervised

8 Monitor visits, tasks, and incidents. Use visit logs, task checklists, and unannounced check-ins; review
financial accounts regularly

9 Conduct formal reviews every 90 days. Document findings; address any drift in scope, reliability, or care
quality

10 Escalate early when reliability or safety weakens. Act at the first documented pattern — do not wait for
problems to reach a crisis level

C H E C K L I S T S

Chapter 8 Checklists

HIRING AND SETUP ONGOING OVERSIGHT

Care scope defined in writing before first interview☐

Agency vs. independent decision made and rationale
documented

☐

Required qualifications confirmed for scope of tasks☐

Background check and references verified (direct hire)☐

Identity confirmed; work history verified directly☐

Skills matched against parent's actual care needs☐

Written schedule created with backup plan☐

Written agreement in place: scope, schedule, rate,
boundaries, escalation

☐

Orientation period completed before unsupervised care☐

Employer tax obligations addressed if direct hire☐

Visit log reviewed regularly — arrival, tasks, incidents☐

Unannounced check-in done in past 30 days☐

Parent feedback gathered this month☐

Financial accounts reviewed for irregularities☐

Formal performance review done in past 90 days☐

Care plan reviewed and updated as needs changed☐

Medication log accurate and up to date☐

Household boundaries confirmed and not drifting☐

Monitoring technology status known and disclosed☐

Escalation process understood and ready if needed☐





C H A P T E R  8  ·  W O R K S H E E T  1  COMPLETE BEFORE CARE BEGINS

In-Home Care Scope and Agreement Summary
Define the scope of care, schedule, and key terms before the arrangement begins. Review whenever care needs change.

Caregiver name: Start date:

Agency (if applicable): Agency contact:

Caregiver credentials verified: Background check:

References checked (names):

Care Schedule

DAY START TIME END TIME PRIMARY TASKS

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday

Tasks Included / Excluded

INCLUDED TASKS: EXPLICITLY EXCLUDED:

Hourly rate / weekly total: Payment method:

Backup caregiver / coverage plan:

Household boundaries agreed (rooms, cash, visitors, monitoring):



Escalation contact and protocol:



C H A P T E R  8  ·  W O R K S H E E T  2  REVIEW EVERY 90 DAYS

Caregiver Performance Review
Complete every 90 days and after any incident. Document findings — do not rely on memory or accumulated impressions.

Review date: Caregiver: Review #:

PERFORMANCE AREA RATING
(1–5 OR
N/A)

OBSERVATIONS ACTION
NEEDED

Reliability / punctuality

Task completion — all
assigned tasks done

Care quality — observed
interactions

Communication with
family

Log / reporting completion

Parent's feedback on aide

Financial / valuables — no
concerns

Household boundaries
respected

Scope appropriateness for
current care needs

Overall: Continue / Modify arrangement / Escalate?

Actions required before next review:

Next review date:



C H A P T E R  8  ·  W O R K S H E E T  3  LOG EVERY INCIDENT

Incident and Deviation Log
Record every incident, no-show, missed task, boundary concern, or performance deviation. Do not rely on memory for
patterns.

Date Category
(Reliability / Task / Boundary / Safety / Financial)

Description of Incident or Deviation Caregiver Response Action Taken

Pattern identified:

Escalation triggered (date / action):



C H A P T E R  8  ·  W O R K S H E E T  4  MAINTAIN WEEKLY

Weekly Care Schedule Log
Record every scheduled shift — times, caregiver name, core tasks, and backup contact. Keep current. The schedule on paper
must match what actually happens.

Day / Date Shift Time Caregiver Name Core Tasks Backup Contact Notes / Changes

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday

Schedule week of: Schedule maintained by:



C H A P T E R  8  ·  W O R K S H E E T  5  LOG EVERY SHIFT

Shift Visit and Task Log
Confirm arrival, departure, tasks completed, and any problems — for every shift. This log is the primary oversight tool. Gaps
or inconsistencies are patterns, not exceptions.

Date Arrival / Departure Caregiver Tasks Completed Problems / Incidents Family Notified? Notes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

☐ Yes

Log period: Log maintained by:



C H A P T E R  N I N E

Facility Comparison

A defensible, repeatable system for comparing assisted living, memory care,
skilled nursing, and related settings — based on operating capacity, staffing
reliability, payment structure, and contract risk rather than tours or reassurance.

"The best facility is not the one that feels nicest during the tour. It is the one that can carry the parent's actual care
load with the least fragile staffing, the clearest funding path, and the lowest contract surprise risk."

THE CAREGIVER CONTROL MANUAL CHAPTER 9 — FACILITY COMPARISON AND SELECTION

S E C T I O N  A

Why Facility Selection Fails

Facility placement usually happens under pressure. A hospitalization changes the parent's baseline, home care stops
holding, a fall exposes risk, or the family realizes supervision needs now exceed what can be handled safely at home. Under
those conditions, families become vulnerable to the wrong criteria.

The most common mistake is confusing presentation with care capacity. A facility may look polished during a guided tour
and still run weak overnight coverage, poor call response, inconsistent medication handling, high turnover, or discharge
rules that push the resident out as soon as needs increase. Families see the lobby, the activity board, and the sales version
of the building.

The second mistake is comparing facilities without first defining the care load. "Needs more help" is not a placement
standard. The family needs to know whether the real issue is transfer support, wandering risk, medication administration,
nighttime supervision, wound care, rehab, incontinence care, memory-related behavior, or general frailty. Without that,
facilities get judged by vibe instead of fit.

The third mistake is believing verbal assurances. "We can handle that," "we work with dementia," and "Medicaid is fine
later" all sound useful until the family discovers those statements were broad, conditional, or functionally meaningless. The
family's job is not to collect comforting language — it is to test whether the facility's system can carry the parent's care
burden.

The fourth mistake is treating the facility selection as final. A facility that is appropriate today may become inadequate next
year if the parent's needs escalate beyond the facility's licensed care level — a common scenario with dementia progression.
Families who selected a facility without understanding the care-level ceiling often face an involuntary transfer with
minimal notice. Evaluating a facility's care-level ceiling is part of the initial selection process, not a question for later.

The fifth mistake is overlooking the financial structure before committing. An assisted living facility may present an

and Selection



attractive base rate during the tour, then layer on-care-level add-ons that significantly exceed the initial quote.
Understanding what triggers add-on charges, and what the realistic total cost trajectory looks like given the parent's
current needs, is essential before signing an admission agreement.

S E C T I O N  B

Start With a Care-Fit Profile

Before comparing facilities, build a care-fit profile — an operating definition of what the parent needs now and what is
likely to become a problem soon. Without it, one facility gets judged on cost, another on décor, another on distance, and
none are judged against the same real standard.

Families often under-scope the trajectory. They compare today's visible needs and ignore what recent decline suggests
about the next six to twelve months. Placement should be based on current load plus foreseeable escalation, not on best-
case snapshots.

CARE-FIT  PROFILE CATEGORIES — QUESTIONS THAT DRIVE THE EVALUATION

Category Questions to Answer Why It Matters

ADL support How much help with bathing, dressing, toileting,
grooming, eating?

Drives staffing burden and care-level assignment

Mobility and
transfers

Independent, cueing needed, one-person assist, two-
person assist?

Determines fall risk and staffing realism

Medication
load

Reminders only, full administration, timing-sensitive
meds, complex schedule?

Separates light support from high-reliability care
needs

Nighttime
risk

Wandering, toileting, supervision, confusion, fall risk
during night hours?

Many facilities thin overnight staffing — reveals real
risk alignment

Memory and
behavior

Recognition failures, unsafe decisions, elopement
risk, behavioral symptoms?

Determines whether standard ALF or specialized
memory-care unit is required

Medical
complexity

Wound care, catheter, IV therapy, complex
monitoring, frequent acute events?

Differentiates between ALF capability and skilled
nursing requirement

Social and
behavioral

Combative episodes, refusal of care, severe
depression, extreme isolation?

Affects whether the facility's staff model can manage
without chemical restraint

Financial
position

Private-pay runway, Medicaid eligibility timeline,
insurance offsets?

Determines which payment paths must be viable
from day one



C A R E - F I T  P R E PA R AT I O N  P R O C E S S

1 Document current function: ADLs, mobility, transfers, medication needs, memory issues, and nighttime risk

2 Document recent incidents: falls, hospitalizations, wandering events, medication errors, behavioral episodes, rapid
decline

3 Define the real placement drivers: why home care or the current arrangement is no longer adequate

4 Estimate likely escalation: what the care setting will need to absorb if decline continues over the next 6–12 months

5 Use the same care-fit profile across every facility evaluation — do not let each tour redefine the problem

S E C T I O N  C

Assisted Living Overview

Assisted living is designed for adults who need routine help with daily life but do not require continuous nursing-level care.
That definition is broad enough to hide major differences in quality. Some facilities deliver strong routines, decent
supervision, and competent medication systems. Others are mostly hospitality environments with care language layered
over them.

The real question is not whether a facility advertises assistance. The real question is how support is delivered, by whom, on
what schedule, with what oversight, and what happens when needs increase. Assisted living becomes fragile when transfer
needs intensify, medication administration becomes high-risk, or nighttime risk exceeds the staffing model.

ASSISTED LIVING — WHAT TO VERIFY BEYOND THE TOUR

Area What to Ask Specifically Warning Sign

Medication
handling

Who administers, what is documented, how errors
are tracked and reported

Vague descriptions; "the nurse handles it" without
specifics on presence and schedule

Overnight
staffing

How many staff per floor or per resident overnight;
what triggers a response

One aide per floor; no nurse on site overnight;
response depends on call-in

Memory
support
claims

What specifically distinguishes memory care from
general assisted living

"Memory support" language without concrete staffing
or unit differences

Care
escalation

What triggers a level-of-care change; what happens
to pricing when needs increase

Vague level-of-care descriptions but clear fee-increase
triggers

Discharge
conditions

Under what conditions the facility can require the
resident to leave

Broad behavioral or medical discharge language with
short notice periods



S C E N A R I O  —  T H E  M E M O R Y  C A R E  L A B E L

A family places their mother in a facility advertising "memory support services." Six weeks in, they discover the memory
care unit has the same overnight staffing ratio as the general assisted living wing — one aide per 20 residents. The
mother's sundowning behavior is addressed with sedation rather than behavioral redirection. Had the family asked
specifically about behavioral protocols, staff training credentials, and overnight ratios during the tour, the gap between
the brochure and the operating reality would have been visible before placement.

S E C T I O N  D

Skilled Nursing Overview

Skilled nursing is built for higher-acuity residents who need more clinical support, rehab, medication reliability, advanced
physical assistance, or closer monitoring than assisted living can safely absorb. It is not automatically better — it is a
different operating model designed for a heavier care load.

Because skilled nursing often enters through discharge planning, families commonly evaluate it under time pressure and
accept weak explanations because they feel trapped. That is exactly when a repeatable evaluation system matters most. A
building that takes Medicare or offers therapy does not prove that its nursing operations are strong.

S K I L L E D  N U R S I N G  E VA L U AT I O N  P R O C E S S

1 Clarify the main placement driver: rehab, wound care, medication complexity, monitoring, advanced mobility
support, or general instability

2 Verify nursing presence by shift: day, evening, night, weekend, and call-out coverage

3 Review care-plan execution: medication passes, therapy schedules, cross-shift handoff, monitoring reliability, and
charting quality

4 Assess rehab realism: frequency of sessions, missed session rates, progress tracking, and discharge expectations

5 Ask how deterioration is handled: falls, behavior changes, transfer decline, and acute medical events

6 Review the CMS Nursing Home Compare five-star rating and specifically review deficiency citations, especially those
repeated across surveys

S E C T I O N  E

Staffing, Coverage, and Ratio Theater

Staffing claims are the area most susceptible to misleading presentation. Facilities know that staffing questions are coming.
They prepare answers that sound reasonable. The family's job is to get beneath the rehearsed response.

The key is specificity. General statements like "we have 24-hour care" or "we always have someone available" are not
staffing plans. Actual staffing information means: how many direct care staff are assigned per resident on each shift,
including weekends and overnight. It also means what the facility's actual practice is when a caregiver calls in sick — not
what the policy says, but what actually happens.



STAFFING QUESTIONS — WHAT TO ASK AND WHAT GOOD ANSWERS LOOK LIKE

Question Useful Answer Evasive or Problematic
Answer

What is the direct-care staff ratio
during evening and overnight shifts?

Specific numbers: e.g., 1 aide per 8–12
residents

"We always have coverage"
without specifics

What happens when a caregiver calls in
sick?

Specific protocol: call-in list, agency backup,
mandatory overtime

"We always fill shifts" without
describing how

What is the annual staff turnover rate? Specific percentage — ideally below 40%;
anything above 70% is a serious concern

Deflection; "we have a great
team"; refusal to share data

How long have the current floor staff
been here?

Most staff have been there 2+ years; key roles
have tenure

Frequent new faces; "we're
always hiring"

Is there a nurse on site overnight? Yes, with specific shift times "On-call" without on-site
presence; "available if needed"

S E C T I O N  F

Inspection Reports and What Tours Hide

Inspection reports are the most underused research tool in facility evaluation. For skilled nursing facilities, the federal CMS
database (Nursing Home Compare) publishes inspection results, deficiency citations, staffing data, and five-star ratings.
State licensing agencies publish inspection reports for assisted living facilities, though the format and accessibility vary
significantly by state.

Deficiencies are not automatically disqualifying. Every facility receives some. The question is whether citations are
scattered and minor, or whether they concentrate in the same areas — care quality, medication errors, falls, staffing —
across multiple surveys. Repeated deficiencies in the same area are an operating signal, not a paperwork issue.

INSPECTION REPORT RED FLAGS — WHAT WARRANTS CONCERN

Deficiency Area Why It Matters Risk Signal

Medication errors or
management failures

Directly affects clinical safety; hard to correct
with policy alone

Cited in multiple surveys; scope covers
multiple residents

Abuse or neglect findings Highest severity; reflects culture, supervision,
and reporting

Any finding warrants serious weight in
the evaluation

Pressure wound or skin
integrity failures

Indicates inadequate repositioning, monitoring,
and nursing oversight

Repeated or scope-expanding citations

Fall prevention failures System failure rather than individual incident Multiple residents; same area of
building; repeated surveys

Staffing level deficiencies Direct correlation to care quality across all
domains

Cited multiple times; improvement
plans not completed

S E C T I O N  G



Medicaid Acceptance and Payment-Source Traps

"We accept Medicaid" is one of the most misunderstood statements in facility placement. It does not necessarily mean: (a)
that the facility has open Medicaid-certified beds right now, (b) that a private-pay resident can transition to Medicaid and
remain in the same room, or (c) that the facility cannot discharge a resident who transitions to Medicaid. The family should
treat this as a negotiation point, not a reassurance.

M E D I C A I D  T R A P  —  G E T  T H E S E  I N  W R I T I N G  B E F O R E  S I G N I N G

How many beds are Medicaid-certified? Is there a current waitlist?

Will the resident be guaranteed to remain in the same room — not transferred to a different wing — when Medicaid
begins?

Is the family member (financial POA) being asked to sign as a personal guarantor? Do not sign a third-party guarantor
clause — federal law prohibits requiring this for Medicare or Medicaid stays

What is the spend-down threshold for Medicaid application in this state, and when should the application process
begin relative to current asset levels?

Does the facility have a dedicated Medicaid coordinator or is the family expected to manage the application process
independently?

S E C T I O N  H

Contract Review and Future Risk

Facility admission contracts are legally binding documents, often 15–30 pages, written by the facility's attorneys. They
define what the facility can charge, when rates can change, what services are included, and when the facility can require the
resident to leave. Reading the contract — or having an elder law attorney review it — is not optional.

The most consequential provisions are not usually the base rate. They are the rate increase mechanisms, the discharge
conditions, and the Medicaid transition terms. A family that signs without reading these provisions may discover that the
facility can discharge the resident with 30 days' notice for "medical needs that cannot be accommodated" — language broad
enough to trigger at the family's most vulnerable moment.

KEY CONTRACT PROVISIONS — WHAT TO FIND AND WHAT TO WATCH FOR

Provision What to Look For Common Problem

Base rate and
inclusions

Specific list of included services at stated rate Base rate is low; most care services are add-ons

Rate increase
triggers

Conditions that allow price increases and
required notice period

Annual automatic increases; level-of-care changes that
trigger fees not defined upfront

Facility-initiated
discharge

Under what conditions the facility can require
the resident to leave

Broad language allowing discharge for "inability to
meet needs" or "safety concerns"

Medicaid
transition terms

Whether the resident stays in the same room
after Medicaid begins

No guarantee; room reassignment; separate Medicaid
wing

Third-party Whether a family member is asked to personally Do not sign — federal law prohibits requiring this for



guarantor
clause

guarantee the resident's payment Medicaid/Medicare-certified facilities

Arbitration
clause

Whether disputes must go to arbitration rather
than court

Limits legal recourse; often presented without
discussion; may be negotiable

S E C T I O N  I

Tour Strategy — Getting Past the Presentation

The facility tour is a sales presentation. Staff are prepared for the questions they expect. The family's job is to ask the
questions staff are not expecting, observe the environment outside the guided route, and separate what the marketing
materials promise from what the actual operating environment shows.

TOUR OBSERVATION POINTS — WHAT TO SEE BEYOND THE GUIDE'S ROUTE

Observation Point What to Look For Signal

Resident interaction
with staff

Are residents engaged, acknowledged, and
responded to promptly?

Staff that look through residents or are consistently
distracted indicates culture problems

Hallway and common
areas between tours

Are residents left alone for extended
periods? Alert call lights ignored?

Long unanswered call lights signal staffing or
supervision failure

Odors Persistent urine or fecal odor in hallways
or rooms not being cleaned

Indicates incontinence management failures and
understaffed personal care

Staff behavior when not
being watched

Request to use a restroom unescorted;
observe staff interaction in hallways

Staff that are engaged, professional, and attentive
when not in tour mode is a positive sign

Current residents'
comments

If given the chance to speak privately, ask
residents about their experience

Consistent complaints about response time, food, or
staff turnover are operational data

S E C T I O N  J

Placement Scorecard and Decision Method

Facility decisions made under emotion or urgency consistently produce worse outcomes than decisions made against a
documented comparison. Even an imperfect scorecard forces the family to use consistent criteria and surface the trade-offs
— which facilities often present in ways designed to obscure them.

The scorecard should be completed independently for each facility — not after a comparison conversation that allows
impressions to bleed across options. Complete it while the tour is fresh. Score the same criteria for every building.

S E C T I O N  K

Final Decision Rule

The best facility is not the one that feels nicest during the tour. It is the one that can carry the parent's actual care load with
the least fragile staffing, the clearest funding path, and the lowest contract surprise risk.



If two options are close, choose the one less likely to fail when needs increase. Families consistently underestimate how
quickly "good enough for now" becomes "forced transfer in two months." The real question is not whether the building can
take the parent today — it is whether the building can keep the parent safely when the easy phase ends. A beautiful building
with weak night coverage, unstable staffing, and a fragile Medicaid path should lose to a less polished building that can
actually absorb the parent's care burden.

W A R N I N G  S I G N S  —  FA C I L I T Y  S E L E C T I O N  P R O B L E M S

Selection made under hospital discharge pressure with no prior evaluation

Tour focused on aesthetics and amenities rather than staffing and clinical capacity

Medicaid acceptance not confirmed in writing — no stay guarantee for private-to-Medicaid transition

CMS inspection history not reviewed for skilled nursing facilities

Discharge policy not read before contract signing

Parent's specific care needs not disclosed to facility before placement

Third-party guarantor clause signed without understanding the obligation

No backup facility identified if first choice becomes unavailable

C H E C K L I S T S  &  W O R K S H E E T S

Chapter 9 Checklists

BEFORE TOURING DURING TOUR AND CONTRACT REVIEW

Care-fit profile completed with specific care needs
documented

☐

Required care level identified (ALF / memory care /
SNF)

☐

Candidate facilities list assembled — at least 3 options☐

CMS Nursing Home Compare reviewed for each SNF
candidate

☐

State licensing and complaint history reviewed for ALF
candidates

☐

Financial position clarified: private pay runway and
Medicaid timeline

☐

Scorecard prepared for structured comparison☐

Staffing ratios confirmed — day, evening, and overnight☐

Clinical capacity confirmed for parent's specific needs
and trajectory

☐

Medicaid acceptance and transition guarantee
confirmed in writing

☐

Third-party guarantor clause identified and not signed☐

Fee structure, add-ons, and rate increase triggers
reviewed

☐

Discharge policy read and understood before signing☐

Scorecard completed for each facility independently☐

Elder law attorney reviewed contract before signing☐



C H A P T E R  9  ·  W O R K S H E E T  1  BRING TO TOUR

Facility Evaluation Scorecard
Complete one column per facility during or immediately after the tour. Score each criterion 1 (poor) to 5 (excellent). Use
"N/A" where not applicable. Total scores provide a basis for structured comparison.

Care-fit profile summary (key care needs driving this placement):

EVALUATION CRITERIA FACILITY A
(NAME)

FACILITY B
(NAME)

FACILITY C
(NAME)

NOTES

Staffing ratio — day shift

Staffing ratio — evening
shift

Staffing ratio — overnight

Nurse on site overnight

Staff tenure / low turnover
rate

Clinical capacity — parent's
specific needs

Memory / behavioral
protocol (if applicable)

Medication handling
system

Care planning process

Medicaid acceptance
confirmed

Private-pay to Medicaid
transition guarantee

Fee structure transparency

Rate increase policy clarity

Discharge policy — risk of
premature discharge

Inspection / regulatory
history

Odor / cleanliness /
physical environment

Resident-staff interaction
quality observed



Total Score (max 85)

Preferred facility and rationale:

Backup option if first choice is unavailable:



C H A P T E R  9  ·  W O R K S H E E T  2  REVIEW BEFORE SIGNING

Admission Contract Review Checklist
Review every item before signing an admission agreement. Verbal assurances are not contractual obligations. Do not sign
under time pressure without completing this review — and ideally not without an elder law attorney's input.

CONTRACT SECTION REVIEWED? WHAT THE CONTRACT SAYS ACCEPTABLE?

Base monthly rate ☐

Services included in base rate ☐

Add-on services and charges ☐

Rate increase notice period and
triggers

☐

Care level assessment process ☐

Medicaid acceptance — certified
beds available

☐

Private-pay to Medicaid
transition guarantee

☐

Room transfer if Medicaid
begins

☐

Facility-initiated discharge
conditions

☐

Discharge notice period ☐

Resident rights and grievance
process

☐

Third-party guarantor clause —
do not sign

☐

Arbitration clause — review
carefully

☐

Personal items and valuables
policy

☐

Elder law attorney reviewed contract: Date:

Clauses requiring negotiation or removal:

Contract signed by / date:



C H A P T E R  9  ·  W O R K S H E E T  3  COMPLETE DURING / AFTER TOUR

Facility Tour Observation Notes
Record observations from every facility visit — strengths, concerns, and items needing written verification. Complete during
or immediately after the tour while impressions are fresh.

Facility name: Tour date: Contact name:

Observation Area What Was Seen / Said
Concern Level
1–5

Needs Written Verification?

Overnight staffing coverage ☐ Yes

Weekend staffing coverage ☐ Yes

Fall response process ☐ Yes

Wandering / elopement
response ☐ Yes

Medication handling /
administration ☐ Yes

Resident engagement /
activity levels ☐ Yes

Staff interactions with
residents ☐ Yes

Odor / cleanliness in
common areas ☐ Yes

Odor / condition of resident
rooms ☐ Yes

Discharge / transfer trigger
process ☐ Yes

Care escalation explained
clearly?

☐ Yes

Inspection report reviewed? ☐ Yes

Strongest positive observed:

Most significant concern:

Items to verify before proceeding:





C H A P T E R  9  ·  W O R K S H E E T  4  COMPLETE BEFORE ADMISSION

Admission Document Checklist
Track every document required for facility admission — prepared, stored, and submitted. Do not arrive at admission without
every item verified and in hand.

DOCUMENT RECEIVED
/
PREPARED

STORED LOCATION SENT TO
FACILITY?

NOTES

Government-issued ID ☐ Ready ☐ Yes

Medicare card ☐ Ready ☐ Yes

Supplemental / Medigap / Medicaid
card

☐ Ready ☐ Yes

Current medication list ☐ Ready ☐ Yes

Physician records / discharge
paperwork

☐ Ready ☐ Yes

Medical power of attorney ☐ Ready ☐ Yes

Advance directive / living will ☐ Ready ☐ Yes

DNR / POLST (if applicable) ☐ Ready ☐ Yes

Financial POA (if needed) ☐ Ready ☐ Yes

Facility admission contract +
addenda

☐ Ready ☐ Yes

Financial / payment paperwork ☐ Ready ☐ Yes

Emergency contact sheet ☐ Ready ☐ Yes

Admission date / facility contact:

Third-party guarantor clause present? (Do not sign)



C H A P T E R  T E N

Long-Term Care Funding

A practical framework for understanding care costs, building a funding
projection, coordinating available resources — private pay, insurance, Medicaid,
and VA — and managing the financial runway before it becomes an emergency.

"Most families do not run out of money suddenly. They run out gradually, while making decisions that were
reasonable at the time but that collectively shortened the runway faster than they realized. Visibility is the
intervention."

THE CAREGIVER CONTROL MANUAL CHAPTER 10 — LONG-TERM CARE FUNDING

S E C T I O N  A

Why Long-Term Care Funding Plans Fail

Long-term care funding failures are rarely dramatic. Most families do not run out of money in a single catastrophic event.
They run out gradually, through a series of individually reasonable decisions that collectively shorten the runway faster
than anyone realized.

The first failure is no projection at all. Families know roughly how much is in the account and roughly what the facility
costs, but they have never calculated the burn rate — the monthly draw on private assets — or modeled how long that draw
can continue before the funding source is exhausted. The absence of a projection is not neutrality. It is managed ignorance,
and it produces crisis planning instead of strategic planning.

The second failure is undercounting costs. Facility or aide costs are counted, but medical copays, medications,
transportation, home modifications, family caregiver travel, and administrative overhead are not. Studies consistently
show that families undercount actual long-term care expenditures by 20–30%. That undercount shortens the projected
runway proportionally.

The third failure is overestimating offsets. Families plan as though insurance benefits are larger, VA benefits have been
claimed when they have not, and Medicare covers custodial care when it does not. The result is a burn rate modeled too low
against assets modeled too high.

The fifth failure — and the one that closes the Medicaid planning window most decisively — is late engagement with an
elder law attorney. Medicaid planning is not a matter of simply submitting an application when assets are depleted. It
involves a structured approach to the asset picture over time, with the five-year lookback period as the constraining frame.
A family that engages an attorney 36 months before anticipated Medicaid need has real planning options. A family that
engages one when assets are already below the threshold has almost none.

Planning the Financial Runway



The practical message of this chapter is not pessimistic — it is operational. The families who navigate long-term care
funding successfully are not necessarily wealthier; they are better organized. They know what they have, they know what it
costs, they have modeled the runway, they have engaged the right professionals, and they have tracked all of it. The
manual's funding tools are designed to make that level of organization achievable for a family without financial planning
experience.

The fourth failure is Medicaid timing. Medicaid planning has a meaningful early engagement advantage that shrinks as the
runway shortens. Families who wait until assets are nearly depleted lose planning options that were available 12–24
months earlier. Early engagement with a qualified elder law attorney typically preserves more than late engagement.

S E C T I O N  B

The Cost Reality — What Long-Term Care Actually Costs

Long-term care costs vary significantly by region, care level, and setting — but they are consistently higher than most
families expect. The gap between what families anticipate and what they actually pay is one of the most consequential
financial surprises in caregiving.

LONG-TERM CARE COST CATEGORIES — RANGES AND VARIABLES

Care Setting
Approximate Annual
Cost Range (U.S.
Average)

Key Variables What Drives Costs Higher

In-home care
(part-time, 4
hrs/day)

$25,000 – $50,000+ Hours, aide level, agency vs.
direct, region

Increasing hours, overnight coverage,
skilled nursing visits

In-home care
(live-in or 24-
hour)

$60,000 – $120,000+ Live-in vs. shift model, region Full shift coverage, skilled care
requirements

Assisted living
facility

$45,000 – $75,000+ Base rate, add-on services,
region

Medication management, personal
care level, memory care premium

Memory care unit $60,000 – $95,000+ Specialized staffing premium,
programming, region

Behavioral complexity, medical
oversight

Skilled nursing
facility

$75,000 – $115,000+ Room type, region, Medicaid vs.
private pay rate differential

Private pay rate significantly higher
than Medicaid reimbursement rate

T H E  P R I VAT E - PAY  T O  M E D I C A I D  R AT E  G A P

Skilled nursing facilities typically charge private-pay residents significantly more than the Medicaid reimbursement rate.
When a family's private-pay funds deplete and Medicaid begins, the facility's financial position on that resident changes.
This is part of why understanding Medicaid transition guarantees (Chapter 9) matters before selecting a facility.

S E C T I O N  C

The Funding Stack — Sources in Priority Order



A funding plan for long-term care typically works through a sequence of sources. Understanding the order, the conditions,
and the timeline for each layer allows the family to plan ahead rather than improvise when one source runs out.

LONG-TERM CARE FUNDING SOURCES — SEQUENCE AND KEY CONDITIONS

Source What It Covers When It Applies Key Condition or Limit

Medicare Short-term skilled nursing
after qualifying hospital stay;
up to 100 days per benefit
period

Post-acute, skilled care need 3-day qualifying hospital stay required;
days 21–100 have significant co-insurance;
does NOT cover ongoing custodial care

Long-
term care
insurance

Daily or monthly benefit
toward care costs — in-home,
ALF, or SNF

When care needs meet the
policy's benefit trigger (typically
inability to perform 2+ ADLs or
cognitive impairment)

Elimination period (waiting period) before
benefits begin; policy may have lifetime
maximum or benefit period limit;
premium must be current

VA
benefits

Aid and Attendance pension
toward care costs for eligible
veterans and surviving spouses

When veteran status confirmed
and clinical need established

Net worth and income limits; wartime
service requirement; application takes
time

Private
assets

Direct payment from income,
savings, investments, or real
estate proceeds

When other funding sources are
unavailable or have been
exhausted

No program requirements; the "private
pay" period; runway depends on assets
and care costs

Medicaid Long-term custodial care in
nursing facility; home and
community-based waiver
programs in many states

After asset spend-down to state
eligibility threshold

Asset and income tests; five-year lookback;
eligibility requires documentation and
application process

S E C T I O N  D

Long-Term Care Insurance — What to Review and When

Many families discover a parent has a long-term care insurance policy — but do not know its terms well enough to use it
correctly. The policy may have a benefit trigger the family does not understand, an elimination period they did not plan for,
an inflation protection rider that has grown the daily benefit significantly, or specific limitations on covered settings that
affect placement decisions.

The policy should be reviewed before care needs begin — not after the family is already in a placement situation. Starting a
claim requires notification to the insurance company, often a third-party assessment, and documentation of care need.
That process takes time.

S C E N A R I O  —  T H E  E L I M I N AT I O N  P E R I O D  S U R P R I S E

A family discovers their father has a long-term care insurance policy with a $150/day benefit and a 90-day elimination
period. They assume coverage begins immediately when care starts. In fact, the elimination period means the family must
pay the first 90 days of qualifying care costs before the insurance benefit activates. At $7,000 per month, that is $21,000
they were not expecting. Had they reviewed the policy terms when care needs first appeared, they could have planned for
the out-of-pocket period.



S E C T I O N  E

The Burn-Rate Framework and Funding Runway Model

The burn-rate framework is the core financial planning tool for long-term care. It answers one question that families must
understand early: at the current monthly care spend, and with current funding sources in place, how long will available
private assets last? The answer — the runway — determines when Medicaid planning must begin, what care-level options
are financially feasible, and what decisions cannot be deferred.

BURN-RATE FRAMEWORK — FOUR INPUTS AND THEIR SIGNIFICANCE

Framework Input What It Measures Why It Matters Common Error

Gross monthly care
cost

All care-related
spending, all categories,
all sources

Understated costs produce
overestimated runway; most
families undercount by 20–30%

Counting only facility or aide
cost; omitting medications,
copays, transportation

Non-private-pay offset Monthly amount coming
from insurance, VA,
Medicare, income

Reduces net burn; unused
benefits inflate the private-pay
draw

Not claiming VA benefits; not
triggering LTC insurance during
elimination period

Net monthly burn rate Gross cost minus non-
private-pay offset

The actual monthly draw on
private assets — the number that
drives the runway

Planning with gross cost when
offset sources are available

Countable asset base Assets available to fund
care that count toward
Medicaid eligibility

Dividing this by net burn rate
gives the runway in months

Using total assets; not
understanding which assets are
exempt for Medicaid purposes

The Funding Runway Model (Worksheet 1 below) calculates all four framework inputs and produces a runway
projection in months. It also identifies the Medicaid application target date — 90 to 120 days before the projected eligibility
point. The model should be rebuilt whenever costs change materially, and reviewed at least quarterly.

F U N D I N G  R U N W AY  M O D E L  —  B U I L D  S E Q U E N C E

1 Determine countable assets for Medicaid purposes — this is different from total assets (some items are exempt under
state rules)

2 Calculate gross monthly care costs — all care-related spending across every category

3 Identify all non-private-pay funding sources and their monthly contribution: LTC insurance, VA benefits, income,
Medicare coverage

4 Calculate net monthly burn rate: gross cost minus all non-private-pay sources

5 Divide countable asset base by net burn rate = estimated runway in months

6 Set Medicaid application target date: 90–120 days before projected eligibility

7 Consult elder law attorney — planning options narrow as runway shortens, and early engagement preserves more
options



W A R N I N G  S I G N S  —  L O N G - T E R M  C A R E  F U N D I N G  P R O B L E M S

No funding projection has been built — no one knows how long assets will last at current costs

Long-term care insurance policy exists but terms (benefit trigger, elimination period, benefit amount) have not been
reviewed

VA benefits have never been screened for a veteran parent

Medicaid planning has not started and private-pay runway is under 24 months

Care costs are increasing faster than income and asset drawdown assumptions

Community spouse protection rules have not been reviewed for a married couple

Facility being considered does not have Medicaid-certified beds or a transition guarantee

S E C T I O N  F

Spend-Down Framework and Liquidity Class

A spend-down framework is a visibility system for how resources decline when care costs exceed recurring income. The
most important distinction here is liquidity class. Cash in checking is not the same as a brokerage account requiring
liquidation. A brokerage account is not the same as a retirement account with tax implications. Retirement accounts are
not the same as home equity. These distinctions are irrelevant until they become the whole problem.

Care costs punish concentration because bills arrive monthly while liquidity may not. If most of the family's value sits
inside a single illiquid property, a volatile investment account, or a policy that may take time to unlock, the plan is weaker
than it appears on paper. A family with $500,000 in home equity and $30,000 in liquid assets is not in the same financial
position as a family with $530,000 in accessible funds — even though the total looks the same.

ASSET LIQUIDITY CLASSES — ACCESS SPEED AND COMMON FRICTION

Asset Class Access
Speed Common Friction Planning Note

Checking / savings /
money market

Immediate Usually low — direct transfer The primary care funding pool; deplete last
by using other sources first

Brokerage / non-
retirement
investments

Days to
weeks

Sale timing, market fluctuation,
capital gains

More liquid than real estate; plan for
settlement timing

Retirement accounts
(IRA, 401k)

Days to
weeks

Tax effects, institution processing,
required minimum distributions

Tax consequences may make this more
expensive than face value suggests

Life insurance cash
value

Weeks Paperwork, surrender charges, loan
mechanics, death benefit reduction

Coordinate with estate plan before
accessing; loan may be preferable to
surrender

Real estate (home or
investment property)

Months Cleanout, repair, listing, sale timing,
title issues, market conditions

Paper value minus carrying costs, repairs,
and closing costs is the real number

Vehicles, collectibles,
art

Variable Sale difficulty, valuation uncertainty,
condition

Treat as unreliable backup; do not include
in primary runway projection

Business interests Slow or Valuation complexity, ownership Engage business attorney and accountant



uncertain transfer, buyer availability early if this is part of the asset base

S P E N D - D O W N  M O N I T O R I N G  P R O C E S S

1 Create a master asset register: record each asset, owner, approximate value, and liquidity class

2 Classify by access speed: immediate, short delay (days–weeks), moderate delay (weeks–months), or long delay
(months or uncertain)

3 Track monthly burn: the net private-pay draw is the number that consumes assets over time

4 Model a depletion order for planning: not because it must happen that way, but to reveal pressure points and gaps

5 Update values regularly: property and investment figures drift, and a stale snapshot produces false confidence

6 Flag concentration risk: too much value in one illiquid asset is a structural weakness in the funding plan

7 Record debt alongside assets: gross value without deducting obligations gives a distorted picture

S E C T I O N  G

Property as a Funding Source

Property can be a major funding source, but families regularly overestimate how quickly it can become usable money. A
house with large paper value does not automatically solve care costs. It may still have carrying costs, title issues, cleanout
needs, repairs, co-owner disputes, or sale timing that turns "asset" into "drag" for months.

The first question is not "what is the house worth?" The first question is "what does it cost to keep this property while we
decide what to do?" Mortgage, taxes, insurance, maintenance, utilities, vacancy, and repair costs continue while the family
hesitates. The carrying cost creates an ongoing drain that reduces the net value of the property decision regardless of
eventual sale price.

PROPERTY FUNDING DECISION — KEY QUESTIONS AND CONSIDERATIONS

Question What to Determine Common Mistake

What is the carrying
cost?

Mortgage, taxes, insurance, utilities, HOA,
maintenance, and vacancy costs monthly

Counting gross value while ignoring ongoing
costs that reduce net proceeds

What is the realistic
net sale price?

Estimated sale price minus repairs, staging, agent
commission, closing costs

Using Zillow estimate or tax assessment as if it
were the spendable amount

What is the realistic
timeline?

Time to prepare, list, negotiate, and close — plus
access to net proceeds

Assuming 30-day access when real timeline
may be 4–8 months including preparation

Are there title or
ownership
complications?

Co-owners, trust holding, unclear title, liens, or
potential Medicaid estate recovery

Discovering title issues at closing rather than
at the planning stage

Is rental income an
option?

Whether rental income can offset carrying costs
while care is being funded elsewhere

Underestimating management burden and
vacancy risk of rental properties

What are the Medicaid Whether the home is exempt during the parent's Selling without consulting an elder law



implications? lifetime and subject to estate recovery later attorney on Medicaid estate recovery rules

S E C T I O N  H

Reverse Mortgage — What It Is and When It Applies

A Home Equity Conversion Mortgage (HECM), commonly called a reverse mortgage, allows homeowners age 62 or older to
access home equity without selling the property and without making monthly payments. The loan balance grows over time
as interest and fees accrue and becomes due when the borrower moves out, sells, or dies.

Reverse mortgages are not inherently bad financial tools, but they are misunderstood and frequently misapplied in
caregiving contexts. The key questions are whether the parent will remain in the home long enough for the product to make
sense, whether a spouse or co-owner who is not on the loan could be displaced, and whether the proceeds timing aligns
with actual care funding needs.

REVERSE MORTGAGE — SITUATIONS WHERE IT  MAY OR MAY NOT FIT

Situation Fit Assessment Key Concern

Parent plans to remain at
home with in-home care

Potentially fits — home equity converts to care
funding without relocation

Loan balance grows; heirs inherit less; costs
and conditions must be maintained

Parent needs facility care
in the near term

Poor fit — loan becomes due when the parent
leaves the home

Accessing equity through reverse mortgage
only to then move to a facility defeats the
purpose

Parent is married and
spouse is not on the loan

High risk — a non-borrower spouse may have
complex rights if the borrower dies or moves

Rules are complex; consult an attorney before
proceeding

Family needs bridge
funding before a
property sale

Use with caution — may work if property sale
is the long-term plan

Fees and accruing interest reduce net proceeds
from the eventual sale

S E C T I O N  I

Funding Gap Triggers — When the Plan Must Change

A funding plan built at one point in time becomes obsolete as care needs, asset values, and available funding sources shift.
Families need to know in advance what events should trigger a mandatory plan review — not just an annual check-in, but
an active response to a changed funding environment.

FUNDING GAP TRIGGERS — EVENTS THAT REQUIRE IMMEDIATE PLAN REVIEW

Trigger Event Why It Requires Review Action

Care level increases (more hours,
facility upgrade)

Burn rate increases; runway
projection is now inaccurate

Rebuild the runway model with new cost
assumptions immediately

Runway is under 24 months Medicaid planning window is
closing; options narrow

Engage elder law attorney immediately if not
already engaged

LTC insurance claim denied or Expected offset disappears; Appeal with supporting documentation;



disputed burn rate effective increase rebuild the funding model without the offset

Major asset value decline (market
event, property issue)

Asset base shrinks; runway
may be shorter than projected

Update the asset register; rebuild the runway
model with current values

Unexpected care costs (hospitalization,
equipment, home modification)

One-time or recurring costs
not in the model

Add to the model; reassess whether annual
escalation assumption holds

Parent is approaching the Medicaid
eligibility threshold

Application window is
opening; planning must begin

Application should be in process 90–120 days
before projected eligibility

Death of a spouse changes community
spouse protections

Asset calculations for Medicaid
change significantly

Engage elder law attorney immediately to
assess impact on eligibility timeline

S E C T I O N  J

Funding Decision Rules

The funding strategy is not about finding the perfect allocation. It is about avoiding the errors most likely to shorten the
runway or eliminate future options. Several rules recur consistently across different family situations:

Rule 1: Build the projection before you need it. A projection completed early — when there is no immediate
pressure — gives the family meaningful options. A projection completed when the runway is already short does not.

Rule 2: Always check VA eligibility before ruling it out. Aid and Attendance benefits are meaningfully large for
eligible veterans and surviving spouses. The application takes time, and eligibility screening is often simpler than families
assume. Check it before assuming it does not apply.

Rule 3: Know the LTC policy terms before care begins. Many families discover they have a policy but cannot
describe the benefit trigger, the elimination period, or the reimbursement structure. Those details determine whether the
policy is a meaningful offset or a theoretical benefit that never activates cleanly.

Rule 4: Engage an elder law attorney before the runway is under 24 months. Medicaid planning options —
including asset protection strategies available under state rules — narrow significantly as assets deplete. The same money
goes further when planning begins earlier.

Rule 5: Do not treat property value as equivalent to liquid assets. Calculate carrying costs, preparation timeline,
sale costs, and realistic access to proceeds before including property in the funding model. Property is a real asset — it is
just not a fast one.

Rule 6: Review the projection quarterly — not annually. Care needs and costs can change significantly in 90 days.
A projection reviewed annually can produce a dangerous false sense of stability while the actual burn rate accelerates.

S E C T I O N  K

Master Funding Planning Workflow

The funding plan is not a document that gets completed once. It is a living model that reflects current costs, current assets,
and current funding-source status. The sequence below reflects the full planning lifecycle — from initial projection through
ongoing management and Medicaid transition.



F U N D I N G  P L A N N I N G  —  C O M P L E T E  S E Q U E N C E

1 Build the baseline cost inventory. Enumerate all care-related costs across every category — formal care,
household overhead, medical spillover, and caregiver-side costs

2 Map all income and funding offsets. Document Social Security, pension income, LTC insurance, VA benefits,
and Medicare coverage — with accurate amounts and applicable timeframes

3 Calculate the net monthly burn rate. Total care costs minus all non-private-pay offsets equals the monthly
draw on private assets

4 Build the asset register with liquidity classes. Separate immediate, short-delay, and long-delay assets; do not
count them all as equally accessible

5 Calculate the runway in months. Divide liquid countable assets by net monthly burn; this is the core metric of
the plan

6 Activate all available funding sources. File LTC insurance claims through the elimination period; initiate VA
benefit screening; confirm Medicare coverage periods

7 Engage an elder law attorney for Medicaid planning. Begin when the runway is under 36 months — not
when eligibility is imminent

8 Model the property position honestly. Calculate carrying costs, realistic net proceeds, and timeline to access —
not the gross value

9 Review the projection quarterly. Rebuild whenever costs change materially or a trigger event occurs

10 Begin Medicaid application 90–120 days before projected eligibility. Application takes time; starting late
means months of private-pay spend that could have been Medicaid-covered

C H E C K L I S T S

Chapter 10 Checklists

FUNDING SOURCES REVIEW FINANCIAL PROJECTION

Medicare SNF coverage confirmed and limitations
understood

☐

LTC insurance policy located and terms reviewed☐

LTC insurance claim process understood and ready☐

VA benefits screened and application initiated if
applicable

☐

Countable assets calculated for Medicaid baseline☐

Medicaid eligibility timeline assessed☐

Elder law attorney engaged for Medicaid planning☐

Monthly care costs calculated — all categories☐

Monthly funding from all sources totaled☐

Net monthly private-pay draw calculated☐

Private-pay runway projection built☐

Medicaid application window identified☐

Community spouse protection reviewed if applicable☐

Projection reviewed with elder law attorney or financial
advisor

☐

Review schedule set — revisit projection quarterly or
after care-cost changes

☐



C H A P T E R  1 0  ·  W O R K S H E E T  1  REVIEW QUARTERLY

Funding Runway Model
Build the complete four-input burn-rate model: gross care costs, non-private-pay offsets, net monthly burn rate, and
countable asset base. Produces the runway in months and the Medicaid application target date. Revisit whenever costs or
assets change significantly.

Part A — Monthly Care Costs

# Care Cost Category Monthly Amount Notes

1 In-home aides

2 Facility cost (ALF / SNF)

3 Medications (out-of-pocket)

4 Medical / therapy co-pays

5 Transportation / other care

6 Other:

Total Monthly Care Costs

Part B — Monthly Funding Sources

# Funding Source Monthly Contribution Notes

1 Social Security / pension income

2 LTC insurance benefit (after elimination period)

3 VA benefit (Aid and Attendance)

4 Medicare coverage contribution (SNF)

5 Other:

Total Monthly Funding

Part C — Runway Calculation

Total monthly care costs $

Minus: total monthly non-private-pay funding $

Net monthly private-pay draw $



Countable assets available for care $

Estimated runway (months) = Assets ÷ Net Monthly Draw

Projected Medicaid eligibility date

Medicaid application target date (90–120 days before eligibility)

Elder law attorney / financial advisor consulted:

Projection completed by / date: Next review:



C H A P T E R  1 0  ·  W O R K S H E E T  2  REVIEW MONTHLY

Monthly Care Expense Tracker
Track all care-related expenditures month by month. Use this alongside the funding projection to compare actual spending
against your runway model. Reconcile with bank statements monthly.

Month / Year: Tracked by:

Date Description Category Paid By Amount Funding Source Out-of-Pocket?

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

☐

Month-End Summary



Total spending this month $

Total received from non-private-pay sources this month $

Net private-pay draw this month $

Variance vs. funding projection model (over/under) $

Cumulative private-pay draw — year to date $

Notable spending changes to flag for next projection update



C H A P T E R  1 0  ·  W O R K S H E E T  3  COMPLETE IF LTC INSURANCE EXISTS

LTC Insurance Operating Summary
Record every operational detail of each long-term care policy — benefit amounts, triggers, elimination period, covered
settings, and claim workflow. Verify directly with the carrier.

POLICY ELEMENT VERIFIED
DATE

DETAILS

Policy number / carrier

Daily / monthly benefit amount

Elimination period (days before
benefits begin)

Benefit trigger requirements (ADL
count)

Covered care settings

Settings NOT covered

Lifetime cap / total benefit pool

Payment structure
(reimbursement / indemnity)

Current in-force status

Premium amount and payment
frequency

Claim contact / administrator
phone

Claim forms required

Physician certification required?

Estimated time to first payment

Policy documents located at:

Claim process initiated? Date / contact name:



C H A P T E R  1 0  ·  W O R K S H E E T  4  REVIEW WHEN SALE IS CONSIDERED

Property Liquidation Review
Assess every property's carrying cost, sale readiness, and realistic timeline to usable cash. Use this when evaluating whether
to sell to fund care.

Property Est. Value Monthly Carrying Cost Sale Readiness Issues Est. Time to Liquidity Hold vs. Sell Notes Status

Primary
residence $ $

$ $

$ $

$ $

$ $

Attorney / advisor reviewed property transactions:

Medicaid implications reviewed:



C H A P T E R  1 0  ·  W O R K S H E E T  5  UPDATE AFTER EVERY MAJOR CHANGE

Monthly Burn Rate Review
Track actual monthly cost, income, and net burn — updated after every major care or financial change. Use alongside the
Funding Runway Model to compare projected vs. actual.

Month / Period Total Cost Total Income Net Burn Insurance Offset Liquid Assets Remaining Major Changes This Period

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

$ $ $ $ $

Funding runway model last updated:



C H A P T E R  E L E V E N

Assets and Belongings

A practical system for inventorying physical and digital assets, documenting
intended dispositions, managing belongings through transitions, and ensuring
documents and access do not disappear at the moments they are needed most.

"Valuables lost or disputed during a move or facility placement are rarely recovered. The inventory and chain-of-
custody system needs to exist before the transition — not after the confusion has already happened."

THE CAREGIVER CONTROL MANUAL CHAPTER 11 — ASSETS AND BELONGINGS

S E C T I O N  A

Why Belongings Become a Problem

Physical belongings — furniture, jewelry, heirlooms, vehicles, collections — create two categories of problems during
caregiving. The first is practical: during moves, facility placements, or home cleanouts, items disappear or are damaged
when no inventory exists. The second is relational: without documented intentions, different family members act on
different assumptions about who was promised what, and disputes arise that outlast the caregiving period.

Neither problem requires a large estate or significant financial value. A mother's ring, a grandfather's watch, and a disputed
antique chair can generate conflict that damages family relationships far beyond their monetary worth. Documentation is
the practical preventive.

S E C T I O N  B

Physical Property and Valuables Inventory

VALUABLES CATEGORIES — WHAT TO DOCUMENT AND WHY

Category What to Document Why It Matters

Jewelry and
watches

Description, approximate value, location,
intended recipient if known, photo

High per-item value; easily misplaced during moves;
often disputed without documentation

Family heirlooms
and sentimental
items

Item description, origin story if relevant,
current location, expressed intention

Sentimental value often exceeds financial value; most
disputed category in estates

Collections (art,
coins, silver, etc.)

Inventory list, approximate value, storage
location, insurance status

Value may be underestimated; items may need
appraisal for estate or Medicaid purposes

Inventory, Disposition, and Digital Access



Vehicles Make, model, year, title location, any loans
outstanding

Title transfer required; vehicle may be countable asset
for Medicaid

Furniture and
household

Items of particular value, intended recipients
if expressed, storage plan during transition

Moving and storage creates loss risk; items split
between family without documentation causes
disputes

S E C T I O N  C

Chain of Custody and Movement Logging

A belongings system fails less often because an item never existed than because an item existed and then moved without
being logged. Once undocumented movement happens, conflict becomes predictable — and nearly impossible to resolve
with evidence.

Movement logging matters whenever an item is packed, loaned, relocated, stored, cleaned, appraised, given to a relative for
safekeeping, or removed during home preparation. This issue becomes most volatile with jewelry, documents,
photographs, collectibles, firearms, heirlooms, and anything one family member believes another person already removed.

W H AT  T O  R E C O R D  W H E N E V E R  A  H I G H - VA L U E  I T E M  M O V E S

1 What item moved — specific description, not "some jewelry" or "some stuff"

2 When it moved — exact date, not "sometime last month"

3 Who moved it — specific person, not "my brother"

4 Where it went — specific location, not "to storage"

5 Why it moved — packing, safekeeping, loaned, donated, sold

6 Whether a photograph was taken before movement — for high-value items, always yes

M O V E M E N T  L O G G I N G  —  W H E N  I T  M AT T E R S  M O S T

During a hospital stay when family members have uncoordinated access to the home

During home preparation for a facility transition — the highest-risk window

When multiple relatives are helping "sort through things" without a single coordinator

When an item is borrowed temporarily (temporary items often become permanent)

When cleanout workers, movers, or contractors have access to the home

S E C T I O N  D

Document Storage and Record Location Control

Critical documents — deeds, titles, policies, wills, trust documents, tax returns — are frequently stored in ways that make
them difficult or impossible to locate under pressure. A document control system answers two questions for every



important document: where is the original, and who knows how to find it?

DOCUMENT CONTROL PRIORITIES — STORAGE,  ACCESS,  AND RISK

Document Type Recommended Storage Access Risk Note

Will and trust
documents

Fireproof home safe or
attorney's office; certified
copies distributed

High if only one person
knows location

Do not store original will in safe
deposit box — may be
inaccessible at death

Property deeds and
vehicle titles

Fireproof safe; county
recorder office has copies of
deeds

Medium — lost titles delay
transfers significantly

Replace lost vehicle titles
through DMV before they are
needed urgently

Insurance policies Dedicated insurance file;
copies accessible to POA
agent

High — policies not located
means benefits not claimed

Annual review to confirm
policies are current and
premiums paid

Tax returns (3–5 years) Physical file or secure digital
backup

Needed for Medicaid
application documentation

Keep 5 years minimum;
Medicaid lookback review
requires financial history

Identity documents
(birth certificate, SS
card, passport)

Fireproof safe; copies in
accessible location

High at death — needed for
estate, funeral, and benefits

Stage with end-of-life planning
packet (Chapter 13)

Safe deposit box
contents

Keep a list of what is inside;
key location documented

Very high — box may be
inaccessible without specific
steps after death

Consider whether POA agent
has been added to box access

S E C T I O N  E

Digital Assets and Account Access

Digital assets present a growing and underappreciated risk. Email accounts, online banking, investment portals,
subscription services, digital photo libraries, and social media accounts all require credentials that typically exist only in
the parent's memory — or in a password manager that only the parent can access.

When a parent loses cognitive capacity or dies, these accounts become inaccessible or continue charging. Recovering access
after the fact is significantly more difficult than documenting it in advance.

S C E N A R I O  —  T H E  D I G I TA L  A C C E S S  P R O B L E M

After their father is diagnosed with moderate dementia and moves into memory care, a family discovers he has online
banking, investment accounts, a brokerage account, email, and several subscription services — and no one knows the
passwords. The online brokerage requires two-factor authentication to a phone the father no longer uses. The process of
recovering account access takes three months and requires notarized documents, legal correspondence, and multiple
phone calls. The subscription services continue charging until a family member tracks down each one. All of this could
have been addressed in an afternoon when the father still had capacity.

S E C T I O N  F



Disposition Planning — Stated Wishes and Item Destinations

Disposition planning means documenting where items are intended to go — who gets what, whether stated verbally or in a
will or trust. The gap between "we all know what Mom wanted" and a written record of what Mom actually said to which
family member on which date is where the worst estate conflicts originate.

Off-site property is routinely overlooked. Storage units, garages at secondary properties, safe deposit box contents, vehicles
stored at a relative's property, and attic spaces at family homes are frequently forgotten during the main inventory pass.
Any item not physically visible during the first walkthrough is at high risk of not being documented.

D I S P O S I T I O N  P L A N N I N G  P R O C E S S

1 Group items by category and location first. Start with visibility — not "what should go where" — before
attempting to assign destinations

2 Record stated recipient information carefully. Item, recipient, date recorded, how the wish was expressed
(verbal, written, formal will), and current location

3 Flag disputed or uncertain items explicitly. Do not let ambiguous items blend into ordinary household sorting
— they will become the conflict point later

4 Photograph high-conflict categories. Visual records reduce later argument; a photograph dated before dispute
is far better than recollection after

5 Track status for each item. In place / packed / relocated / loaned / donated / discarded / formally transferred

6 Revisit after major transitions. Facility placement, hospital discharge, home sale preparation, or extended
relative access should each trigger a disposition review

S E C T I O N  G

Family Conflict, Shared Assumptions, and Documentation

This is one of the few places where optimism actively causes damage. Families often tell themselves that everyone means
well and that belongings can be sorted later without much trouble. Sometimes that is true. Often it is a projection — a way
of avoiding an uncomfortable inventory and disposition conversation in the hope that it resolves itself.

The reality is that belongings disputes often have nothing to do with the value of the item. They are about fairness, family
roles, old grievances, and who the parent trusted with what. The presence or absence of documentation does not change
those underlying dynamics — but it does determine whether those dynamics become a dispute with no evidence or a
dispute that can be resolved by reference to facts.

BELONGINGS CONFLICT PATTERNS — TRIGGER AND DOCUMENTATION RESPONSE

Conflict Pattern How It Usually Starts Documentation Response

Disputed verbal
promise

"Mom said I was getting that" — no written
record exists

Record verbal wishes in the disposition log with date,
witness, and exact words if possible

Undocumented "I don't know where it went" — item moved Movement log captures who took what and when —



item removal during hospital stay or cleanout prevents this entirely

Unequal
distribution
perception

One sibling received more, or higher-value
items, without acknowledgment

Inventory with estimated values and a disposition
record makes distribution visible

Missing item
discovery

Item expected by a family member cannot be
located after the parent's death

Inventory with status codes and photographs allows
comparison to what was distributed

Ambiguous will or
no will

Will does not address personal property, or
specific items are not listed

Documented verbal wishes and disposition planning
can fill the will's gaps

S E C T I O N  H

Master Asset and Belongings Management Workflow

The asset management system does not need to be elegant. It needs to be harder to break than the situation is likely to be.
That means completing the inventory before crisis, documenting movement consistently, and assigning clear responsibility
for custody.

A S S E T  A N D  B E L O N G I N G S  M A N A G E M E N T  —  C O M P L E T E  S E Q U E N C E

1 Complete the valuables inventory while access is stable. Do not wait until a move or health crisis makes the
home a sorting scramble

2 Photograph every high-value and sentimental item. Dated photographs before any movement create a
before-state record

3 Document disposition intentions now. Record stated wishes — even informal ones — with item, recipient,
date, and how expressed

4 Complete the document location index. Every important document should have a known storage location, a
copy plan, and a named person who can find it

5 Complete the digital access inventory. Credentials, 2FA methods, and account locations for all financially or
operationally significant accounts

6 Include off-site property. Storage units, safe deposit box, garage, attic, and vehicles at secondary locations all
belong in the inventory

7 Assign a custody coordinator for transitions. During moves, hospital stays, or cleanouts, one named person is
responsible for tracking item movement

8 Log every significant movement. What moved, who moved it, where it went, and when — before anyone asks

9 Review after every major transition. Each hospitalization, facility move, or family-access period should trigger
an inventory check

10 Do not allow informal temporary distributions. "I'll just hold onto this for now" is how sentimental items
disappear permanently

S E C T I O N  I



Managing Belongings Through a Move or Transition

Moves to a care facility, storage situations, and home cleanouts are the highest-risk moments for item loss and family
conflict. Without a clear system — who is responsible, what has been documented, what goes where — things disappear in
the scramble and disputes follow later.

T R A N S I T I O N  B E L O N G I N G S  C O N T R O L  P R O C E S S

1 Complete the valuables inventory before the move — not after, when items may already be misplaced

2 Photograph high-value and sentimental items before any packing or transport

3 Assign one person responsibility for item tracking — "everyone is responsible" is the same as no one being
responsible

4 Label items going to the facility with the resident's name — facility rooms are shared spaces and items get displaced

5 Create a separate documented list of items that went to family members versus items sent to storage or facility

6 Do not allow "temporary" informal distribution of jewelry or valuables during a crisis move — these arrangements
rarely get formally resolved later

W A R N I N G  S I G N S  —  A S S E T  A N D  B E L O N G I N G S  P R O B L E M S

No inventory of valuables or sentimental items has been completed

A move or facility placement is planned but no belongings tracking system is in place

Critical documents (deed, will, insurance policies) have not been located in years

Digital account credentials are known only to the parent

A safe deposit box exists but the key location is unknown or access is not established

Parent has expressed wishes about belongings but nothing has been documented

Family members have different expectations about who gets specific items

S E C T I O N  J

Estate Property Coordination — Connecting Belongings to the Estate Plan

The management of physical belongings does not exist in isolation — it intersects with the estate plan, beneficiary
designations, trust structures, and probate procedures. A family that manages belongings carefully during the caregiving
period but fails to coordinate with the estate plan may find that well-documented belongings still become sources of
conflict or legal complication when the estate is administered.

Personal property — furniture, jewelry, collectibles, art, and sentimental items — is frequently the most contentious
element of estate administration, not because it is the most valuable, but because it is the most personal. Wills often say
little about specific items, leaving distribution to the executor's discretion or informal family agreement under emotional
conditions. A documented record of stated wishes, condition, and agreed distribution reduces the burden on the executor
and the conflict among family members.



Estate-Belongings Coordination Checklist
Personal property memorandum: in many states, a will can reference a separate written memorandum specifying the
distribution of tangible personal property — this document can be updated without attorney involvement and should be
completed and kept with the estate plan
Trust alignment: if belongings are held in a living trust, confirm that the trust terms address personal property
distribution — some trusts require a schedule of assets or beneficiary specification for personal property
Executor notification: the executor should know where the belongings inventory, the stored document record, and any
personal property memorandum are located — surprise at the time of administration creates delay and error
High-value item appraisals: for items of significant financial value — jewelry, art, collectibles, antiques — obtain
current appraisals and store them with the inventory. This protects the estate from undervaluation claims and supports
proper distribution to designated beneficiaries
Safe deposit box access: confirm that the executor or an authorized agent has access to any safe deposit box, and that
the box's contents are documented in the financial inventory — box contents are part of the estate and need to be part of
the administration process
Digital estate documents: cloud-stored documents, digital photos, and other digital property may have their own estate
implications — a digital estate plan should specify who has access and what should happen to digital files and accounts

E S TAT E - B E L O N G I N G S  C O O R D I N AT I O N  P R O C E S S

1 Review the current will and trust documents to determine how personal property is addressed — confirm whether a
personal property memorandum is referenced and whether one has been completed

2 If a personal property memorandum is available, complete it with specific item descriptions and named recipients —
store the signed document with the estate plan and provide the attorney with a copy

3 Identify any items of significant financial value and obtain current appraisals — document the appraiser, date, and
value in the physical inventory

4 Confirm that the executor knows the location of the belongings inventory, the personal property memorandum, and
all stored documents — do not rely on the executor discovering this information independently

5 Verify safe deposit box access and confirm all box contents are documented — if the box has been unopened for
years, a current inventory is essential

6 Update the personal property memorandum and belongings inventory at the same time as the estate plan review —
these documents should be reviewed and revised on the same schedule

S E C T I O N  K

When the Parent Moves to Facility Care — Managing the Transition of Personal
Belongings

A move from the family home to an assisted living facility or nursing home is one of the most logistically and emotionally
complex events in the caregiving period. The physical environment shifts radically — from a home where a lifetime of
belongings is accumulated to a single room or shared suite with strict space constraints. Families that treat this as purely a
logistical problem underestimate its emotional weight. Families that treat it as purely an emotional event underestimate
the operational complexity.



The belongings that move with the parent to the care facility should be selected with two criteria: they must fit within the
space constraints, and they must have meaning and function for the parent in their new environment. Familiar objects — a
favorite chair, personal photographs, a clock from the home — can significantly ease the adjustment to an unfamiliar
setting. The parent should, to the extent possible, participate in the selection.

The belongings that do not move with the parent must be managed as part of the home transition process. If the home is
being sold or given up, the timeline for disposition is compressed. If the home is being retained (for a community spouse,
or during a period of expected recovery), the management of the home's contents is a separate ongoing responsibility that
must be assigned to a named individual.

Facility Move — Belongings Transition Key Points
Room measurement first: measure the facility room before selecting items to move — do not guess; furniture that does
not fit creates a last-minute scramble and often results in valued items being discarded in haste
Label all personal items: every item brought to the facility should be labeled with the resident's name — clothing,
shoes, equipment, and personal items are routinely mixed up in facility care settings
High-value items policy: confirm the facility's policy on personal valuables — many facilities advise against bringing
irreplaceable items or significant cash; if valuable items are brought, document them with the facility and consider a
personal property rider on the insurance policy
Family storage plan: items not moving to the facility need a family storage and disposition plan — who stores what,
what is donated, what is sold, and what goes to which family member should be agreed and documented before the move,
not negotiated under time pressure afterward
Home management assignment: if the home is being retained, assign a named person to manage utilities, security,
insurance, and property taxes — these obligations do not pause while the parent is in a facility

C H E C K L I S T S

Chapter 11 Checklists

INVENTORY AND DOCUMENTS DIGITAL ACCESS

Valuables and sentimental items inventory completed☐

High-value items photographed☐

Will and trust documents location confirmed☐

Property deeds located and storage documented☐

Insurance policies located and current☐

Identity documents (birth certificate, SS card) located☐

Tax returns (5 years) accessible☐

Safe deposit box contents listed; key location
documented

☐

Online banking credentials documented securely☐

Investment and brokerage portal credentials
documented

☐

Email account credentials documented☐

Subscription services inventoried☐

Digital photo or important file storage location
documented

☐

Password manager access documented or alternative
access method in place

☐

Two-factor authentication method documented for
critical accounts

☐



C H A P T E R  1 1  ·  W O R K S H E E T  1  COMPLETE BEFORE CRISIS

Valuables Inventory and Chain of Custody Log
Document each item with category, location, intended recipient, and chain of custody. Update the custody log whenever an
item moves. Use category codes: S = Sentimental · F = Financial Value · D = Disputed.

Part A — Valuables Inventory

# Item Description Cat. Current Location
Intended Recipient
(per will, verbal, or noted)

Photo/
Receipt? Est. Value

1 ☐

2 ☐

3 ☐

4 ☐

5 ☐

6 ☐

7 ☐

8 ☐

9 ☐

10 ☐

11 ☐

12 ☐

Part B — Chain of Custody Log

Record every transfer of a listed item — from the parent's possession to a family member, storage, or other location. Each transfer
requires the item number from Part A, the receiving party's name, and a brief condition note. This log is the defense against
disputed claims.

Item # Item Name (brief) Date of Transfer Transferred From
Received By
(name)

New Location Condition at Transfer Witness / Sig.



Custody log maintained by: ___________________________ Continue on additional pages if needed.



C H A P T E R  1 1  ·  W O R K S H E E T  2  COMPLETE BEFORE CRISIS

Digital Access Inventory
Store this worksheet securely — do not leave it accessible to aides or visitors. Record enough information for access; do not
record full passwords in this document without proper security. Consider a password manager as the complete record with
this worksheet as a location guide.

# Account / Service Category Username / Email Password Location
(do not write here)

2FA Method Notes

1 Primary email Email

2 Online banking Financial

3 Brokerage / investment Financial

4 Social Security (my SSA) Government

5 Medicare portal Healthcare

6 Digital photos / cloud storage Personal

7 Subscription

8 Subscription

9 Subscription

10

Password manager used (type / app):

Master password / access method location:

Person who can access this inventory:



C H A P T E R  1 1  ·  W O R K S H E E T  3  LOG EVERY MOVEMENT

Item Movement Log
Record every movement of a high-value or high-conflict item — what moved, who moved it, where it went, and why. Update
immediately after any move or removal.

# Item Description Date Moved Moved By New Location Reason Photo Before? Notes

1 ☐ Yes

2 ☐ Yes

3 ☐ Yes

4 ☐ Yes

5 ☐ Yes

6 ☐ Yes

7 ☐ Yes

8 ☐ Yes

9 ☐ Yes

10 ☐ Yes

11 ☐ Yes

12 ☐ Yes

Log maintained by:

Last updated:



C H A P T E R  1 1  ·  W O R K S H E E T  4  COMPLETE BEFORE CRISIS

Document Location Index
Map every important document — original vs. copy, exact physical location, digital copy status, and who holds the access key.
Update whenever documents are moved or newly located.

Document Type Original Exists? Exact Storage Location Digital Copy? Access Barrier / Key Holder Notes

Will or trust ☐ Yes ☐ Yes

Property deed(s) ☐ Yes ☐ Yes

Vehicle title(s) ☐ Yes ☐ Yes

Medical power of
attorney ☐ Yes ☐ Yes

Financial power
of attorney ☐ Yes ☐ Yes

Advance directive
/ living will ☐ Yes ☐ Yes

Birth certificate ☐ Yes ☐ Yes

Social Security
card ☐ Yes ☐ Yes

Marriage /
divorce
documents ☐ Yes ☐ Yes

Insurance
policies (life /
LTC) ☐ Yes ☐ Yes

Tax records (last
3 yrs) ☐ Yes ☐ Yes

Military /
discharge papers ☐ Yes ☐ Yes

Safe-deposit box
info ☐ Yes ☐ Yes

Prepaid funeral
records

☐ Yes ☐ Yes

Pension /
retirement
account docs ☐ Yes ☐ Yes



Index maintained by:



C H A P T E R  1 1  ·  W O R K S H E E T  5  COMPLETE BEFORE DECLINE ACCELERATES

Belongings Disposition Plan
Record the intended recipient and status for every sentimental, valuable, or potentially disputed item. Document what is
stated, not assumed. Flag items where no stated preference exists.

# Item Description Category
S/F/D

Current Location Intended Recipient Source of Intent
Stated/Will/Unknown

Disputed? Notes

1 ☐ Yes

2 ☐ Yes

3 ☐ Yes

4 ☐ Yes

5 ☐ Yes

6 ☐ Yes

7 ☐ Yes

8 ☐ Yes

9 ☐ Yes

10 ☐ Yes

11 ☐ Yes

12 ☐ Yes

Category codes: S = Sentimental value · F = Financial / appraised value · D = Disputed or contested

Document prepared by / date:



C H A P T E R  1 1  ·  W O R K S H E E T  6  COMPLETE BEFORE CRISIS

Property Title and Storage Log
Track every titled asset and stored document — type, location, ownership structure, and access path. Include real estate,
vehicles, and financial accounts with titled ownership.

# Property / Asset Document Type Storage Location Owner / Jurisdiction Co-Owner / Lien? Access Barrier Notes

1
Primary
residence Deed

2 Deed

3 Vehicle 1 Title

4 Vehicle 2 Title

5 Safe-deposit box Key / access

6
Investment
account Statement

7
Retirement
account Statement

8

9

10

Log maintained by / last updated:



C H A P T E R  T W E L V E

Family Delegation and
Conflict Management

A workable family governance system for caregiving — assigning responsibilities
clearly, separating authority from opinion, documenting decisions, and reducing
the predictable friction that builds when multiple relatives are involved without
a shared structure.

"A family system does not need everyone to agree on everything. That is unrealistic. It needs defined authority,
assigned work, shared visibility, and a rule for how urgent action happens when consensus does not come
together in time."

THE CAREGIVER CONTROL MANUAL CHAPTER 12 — FAMILY DELEGATION AND CONFLICT MANAGEMENT

S E C T I O N  A

Why Family Care Systems Break Down

Family caregiving often looks like an emotional problem when it is really a governance problem. People describe the issue
as "my siblings are difficult," "everyone has opinions," or "no one communicates." Those are usually surface descriptions of
a deeper structural gap: no clear authority map, no defined task ownership, no shared records, no decision log, and no
structure for urgent action versus family discussion.

Three recurring pressure points stand out in most family caregiving situations:

The first is role confusion. One person may hold legal authority. Another may be local and doing most of the work.
Another may control access to paperwork. When those roles are not defined, providers get mixed messages, tasks stall, and
resentment builds.

The second is invisible labor. Administrative caregiving is easy to discount because much of it happens offstage: paying
bills, calling providers, managing aides, tracking insurance, logging decisions. The person doing that work often feels
overloaded while others see only visible visits or emergencies.

The third is undocumented decisions. A family has a discussion, everyone leaves with a different interpretation,
nothing is written down, and two weeks later the same issue returns with added frustration. At that point the conflict is not
just about substance — it is about memory, blame, and whose version gets treated as real.

A fourth recurring pressure point is unequal geographic access. The family member who lives nearest the parent bears
the largest share of reactive tasks — emergency response, medical appointments, daily check-ins — simply due to

Governance, Roles, and Decision Documentation



proximity. This is rarely the result of a conscious choice and almost never reflects what anyone would have designed if they
had thought through the system. But it becomes deeply resentment-generating over time, particularly when distant family
members are perceived as contributing commentary without sharing the physical burden.

The fifth is delayed governance. Many families put off creating a formal authority structure because it feels premature,
too formal, or like it would create conflict. In practice, the absence of structure does not prevent conflict — it only ensures
that conflict arrives without a resolution framework. Families that establish clear governance before a crisis have tools to
work with. Families that establish it during a crisis are building the plane while flying it, under the worst possible
conditions for clear thinking and mutual goodwill.

S E C T I O N  B

Authority vs. Informal Leadership

Caregiving becomes difficult when families confuse legal authority, practical control, and emotional influence. These are
not the same thing — and they rarely align perfectly.

AUTHORITY TYPES — WHAT EACH COVERS AND WHERE THE GAP APPEARS

Authority Type What It Covers Common Gap

Legal authority POA, medical decision rights, financial control,
court authority

Relatives speak as if being informed equals being
authorized

Operational
authority

Daily execution of care, logistics, scheduling,
paid-care oversight

Work gets done by one person but decisions get
challenged by others

Document
authority

Control of key records, originals, passwords, and
storage map

One person becomes a bottleneck or gatekeeper

Property authority Home access, repairs, maintenance, storage
units, item movement

Items or property decisions happen without clear
responsibility

Communication
authority

Family updates, provider-facing messaging,
meeting summaries

Side channels override the agreed communication
flow

S E C T I O N  C

Role Allocation Is Workload Design, Not Symbolism

Families often talk about "helping" in vague terms. That is operationally useless. A functioning caregiving system requires
named roles, scoped tasks, and backup coverage. Anything less usually turns into one person carrying most of the labor
while others contribute opinions, intermittent support, or retrospective criticism.

ROLE ASSIGNMENT TABLE — OWNER,  BACKUP,  AND REVIEW FREQUENCY

Role / Function Owner
(primary person)

Backup
(when owner
unavailable)

Review
Cadence Review Trigger

Financial management Care level change; asset event



Medical coordination Hospitalization; new
diagnosis

Property management Move; sale; home safety
change

Appointment scheduling /
transport

Monthly review of schedule

Document custodian Estate or legal change

Family communications Significant care or legal event

In-home / facility care
oversight

After any care incident or
complaint

Benefits / insurance
management

Renewal dates; policy change

Hospice / end-of-life
coordination

Decline or hospice enrollment

CAREGIVING ROLE TYPES — RESPONSIBILITIES AND COMMON GAPS

Role Typical Responsibilities Common Gap When Undefined

Financial
manager

Bills, budget, reimbursements, account tracking,
expense log

Others criticize spending without managing the
work

Medical
coordinator

Provider communication, diagnosis updates,
medication list, appointment follow-up

Everyone assumes someone else told the doctor

Property
manager

Home access, repairs, vendors, utilities, storage, safety Property issues drift because they are nobody's
primary role

Scheduler /
logistics lead

Appointments, transport, calendar, reminders Double-booking, missed visits, no transport
confirmation

Document
custodian

Record storage, copies, retrieval, index maintenance One person hoards papers or no one knows where
anything is

Communication
liaison

Family summaries, update cadence, shared notes,
meeting follow-up

Side channels replace structured updates;
different people have different facts

Daily-care
oversight lead

Paid caregiver monitoring, service-hour review,
routine care issues

Problems emerge late because no one is
monitoring consistently

Insurance /
benefits lead

Policy tracking, renewals, claims, Medicaid / VA
follow-up

Deadlines missed because no one "officially"
owned it



S C E N A R I O  —  T H E  U N D O C U M E N T E D  D I S C U S S I O N

Three siblings hold a phone call to discuss moving their mother to a memory care facility. The oldest sibling, who manages
her finances, believes the call concluded with consensus to proceed. The middle sibling believed it was a preliminary
discussion with no decision made. The youngest, who lives two hours away, did not fully join and missed the last fifteen
minutes. Three weeks later, when the oldest sibling begins the placement process, the other two siblings are caught off
guard and feel excluded from a major decision. The dispute about whether a decision was made is now as contentious as
the underlying placement question itself.

A two-paragraph written summary of the call, sent by email that evening with a reply deadline for objections, would have
resolved the ambiguity before it became a conflict. Documentation does not prevent disagreement — it prevents disputes
rooted in competing recollections of what was said.

S E C T I O N  D

Decision Documentation Is the Backbone

If a family is not documenting decisions, it is creating the conditions for future disputes. That is not dramatic — it is simply
how memory works under stress. One person thinks a discussion was tentative. Another thinks it was final. Two weeks
later the same question comes back with added frustration attached to it.

A decision log should record the date, topic, who participated, what information was reviewed, what was decided, what
remains unresolved, who owns follow-up, and when it should be reviewed again. Without that, families revisit the same
issues repeatedly.

W H AT  T H E  D E C I S I O N  L O G  P R O T E C T S  A G A I N S T

A decision log also protects the family member doing the most work. Without written reasoning, the person who acted
quickly under pressure can be accused of freelancing, excluding others, or making arbitrary calls. Good documentation
does not eliminate disagreement — but it does prevent disputes rooted in competing recollections rather than genuine
differences of judgment.

S E C T I O N  E

Conflict Prevention Is Mostly Process Design

Recurring triggers for family conflict are usually structural: vague authority, uneven labor, hidden records, side-channel
communication, undocumented decisions, unclear reimbursement expectations, and different people working from
different facts. A conflict-prevention structure should assume those pressures will appear and build around them.

CONFLICT PREVENTION TOOLS — PURPOSE AND WHAT EACH PREVENTS

Tool Purpose What It Prevents

Scheduled
update cadence

Predictable family summaries at a known interval Reactive, rumor-driven communication
between updates

One shared
records system

Single location for documents, logs, and notes accessible
to the right people

Different family members working from
different or incomplete information



Decision log Contemporaneous record of every significant decision Disputed recollections, re-litigation of settled
decisions

Unresolved
issues list

Tracks open items with an interim rule and a next review
date

Issues going dormant instead of being
resolved, then returning as bigger conflicts

Authority map Written record of who has formal authority, operational
lead, and update-only status in each domain

Informal leadership overriding formal
authority; role confusion during urgency

Reimbursement
rules

Explicit, written rules for who gets reimbursed for what
and how

Financial disputes that build slowly and
explode at estate settlement

S E C T I O N  F

Money, Reimbursement, and the Need for Explicit Rules

Money disputes distort caregiving faster than almost anything else because they mix burden, fairness, resentment, and
proof. If one sibling is fronting expenses, another is paying irregularly, another is not contributing, and no one is recording
reimbursements clearly, conflict is not a risk. It is inevitable.

The system needs explicit rules for who pays what, what counts as reimbursable, how reimbursements are requested, how
fast they should be processed, and what documentation is required. Families should also separate the parent's expenses
from sibling out-of-pocket contributions — once those categories blur, both accounting and trust deteriorate.

REIMBURSEMENT RULE DESIGN — ELEMENTS AND COMMON DISPUTES

Rule Area What to Decide in Advance What Happens Without the Rule

What is
reimbursable

Define by category: groceries, medical transport,
out-of-pocket medical, home maintenance, etc.

Some family members quietly absorb costs; others
submit everything; resentment builds on both sides

Documentation
required

Receipt plus a brief note — date, purpose, amount
— submitted within a defined window

Expenses are reimbursed based on memory; disputes
over what counts

Spending
thresholds

Expenses above a certain amount require advance
notice or approval before spending

Large unilateral purchases generate conflict
regardless of legitimacy

Review
schedule

Monthly or quarterly review of outstanding
reimbursements from a shared log

Informal loans accumulate over months; the final
accounting is painful

Informal
contributions

Clarify whether volunteer time (driving, visits) is
being logged or informally tracked

One sibling providing more time feels the imbalance
but has no way to name it clearly



E X P E N S E  T R A C K I N G  A N D  R E I M B U R S E M E N T  S Y S T E M

1 Track every family-paid caregiving expense by date, amount, purpose, payer, and documentation

2 Set a reimbursement review schedule — monthly works for active caregiving situations

3 State clearly whether certain spending requires advance notice or approval from the financial lead before
commitment

4 Do not let repeated informal loans accumulate without written tracking — the accumulation is what generates the
worst conflicts

5 Maintain a shared expense log accessible to all financial decision-makers — not in one person's private records

S E C T I O N  G

Escalation Rules When Consensus Fails

Every family governance system needs a rule for what happens when the group cannot reach consensus and action is
required. Without a pre-agreed escalation rule, urgent decisions stall or get made by whoever acts fastest — which
generates its own conflict.

The simplest workable rule: the person with legal authority in the relevant domain makes the decision when there is no
time for group consensus. Disagreement gets logged, but action is not blocked. This rule should be established and agreed
to before a crisis makes it necessary.

ESCALATION FRAMEWORK — SITUATION AND DECISION RULE

Situation Who Decides What Happens to the Disagreement

Medical emergency or
time-sensitive treatment
decision

Healthcare agent under the medical POA Decision logged; family notified
immediately after; dissent recorded and
revisited at next stable moment

Financial transaction
required while family
discusses

Financial POA agent within their documented
scope

Transaction documented; rationale written;
family receives immediate notice

Operational caregiving
decision (scheduling, aid
management)

Operational lead for that function Decision logged; escalated to full family only
if it sets a precedent or involves significant
cost

Non-urgent care direction
where family disagrees

Family holds discussion with pre-set deadline;
legal authority holder decides if deadline passes
without consensus

All positions documented; decision and
reasoning recorded

Disagreement about care
quality or aide
performance

Operational lead for care oversight; escalate to
all if action involves significant cost or legal
exposure

Complaint log maintained; pattern reviewed
at family meeting

S E C T I O N  H



Master Family Governance Setup Workflow

The family governance system does not need to be complex. It needs to exist before the first major dispute — not after. A
system set up during a calm period takes an hour or two. A system built reactively during a crisis takes weeks and still may
not hold.

The point is not to silence disagreement or override family relationships. It is to stop disagreement from blocking urgent
action, to make the labor visible and fairly distributed, and to create a record that everyone can access and no one can
unilaterally revise.

FA M I LY  G O V E R N A N C E  S E T U P  —  C O M P L E T E  S E Q U E N C E

1 Map legal authority. Identify who holds each legal document, what authority each one confers, and in which
domains — medical, financial, property, legal

2 Build the role assignment table. Assign one named lead owner per function. Assign a backup for every role that
cannot afford a gap. Put names on it, not just "TBD"

3 Define task scope explicitly. Each role should have a written description of what it includes, what it excludes,
when to escalate, and how to hand off

4 Set the communication cadence. Agree on who gets what updates, at what interval, in what format. Side
channels are not a substitute for structured updates

5 Create shared records access. A shared folder, shared document, or shared secure location that is accessible to
the people who need it — not just the most organized sibling's personal system

6 Start the decision log today. The format does not matter much — date, topic, participants, decision, open items.
What matters is that it starts before it is needed

7 Define the escalation rule explicitly. The rule is not complex: the legal authority holder in the domain decides
when there is no time for consensus. This must be agreed to in advance, not improvised under pressure

8 Set reimbursement rules before any expenses are incurred. Retroactive agreements about money are
significantly harder than prospective ones

9 Review the governance structure quarterly. Roles that made sense when a parent was living at home may not
make sense after facility placement — adjust before the friction becomes visible

10 Do not mistake an early-stage truce for a working system. Families that are cooperating well now should
still build the structure — it is needed most when the situation is most stressful



W A R N I N G  S I G N S  —  FA M I LY  G O V E R N A N C E  P R O B L E M S

No authority map has been created — everyone informally assumes they have input on everything

One family member is doing all the work while others retain veto energy but no responsibility

Decisions are made verbally with no log — the same issues return repeatedly

Providers receive conflicting instructions from different family members

Financial expenses are untracked and reimbursement is handled by unspoken assumption

No escalation rule exists — urgent decisions stall when consensus does not appear

Remote siblings are not informed systematically and feel excluded when they learn of decisions later

FA M I LY  G O V E R N A N C E  S E T U P  P R O C E S S

1 Map legal authority: identify what documents exist, who holds what authority in each domain, and what is and is not
authorized

2 Assign operational roles: use the role table above, assign one lead owner per function, and name a backup for high-
risk roles

3 Establish a communication cadence: who gets what updates, at what interval, in what format

4 Set up shared records: a simple shared folder, document, or communication method accessible to involved family
members

5 Start the decision log: one document, maintained by the communication liaison, updated after every significant
discussion

6 Define the escalation rule: when there is no consensus and action is required, who makes the call?

7 Set explicit reimbursement rules: what gets reimbursed, what documentation is required, and who approves
expenses above a threshold

S E C T I O N  I

Managing the Long-Distance Caregiver Role

Long-distance caregivers often face a specific and underappreciated challenge: they are responsible for significant
decisions without regular direct observation of the parent's actual condition. They may hold legal authority under a durable
POA, manage financial accounts, or coordinate care — all from hundreds of miles away. The risk is that they become over-
reliant on verbal reports and under-aware of what is actually happening on the ground.

The opposite problem also occurs: local caregivers become overwhelmed by day-to-day management while distant
relatives, who see the parent infrequently, second-guess decisions that were made under real-time conditions they did not
witness. Both dynamics damage the caregiving system and erode relationships within the family.

The solution is role clarity combined with structured information sharing. The long-distance caregiver's role must be
defined — what they are responsible for, what decisions require their input, what decisions the local caregiver can make
independently, and what communication they receive on what schedule. Without structure, remote authority becomes



either intrusive or disconnected, depending on the personality of the parties involved.

Long-Distance Role Structure
Define the long-distance role explicitly: financial management, legal authority, care plan review, specific task
ownership — remote roles should be as specific as local roles
Scheduled direct contact with the parent: long-distance caregivers should have regular direct contact with the parent
— video calls, phone, or visits — that gives them their own independent observation base rather than relying entirely on
secondhand reports
Structured update protocol: agree on what information the local caregiver will share, how often, and in what format —
weekly text summaries, monthly written updates, immediate notification of defined events
Pre-defined decision authority: identify which decisions require long-distance input and which can be made locally —
ambiguity here creates either delay or conflict
Visit planning: if visits are infrequent, plan them around care assessment, physician appointments, or review events —
not only social contact — so observation quality improves
Financial visibility without micromanagement: remote management of finances should include regular statement
review and periodic reconciliation, but should not require local caregivers to seek approval for routine expense decisions

L O N G - D I S TA N C E  C A R E G I V E R  C O M M O N  FA I L U R E  M O D E S

Assuming verbal reports from the parent or local caregivers give a complete picture of the parent's actual condition and
day-to-day function

Overriding local caregiver decisions based on a visit or call that provides a limited snapshot — the parent often
presents better during a short visit

Holding authority without providing equivalent support — a distant caregiver who holds POA but does not assist with
local logistics creates resentment

Failing to establish any structured update protocol, then reacting to a major change that local caregivers had seen
building for months

Using each infrequent visit to "re-litigate" decisions the local caregiver made in real time — this is demoralizing and
often counterproductive

S E C T I O N  J

Family Communication Protocols — Reducing Conflict Through Structure

Most caregiving communication failures are not caused by bad intent — they are caused by missing structure. When
updates flow informally, one person knows more than another, resentments build around perceived exclusion, and the
same conversations happen repeatedly without resolution. A communication protocol is not a bureaucratic overlay — it is
the minimum structure needed to keep multiple people aligned on a shared situation.

The goal is not constant communication — it is the right communication at the right times. Too much communication
creates its own burden. Too little communication creates information asymmetry that leads to conflict. A defined protocol
specifies who receives what information, how often, in what format, and what triggers an immediate notification versus a
scheduled update.

Communication Protocol Design
Identify the communication tiers: define who needs regular updates (all primary family members), who gets major-



event notifications only (extended family), and who has access to records on request
Define update frequency and format: weekly text or email summary, monthly written care update, quarterly financial
summary — pick a format that the primary caregiver can maintain without additional burden
Establish immediate notification triggers: hospitalization, fall, major medication change, diagnosis, facility
placement, decline in condition — define these events explicitly so everyone knows they will be notified when they occur
Designate a single update point: one person sends the updates — not multiple people sending different versions. The
person doing the work should have update authority
Create a shared document repository: a folder, shared drive, or physical binder where key documents, care plans,
and updates are accessible to all primary family members without requiring them to request access each time
Separate information sharing from decision-making: receiving an update is not the same as having a vote on the
decision. Establish explicitly which communications invite input and which are informational only

C O M M U N I C AT I O N  P R O T O C O L  S E T U P  P R O C E S S

1 Map the family stakeholders: who is directly involved in caregiving, who holds legal authority, who is a secondary
stakeholder that needs regular updates, and who should receive notifications only

2 Agree on the update format — weekly text summary, email, group chat, or shared document — and commit to a
realistic schedule the primary caregiver can actually maintain

3 Define immediate notification events in writing. Give the list to all primary family members so expectations are
shared before an event occurs

4 Set up shared document access — Google Drive, Dropbox, or a shared email folder — for care plans, financial
summaries, and key contacts

5 Hold a one-time family meeting (in person or video) to confirm the protocol and surface disagreements about roles,
authority, and expectations before they surface during a crisis

6 Review the protocol every six months or after any significant care event — adjust roles and frequencies as the
situation changes

S E C T I O N  K

Family Conflict and Decision Governance — Managing Disagreement Without Crisis

Family conflict over caregiving decisions is not exceptional — it is statistically normal. Siblings who have different
assessments of a parent's care needs, different geographic relationships with the parent, different levels of direct care
involvement, and different prior family dynamics will have disagreements. The question is not whether conflict will occur
but whether the family has a structure for resolving it without escalation.

Conflict in caregiving families clusters around several recurring categories. Medical decisions — especially at critical
transitions — generate conflict because siblings may have different information, different values, and different
interpretations of the parent's expressed wishes. Financial decisions generate conflict when transparency is low or when
one family member perceives that another is mismanaging or misappropriating resources. Care role distribution generates
conflict when one sibling carries a substantially larger portion of the direct care burden and others are perceived as
uninvolved or unsupportive.



A governance structure does not eliminate conflict — it provides a process for resolving it. The structure should include: a
defined decision authority (who has the final authority on which categories of decision), a process for family input (how
other family members contribute to major decisions even when they are not the decision-maker), and an escalation path
(what happens when a decision is disputed and cannot be resolved within the family).

Family Conflict Governance — Key Operational Points
Decision authority map: complete the Authority and Role Map (Section B) to establish who has legal authority for
which decisions — authority disputes are resolved by reference to the document, not by consensus in the moment
Information transparency: the most common driver of sibling conflict is information asymmetry — one sibling knows
significantly more than others. Regular updates from the primary caregiver reduce the information gap and the suspicion it
generates
Professional mediation threshold: if a conflict cannot be resolved within the family after good-faith effort, consider
elder care mediation — a professional mediator with expertise in family caregiving disputes can facilitate resolution
without requiring litigation
Estate plan clarity: family members who suspect favoritism in the parent's estate plan become watchful and combative
during caregiving. Clear, attorney-reviewed estate planning documents reduce this dynamic
Care role equity acknowledgment: the primary caregiver's disproportionate contribution should be formally
acknowledged by the family — and, where appropriate, financially compensated through the estate plan — to prevent
resentment from accumulating silently into an explosive conflict

C H E C K L I S T S

Chapter 12 Checklists

AUTHORITY AND ROLE ASSIGNMENT COMMUNICATION AND DOCUMENTATION

Legal authority reviewed and documented☐

Operational leads identified for each major function☐

Backup persons assigned for high-risk roles☐

Communication authority defined☐

Document control authority defined☐

Property access authority defined☐

Authority map distributed to involved family members☐

Communication method defined (cadence, format,
channel)

☐

Shared records system established☐

Decision log started☐

Unresolved issues list maintained☐

Escalation rule defined and agreed on☐

Reimbursement rules documented☐

Expense log started☐

Review schedule established☐



C H A P T E R  1 2  ·  W O R K S H E E T  1  COMPLETE BEFORE CRISIS

Role Delegation and Authority Map
Define formal authority, operational leads, consultation requirements, and update roles by domain. This worksheet
operationalizes the Role Assignment Table above — it names the people, not just the roles. Distribute to all involved family
members.

DOMAIN FORMAL AUTHORITY
(LEGAL / DOCUMENT)

OPERATIONAL LEAD
(WHO DOES THE WORK)

MUST BE CONSULTED
(NAME)

UPDATE ONLY
(RECEIVES INFORMATION)

Medical

Financial

Property

Documents

Daily care / in-
home

Communication
/ updates

Benefits /
insurance

Legal /
administrative

Escalation rule (when no consensus and action required):

Communication method / schedule:

Map distributed to (names and dates):



C H A P T E R  1 2  ·  W O R K S H E E T  2  UPDATE AFTER EVERY DECISION

Decision and Conflict Log
Record every significant family decision — participants, facts reviewed, outcome, and follow-up. When a conflict arises, log it
the same way: what was the disagreement, who was involved, how was it resolved or escalated, and what was the outcome.
Update promptly — delayed logging produces incomplete and disputed records.

Part A — Decisions

Date Topic Participants Information Reviewed Decision Made Owner / Deadline

Part B — Conflict Log

Record conflict situations — not to assign blame, but to document what happened, how it was addressed, and what the resolution
was. Undocumented conflicts are re-litigated indefinitely.

Date Conflict Description Parties Involved Positions Stated How Escalated / Addressed Resolution / Status

Log maintained by: ___________________________ Continue on additional pages if needed.



C H A P T E R  1 2  ·  W O R K S H E E T  3  REVIEW MONTHLY

Family Expense and Reimbursement Log
Track every family-paid caregiving expense with payer, category, and reimbursement status.

Date Expense Description Paid By Amount Parent Expense or Family Contrib.? Reimb. Needed? Status

Reimbursement rules reference:



C H A P T E R  1 2  ·  W O R K S H E E T  4  COMPLETE AFTER EVERY MEETING

Family Meeting Notes Template
Capture every family meeting — attendees, key facts reviewed, decisions made, and follow-up owners. Written notes prevent
revisionism and create an enforceable shared record.

Meeting date: Format (in-person / phone / video):

Attendees:

Topic Key Facts Reviewed Decision Made Responsible Person Deadline / Next Review

Next meeting scheduled: Notes distributed by:

Open items carried forward to next meeting:



C H A P T E R  1 2  ·  W O R K S H E E T  5  REVIEW MONTHLY

Unresolved Issues Tracker
Log every open dispute or unresolved question — with an interim rule, next review date, and current status. Issues without a
logged interim rule tend to drift and resurface in worse form.

# Issue / Question Date Opened Why Unresolved Interim Rule / Action Taken Next Review Date Status

1

2

3

4

5

6

7

8

Tracker maintained by:



C H A P T E R  T H I R T E E N

Hospice and Funeral
Planning

A practical end-of-life planning system that separates hospice preparation,
palliative versus hospice understanding, funeral logistics, veteran burial
screening, and death notification workflows — so these tasks are completed
before a crisis compresses the time available for clear thinking.

"This chapter is not about sentiment. It is about reducing confusion, duplicated effort, missing records, and last-
minute scrambling. The system should be ready before the family wants to admit it is needed."

THE CAREGIVER CONTROL MANUAL CHAPTER 13 — HOSPICE AND FUNERAL PLANNING

S E C T I O N  A

Why End-of-Life Planning Gets Delayed — and Why That Matters

End-of-life planning typically gets deferred because families associate it with giving up. Raising the topic feels premature
when there is still hope, still treatment options, still reason to be optimistic. By the time most families are forced to engage
with it, they are also handling acute symptoms, decision fatigue, and often unresolved disagreements about goals of care.

Three recurring patterns explain most avoidable problems:

The first is timing. Learning hospice procedures, locating records, and creating a funeral planning file when a parent is
actively declining is far harder than doing those things three months earlier when there was breathing room.

The second is misunderstood roles. Families assume hospice means continuous bedside care, or that funeral
arrangements will become obvious when needed, or that someone else — the facility, the hospital, the hospice team — will
handle more than they actually do.

The third is compression. Hospice, palliative care, funeral planning, veteran screening, and death notification are related
but distinct tasks. Blurring them together produces incomplete preparation in every area.

What the end-of-life planning system in this chapter provides is not certainty about outcomes — it is preparation that
reduces the operational confusion and family conflict that compound an already painful period. A family that has already
documented treatment preferences, confirmed the hospice threshold criteria, identified a provider, and discussed the
funeral preferences still faces grief. But they do not simultaneously face administrative chaos, sibling disagreements about
care goals, a scramble to find documents, and a funeral home they have never spoken with — all at the same time. That
distinction matters enormously to the quality of the experience for both the caregiver and the parent.

End-of-Life Preparation as a Practical System



The planning work in this chapter is divided across two domains: hospice and end-of-life care (the medical and care-
operational aspects of the final period), and funeral and administrative planning (the logistical, legal, and financial aspects
that follow a death). Both are better addressed before they are needed. Neither requires certainty about prognosis. Both
require a willingness to engage with a topic that feels uncomfortable until the alternative — facing it without preparation —
becomes the present reality.

S E C T I O N  B

Hospice Preparation — Start Before the Crisis

Hospice works best when the family approaches it as a care-transition system rather than a last-minute emergency service.
It is an operating model built around comfort-focused care when curative treatment is no longer the central goal.

HOSPICE FUNCTIONS — WHAT THEY USUALLY MEAN AND WHAT FAMILIES OFTEN MISREAD

Function What It Usually Means Common Family Misread

Symptom support Pain and comfort-focused management, medication
planning

Assumed to replace all medical oversight

Nursing visits Intermittent clinical assessment and support — not
continuous

Assumed to mean 24-hour bedside nursing

Equipment
coordination

Hospital bed, oxygen, mobility aids, supplies arranged
through hospice

Assumed to appear instantly with no
preparation

Medication
support

Comfort-related medication planning and organization Assumed to cover all medication complexity
automatically

Caregiver
guidance

Teaching and troubleshooting for family caregivers Assumed to replace day-to-day caregiver
burden

On-call support Phone access and an after-hours response pathway Assumed to mean in-person presence at all
times

S C E N A R I O  —  E A R LY  H O S P I C E  E N G A G E M E N T

A family whose father has late-stage COPD begins learning about hospice options when his pulmonologist first mentions
it — four months before he actually requires enrollment. During those four months they: tour two hospice programs, learn
what each covers and how to initiate, gather his current medical records, identify that home hospice is feasible given their
family's availability, and have a clear conversation with him about his preferences. When he deteriorates three months
later and enrollment becomes appropriate, the transition takes one day rather than several anxiety-filled ones. The
preparatory work took about six hours spread over several weeks.

Hospice-Readiness Indicators — begin learning the system when you see these signs:

Frequent hospitalizations or emergency visits

Ongoing decline in strength, mobility, intake, or function

Major increase in hands-on help needed for daily activities

Progressive cognitive decline with lower self-management ability



Serious illness with continuing decline despite treatment

Longer sleep periods, less intake, lower activity

Provider discussions shifting toward comfort or burden reduction

S E C T I O N  C

Hospice vs. Palliative Care — Why the Difference Matters

HOSPICE VS.  PALLIATIVE CARE — OPERATIONAL COMPARISON

Dimension Palliative Care Hospice

Timing Can begin early in serious illness; does not
require end-of-life status

Usually later-stage; typically when curative treatment is
no longer the central goal

Treatment
relationship

Can coexist with ongoing treatment — is not a
substitute for it

Usually comfort-focused; active curative treatment
typically not concurrent

Main goal Symptom support and quality of life during
illness

Comfort-focused end-of-life care

Family
misconception

"Too early to matter" or "only for dying
patients"

"Means immediate death" or "means full-time care will
be provided"

S E C T I O N  D

Funeral Planning — Build the File Now

Funeral and burial planning done before death is faster, less expensive, less emotionally exhausting, and more likely to
reflect the parent's actual wishes than planning done in the forty-eight hours following a death. A funeral-planning file does
not need to be elaborate — it needs to be complete enough that the person coordinating does not have to make things up.

The file should include: stated preferences for burial or cremation, any prepaid arrangements, identified funeral providers,
assembled identity documents, veteran service records if applicable, and a list of unresolved items clearly marked as such.
Unresolved items flagged as "unknown" are more useful than assumed answers that turn out to be wrong.

The cost advantage of pre-need planning is real. Funeral costs arranged under time pressure, often by someone in
emotional distress, without comparison and without the parent's stated preferences guiding decisions, are consistently
higher and more likely to include services that were not needed. This is a planning task that saves money when done in
advance and costs money when deferred.



F U N E R A L  P L A N N I N G  F I L E  —  W H AT  T O  A S S E M B L E

1 Document stated preferences. Burial or cremation. Preferred location. Religious or cultural practices. Specific
wishes about the service or memorial. Record even partial or informal expressions of preference — "she always said
she wanted to be buried near her parents" matters.

2 Check for prepaid arrangements. Some parents have pre-paid funeral plans that the family has never seen or
does not know the details of. Search insurance files, safe deposit boxes, and financial records.

3 Identify provider contacts. Name, address, and phone of preferred funeral home or cremation provider. Record
the contact even if arrangements are not pre-paid.

4 Assemble identity documents. Birth certificate, Social Security card, marriage certificate if applicable, military
discharge papers (DD-214) if applicable, government-issued photo ID.

5 Stage supporting documents together. Life insurance policy information, Medicare card, other insurance
cards. The first hours after death involve several contact calls that require this information.

6 Mark unresolved items clearly. "Not known" or "not confirmed" is better than a gap that turns into a mistaken
assumption under pressure.

FUNERAL PLANNING FILE — ITEMS AND STATUS

Item Status Location

Burial or cremation preference documented

Preferred funeral home or cremation provider

Prepaid arrangement records (if any)

Birth certificate

Social Security card

Marriage certificate (if applicable)

Military discharge papers (DD-214) if applicable

Life insurance policy information

Medicare card / health insurance card

Religious or cultural preferences documented

Service wishes documented (formal service, memorial, graveside)

S E C T I O N  E

Veteran Burial Benefits — Verify Early, Not After Death

If the parent has military service history, veteran burial benefit screening should happen before death. Families regularly
wait too long and then find themselves searching for discharge documents, branch information, and service dates under
acute pressure — when they also have dozens of other immediate tasks. That pressure is entirely avoidable.



"He was in the Army" is not the same as having the records needed to support a burial benefit application. The discharge
papers (DD-214 or equivalent) need to be located and staged with the funeral-planning file before they are urgently needed.
A certificate of service, old letters, VA correspondence, pension paperwork, or medals can help confirm service history if
official papers are missing — but the formal documentation path is easier to pursue while there is time.

VETERAN BURIAL BENEFITS — COMMON BENEFITS AND ELIGIBILITY NOTES

Benefit What It Provides Eligibility Notes

Burial in a national
cemetery

Grave site at no cost in a VA national or state
veterans cemetery

Honorably discharged veterans; spouses and
dependents may also qualify

Headstone or grave
marker

Provided at no cost for eligible veterans —
design options available

Application required; typically handled through
funeral home

Burial flag United States flag for draping the casket or
urn at no cost

Available to eligible veterans; application through
funeral home

Presidential
memorial
certificate

Certificate signed by the President of the
United States honoring service

Available to next of kin and loved ones of honorably
discharged veterans

Burial allowance Partial reimbursement of burial expenses in
certain cases

Conditions apply — typically if veteran was receiving
VA benefits or died under VA care

Military funeral
honors

Ceremonial burial honors including folding
and presenting of the flag

Available to eligible veterans; request through funeral
home

V E T E R A N  S C R E E N I N G  P R O C E S S

1 Confirm veteran status from records: locate discharge papers (DD-214), service records, prior VA correspondence,
VA ID, or any service-related documentation

2 Create a veteran records folder and keep it with the funeral planning file — not scattered in separate locations

3 If DD-214 is missing, request it through the National Archives eVetRecs system — this takes time, so start early

4 Record service basics if known: branch, service dates, rank, discharge type, and documentation status

5 Assign responsibility for follow-up — do not leave this as a shared intention with no named owner

6 Notify the funeral home at time of death that the parent was a veteran — they can coordinate several benefits
administratively

S E C T I O N  F

Death Notification — A Workflow, Not a Phone Call

Death notification is a workflow with multiple categories and multiple owners — not a single phone call that one family
member handles. Families often know abstractly that "many people need to be notified" but have not mapped who, in what
order, with what information, and who is responsible for each category.



A usable notification plan separates personal contacts from operational contacts. Family and close friends are one category.
Providers, insurers, financial institutions, government-related contacts, pension administrators, utilities, subscription
services, and employers are another. The plan should also assign ownership by category. Otherwise multiple relatives make
overlapping calls to some contacts while entire categories get missed.

DEATH NOTIFICATION CATEGORIES — EXAMPLES AND WHY EACH GETS MISSED

Category Examples Why It Gets Missed

Immediate family Children, spouse, close relatives Assumption that "someone already called them"

Healthcare contacts Primary physician, specialists, hospice,
facility

Family assumes facility handles all provider
contacts

Financial contacts Banks, lenders, investments, pension
administrators

Account information is incomplete or scattered

Insurance contacts Life, health, LTC, home, auto Policy numbers not staged in advance

Government-related
contacts

Benefit agencies, identity-linked contacts Family does not know the required order or
information

Service providers Utilities, phone, subscriptions, home
monitoring

Low-visibility accounts continue charging

Community / logistics Landlord, clergy, employer, property vendors Practical contacts not included in the plan

D E AT H  N O T I F I C AT I O N  P L A N N I N G  P R O C E S S

1 Build a master notification list now: name, category, phone number, account or policy number if relevant, and any
notes about timing or order

2 Assign responsibility by category: one named owner per category prevents both overlap and gaps

3 Prepare a document packet: identity records, policy numbers, provider list, veteran records if applicable — staged
together and accessible immediately

4 Set the call order: immediate personal contacts first, then operational contacts in a structured sequence

5 Create a tracking log for each contact: date called, person reached, reference number given, and any follow-up
required

6 Review the notification list periodically: update phone numbers, closed accounts, or changed contacts — an outdated
list creates real-time friction at the wrong moment



C O M M O N  D E AT H  N O T I F I C AT I O N  FA I L U R E S

No list prepared in advance — contacts assembled from memory during grief

Multiple family members duplicating the same calls while other categories are missed entirely

Financial or insurance contacts missed because policy numbers were never staged

No call log created — no record of who was notified or what follow-up was promised

Service providers continue running (subscriptions, utilities) because no one thought to include them

Assuming the hospice team or facility handled more of the notification than they actually did

S E C T I O N  G

Role Assignment at End of Life

End-of-life logistics fail fast when responsibilities are fuzzy. One person should own hospice coordination. One person
should own funeral-contact coordination. One person should own notification tracking. One person should own document
retrieval. These roles can overlap, but they should not be left vague — and they should be assigned before the moment of
need, not improvised after.

Assigning roles in advance also reduces conflict. When responsibilities are pre-assigned and documented, there is less
room for people to feel bypassed or for critical tasks to fall into the gap between everyone's assumptions about who was
handling it.

END-OF-LIFE ROLES — RESPONSIBILITY AND SCOPE

Role Responsibilities Named
Owner Backup

Hospice Liaison Primary contact with hospice team; coordinates visits, medications, and
equipment needs; escalates symptom concerns

Primary Family
Communicator

Updates family members; manages information flow; distributes
summaries; fields family questions

Funeral and Cemetery
Contact Lead

Contacts funeral provider; coordinates preferences; tracks arrangements;
manages veteran benefit paperwork

Death Notification
Lead

Owns notification list; assigns category owners; tracks completion; manages
the document packet

Document and
Records Manager

Locates and stages identity documents, policy information, and veteran
records; manages the end-of-life packet

Financial and Estate
Coordinator

Works with attorney or executor on estate matters; closes accounts;
coordinates benefit stoppage

S E C T I O N  H

Master End-of-Life Planning Workflow



End-of-life planning is not a single task or conversation. It is a series of preparation activities spread across time. Families
that complete these steps in advance — not all at once, but steadily — remove most of the improvisation from one of the
hardest periods of family life.

M A S T E R  E N D - O F - L I F E  P L A N N I N G  S E Q U E N C E

1 Begin learning the hospice system before crisis. Understand how hospice is initiated, what it provides, and
what it does not provide. Tour or contact a local hospice program. This knowledge costs nothing and is immediately
useful when needed.

2 Clarify the difference between palliative care and hospice. Understand when each applies and what the
family's goals of care are — before a physician is waiting for an answer in a hospital hallway.

3 Prepare a hospice records packet. Diagnosis summary, medication list, provider contacts, advance directive
documents, and insurance information — staged together and accessible.

4 Build the funeral planning file. Document preferences, check for prepaid arrangements, identify provider
contacts, and stage identity documents — before they are urgently needed.

5 Screen for veteran burial benefits early. Locate discharge papers. Confirm service history. Assign follow-up
responsibility if documentation is incomplete.

6 Build the death notification list with category owners. Do not rely on memory or collective good intentions.
Assign, write it down, and keep it updated.

7 Assemble the end-of-life document packet. Identity records, policy numbers, provider contacts, veteran
records, advance directives — all in one accessible location.

8 Assign end-of-life roles. Name the hospice liaison, the family communicator, the funeral contact lead, and the
notification lead before they are needed.

9 Review the plan after any major decline or care-goal shift. Plans built during stable periods may need
updating when the situation changes.

10 Execute with structure. When the time comes, use the list, the assigned roles, and the document packet. The
preparation exists so that execution can be structured rather than improvised.

W A R N I N G  S I G N S  —  E N D - O F - L I F E  P L A N N I N G  G A P S

No hospice-readiness conversation has occurred despite visible decline indicators

Family is waiting for a "right time" to build the funeral planning file

No burial or cremation preference is documented — family members have different assumptions

Veteran status is known but discharge papers have not been located

Death notification list has never been assembled

Identity documents (birth certificate, SS card) have not been located and staged

End-of-life roles have not been assigned — coordination will improvise under grief

S E C T I O N  I



After-Death Administrative Tasks — The First Thirty Days

The period immediately following a parent's death requires a specific and time-bound set of administrative tasks. These
tasks need to happen even while the family is grieving, and many of them have explicit deadlines. Families who have not
mapped them in advance often discover them in a disorganized and stressful sequence — receiving bills, notices, and
requests from institutions while still in the acute phase of grief.

The purpose of mapping these tasks in advance is not to minimize the emotional experience — it is to ensure the practical
work is handled correctly so the family can give grief the space it deserves once the administrative load is under control.
Many tasks can be delegated once the map exists; the lead caregiver does not have to handle everything alone.

First 30 Days — Priority Administrative Tasks
Death certificates: order 10 to 15 certified copies — more than you think you'll need. Banks, insurers, pension
administrators, and courts all require originals or certified copies
Notify Social Security immediately: Social Security pays benefits in the month before death — the payment received
in the month of death must often be returned; failure to notify promptly creates an overpayment obligation
Notify Medicare and insurance carriers: health insurance, Medicare supplemental, and long-term care policies must
be notified to stop premiums and begin any applicable claim processes
Freeze and review financial accounts: notify primary banks and investment institutions; identify accounts with
beneficiary designations that will transfer outside the estate; identify accounts requiring probate
Locate and file the will: the original will must typically be filed with the probate court — copies are not sufficient;
confirm location and file promptly
Notify pension and retirement administrators: pension payments may have survivor benefit options with defined
claim windows; retirement account beneficiary designations should be confirmed and claims initiated
Cancel recurring obligations: subscriptions, club memberships, automatic payments, and insurance policies that
should not continue must be cancelled to prevent unnecessary charges to the estate
Notify the VA if applicable: veteran burial benefits and survivor benefits must be claimed; contact the regional VA
office with the death certificate and discharge documentation



F I R S T  3 0  D AY S  A D M I N I S T R AT I V E  S E Q U E N C E

1 Order 10 to 15 certified death certificates from the funeral home or vital records office on day one — these will be
needed before many tasks can proceed

2 Notify Social Security by phone within the week — do not wait for a written notice; the funeral home may handle this
but confirm it has been done

3 Contact the estate attorney with the original will — determine whether probate is required and initiate the process if
so

4 Notify primary bank and investment accounts, confirm beneficiary designation accounts, and freeze joint accounts
pending legal review

5 Notify life insurance carriers with certified death certificates — most policies have a defined claim period and begin
processing upon receipt of documentation

6 Contact pension administrators and retirement account custodians — confirm survivor benefit options and initiate
any rollover or distribution processes required

7 Review and cancel all recurring charges — go through at least six months of bank and credit card statements to find
subscriptions and automatic payments

8 Forward mail and set up notification at the parent's address if the household is being closed — important notices will
continue to arrive for months

A F T E R - D E AT H  A D M I N I S T R AT I V E  M I S TA K E S  T O  AV O I D

Ordering too few death certificates — many administrative tasks stall while waiting for more; ordering extra initially is
far less disruptive than waiting for additional copies later

Assuming the funeral home handled Social Security notification — confirm directly that notification was made and
record the date

Depositing or spending any funds before confirming account ownership status and beneficiary designations — this can
create estate liability

Missing pension survivor benefit election windows — these windows are often short and benefit options are lost if not
elected in time

Closing the parent's primary bank account immediately — estate expenses and final bills will continue to arrive for
months; a transitional account helps manage this

S E C T I O N  J

Caregiver Recovery — Recognizing Burnout and the Transition Out of the Role

Caregiver burnout is not a character weakness — it is a predictable outcome of sustained high-demand caregiving without
adequate support. Recognizing it early and responding deliberately is part of responsible care management. A caregiver
who is burned out, isolated, or experiencing their own health decline cannot maintain care quality for the parent and is
simultaneously at elevated personal health risk.

The transition out of active caregiving — whether through the parent's death, placement in a facility, or transfer of primary



responsibility — is itself a significant life event that is frequently underestimated. Caregivers who have organized their lives
around a parent's needs for months or years may find the aftermath disorienting, even when it was anticipated. The
support structures that were in place during active caregiving often disappear at exactly the moment when the caregiver
most needs them.

Burnout Recognition — Warning Signs That Need Response
Physical warning signs: persistent exhaustion that sleep does not resolve, frequent illness, disrupted appetite or sleep
patterns, new or worsening health conditions triggered by caregiving stress
Emotional warning signs: growing resentment toward the parent or other family members, emotional numbness, loss
of ability to feel satisfaction in areas of life outside caregiving, intrusive anger or guilt
Behavioral warning signs: withdrawal from friendships, social isolation, skipping the caregiver's own physician visits,
substance use increase, decision-making paralysis
Role boundary erosion: the caregiver's own life has become structurally organized around the parent's needs to a
degree that leaves no independent identity or time — the caregiver has no activities or relationships outside the role
Quality of care signals: increasing difficulty maintaining patience, patience failures that feel alarming, making care
decisions that cut corners due to fatigue rather than judgment

C A R E G I V E R  R E C O V E R Y  A N D  T R A N S I T I O N  P R O C E S S

1 Name the burnout if it is present. Identifying it honestly is the starting point — reframing it as "just stress" or "what I
signed up for" prevents useful response

2 Identify what support is immediately available — respite care, expanded family participation, professional care
management, or reduction of non-essential caregiving tasks the caregiver has taken on informally

3 Schedule a caregiver's own physician appointment — physical burnout symptoms should be evaluated, not managed
silently

4 Contact a caregiver support organization — AARP, the Family Caregiver Alliance, and local Area Agency on Aging all
provide resources specifically for caregiver recovery and support

5 After the parent's death or transition to facility care, allow a structured period for the transition — do not
immediately fill all available time with obligations; the adjustment is real and takes time

6 Rebuild connections that were reduced during caregiving — relationships, activities, and personal routines that were
compressed during the caregiving period need active attention to restore

S E C T I O N  K

Memorial and Legacy Planning — Honoring the Parent's Life and Wishes

Memorial planning encompasses both the practical logistics of a funeral or memorial service and the broader question of
how the parent's life and legacy will be remembered by family and community. Families who have documented the parent's
preferences in advance — regarding the type of service, the disposition of remains, the participants, and the elements of the
service — are able to honor those wishes even in the disoriented state that follows a death. Families who face these
decisions without any prior documentation make them under grief, with compressed timeframes, and with the potential for
family disagreement on each element.



Funeral or memorial preferences vary widely and reflect cultural, religious, and personal values that are deeply individual.
The caregiver's role is not to impose preferences but to elicit and document the parent's own wishes during a period when
the conversation is possible — and to ensure those wishes are known to the family members who will carry them out. An
undiscovered wish after death is a permanent loss; a documented wish made known in advance is a gift to the family and to
the parent's memory.

Legacy planning extends beyond the memorial service. It encompasses the documentation and preservation of the parent's
personal history — their stories, their contributions, the values and experiences they want the family to remember. This
may include recorded conversations, written memoirs, letters to grandchildren, a family history document, or a
philanthropic contribution reflecting the parent's values. Families who engage in legacy planning while the parent is still
present often describe it as one of the most meaningful elements of the caregiving period.

M E M O R I A L  A N D  L E G A C Y  P L A N N I N G  P R O C E S S

1 Document the parent's preferences for final arrangements: burial versus cremation, religious or secular service,
specific elements the parent wants included or excluded, location, and participants

2 Confirm whether pre-paid funeral arrangements have been made — if so, locate the contract, confirm the provider is
still operating, and share the contract location with the executor and family

3 Record the parent's own story — through recorded conversations, written memories, or family letters — while the
opportunity exists. This is often the element families most regret not doing

4 Discuss obituary preferences with the parent — key life events, affiliations, survivors, and how they want to be
described publicly

5 Identify any charitable contributions or philanthropic wishes the parent wants reflected in their memorial — many
families direct donations in lieu of flowers to an organization the parent valued

6 Store all documented preferences in the End-of-Life Document Packet (Section A) and confirm the executor knows
where to find them

C H E C K L I S T S

Chapter 13 Checklists

HOSPICE PREPARATION FUNERAL AND NOTIFICATION

Hospice discussed with physician or care team☐

Likely hospice care location identified☐

Core medical records accessible☐

Directive documents available (POA, DNR, POLST)☐

Caregiver capacity reviewed for home hospice☐

Hospice contact information recorded☐

Family understands hospice visit model (not 24-hour
care)

☐

Burial or cremation preference documented if known☐

Prepaid arrangement records searched☐

Funeral / cemetery contacts recorded if known☐

Key identity documents located☐

Veteran burial benefits screened if applicable☐

Death notification list assembled with category owners☐

End-of-life roles assigned☐

End-of-life document packet staged together☐



C H A P T E R  1 3  ·  W O R K S H E E T  1  COMPLETE BEFORE CRISIS

Treatment Preferences and Comfort Priorities
Document the parent's known preferences for end-of-life care — goals, limits, and specific comfort priorities. Complete while
the parent can participate. These notes support the advance directive and guide healthcare proxy decisions; they are not a
legal document.

Part A — Goals of Care

TOPIC PARENT'S EXPRESSED PREFERENCE HOW
EXPRESSED
(VERBAL /
WRITTEN /
OTHER)

Overall care goal (comfort /
function / longevity)

Preferred care setting
(home / facility / hospital)

Resuscitation preference
(CPR)

Mechanical ventilation
preference

Tube feeding if unable to
eat

Hospitalization at end of
life

Pain and symptom
management priority

Presence of family at time
of death

Religious or spiritual
practices at end of life

Other important care
wishes:

Part B — Comfort Priorities

Record what the parent finds most important for comfort and quality of life — these guide decisions when clinical choices involve
tradeoffs.

Comfort Area Parent's Expressed Priority or Preference Priority Level
(High / Med / Low)

Pain management



Mental alertness vs.
sedation

Ability to communicate

Familiar environment
(home)

Familiar people present

Privacy and dignity

Spiritual / religious
observance

Music, reading, or other
comfort

Other:

Healthcare proxy agent briefed on these preferences: Date:

Physician discussed these preferences (date):

Worksheet completed by / date:



C H A P T E R  1 3  ·  W O R K S H E E T  2  COMPLETE EARLY

Hospice Preparation Summary
Track hospice readiness across key areas — status, contact, and outstanding items. Review after any significant decline or
care-goal shift.

Topic / Item Current Status Contact / Source Notes / Outstanding Items

Physician / care team discussion completed

Likely hospice care location identified

Core medical records gathered and accessible

Directive packet ready (POA, DNR, POLST)

Caregiver availability and capacity reviewed

Hospice agency / coordinator identified

Family understands hospice visit model

Comfort medication plan discussed

Equipment and supply needs reviewed

Hospice benefit and coverage structure reviewed



C H A P T E R  1 3  ·  W O R K S H E E T  2  COMPLETE BEFORE CRISIS

Funeral Planning Worksheet
Document preferences, provider contacts, prepaid arrangements, and unresolved items. Mark unresolved items explicitly —
do not substitute assumptions for missing information.

CATEGORY CURRENT DECISION / INFORMATION VERIFIED? NOTES

Burial or cremation
preference

Service type preference

Service location / setting

Prepaid arrangement
exists?

Funeral home / provider
contact

Cemetery / cremation
provider contact

Budget notes

Birth certificate / ID
located

Marriage / divorce records
located

Obituary / notice
preferences

Transportation needs

Veteran records (if
applicable)

Unresolved items (list
explicitly)

N/A



C H A P T E R  1 3  ·  W O R K S H E E T  3  COMPLETE BEFORE CRISIS

Death Notification List
Assign every notification category to an owner — with contact info, priority, and tracking. Review periodically to confirm
numbers and accounts are current.

# Name / Institution Category Phone Account / Policy # Assigned To Date Notified Follow-Up

1
Immediate
family

2
Immediate
family

3
Immediate
family

4
Physician /
care

5
Physician /
care

6 Financial

7 Financial

8 Life insurance

9 LTC insurance

10
Social Security
Administration Government

11 Government

12 Utilities

13 Subscription

14 Subscription

15 Community



C H A P T E R  1 3  ·  W O R K S H E E T  4  COMPLETE BEFORE CRISIS

End-of-Life Document Packet Checklist
Verify every document needed for hospice, funeral, benefits, and estate — located and staged together in one accessible
location.

DOCUMENT LOCATED? STORAGE LOCATION NOTES

Birth certificate / government-
issued ID

☐ Yes

Social Security card ☐ Yes

Marriage certificate (if applicable) ☐ Yes

Divorce decree (if applicable) ☐ Yes

Advance directive / living will ☐ Yes

Medical power of attorney ☐ Yes

DNR order (if applicable) ☐ Yes

POLST or portable medical order
(if applicable)

☐ Yes

Life insurance policy information ☐ Yes

Long-term care insurance policy
information

☐ Yes

Health insurance / Medicare card ☐ Yes

Military service papers / DD-214 (if
applicable)

☐ Yes

Prepaid funeral / burial records (if
any)

☐ Yes

Provider contact list ☐ Yes

Financial account summary ☐ Yes

Will or trust summary (if
applicable)

☐ Yes

Packet storage location:

Person who knows where to find it:

Packet last reviewed / updated:




