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Introduction: When Distance Meets 
Dementia

T he phone call you never wanted to receive has come. Maybe it 
was your parent's doctor, or a worried sibling, or your mother 

herself, her voice uncertain in a way you have not heard before. The 
word "dementia" has entered your family's life, and nothing feels quite 
the same.

If you are reading this book, you are probably managing something 
that no one adequately prepares you for: trying to care for a parent 
with dementia while living miles, sometimes hundreds of miles, away. 
You may be juggling a career, a spouse, children of your own, and a 
mortgage, while simultaneously worrying about whether your parent 
remembered to eat breakfast or turned the stove oN before bed. You 
feel pulled in directions that seem impossible to reconcile, and the 
guilt, the fear, and the helplessness can be overwhelming.

You are not alone in this. Dot by a long shot.

The Growing Dementia Epidemic

5ementia is one of the dexning health crises of our time. More than 
22 million people worldwide are currently living with some form of 
dementia, and that number is e0pected to nearly triple by US2S. In the 
6nited 9tates alone, appro0imately A.H million Kmericans over the age 
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of A2 have Kl?heimer's disease, the most common form of dementia. 
Bvery A2 seconds, someone in Kmerica develops the disease. These 
are staggering numbers, and behind every one of them is a family 
grappling with fear, uncertainty, and the very real question: what do 
we do now-

Medical advances have e0tended life e0pectancy dramatically over 
the past century. zur parents' generation often lives well into their 
eighties and nineties. This is a gift, of course. Wut longer lives also mean 
more years in which ageFrelated diseases like dementia can develop. 
Ghat was once a condition that relatively few families confronted is 
now, statistically, something that touches nearly every e0tended family 
in Kmerica.

Knd yet our social structures, our workplaces, our healthcare sysF
tems, and even our family e0pectations have not fully caught up to this 
reality. Most of us were never taught what dementia actually looks like, 
how it progresses, what it demands of the people who love someone 
living with it, or how to manage any of this from a distance.

Why Long-Distance Caregiving Is Becoming More 
Common

1or much of human history, families lived close together. CrandparF
ents were neighbors. Kunts and uncles were a short walk away. Ghen 
someone became ill or needed help, the community gathered around 
them naturally.

That world is largely gone. zver the past several decades, KmeriF
can families have spread out dramatically, following jobs, education, 
opportunities, and relationships across state lines and time ?ones. 
The adult child who lives within twenty miles of an aging parent is 
increasingly the e0ception, not the rule. 9tudies suggest that roughly 
R2 percent of all family caregivers in the 6nited 9tates live more than 
an hour away from the person they are caring for. That represents 
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millions of people doing something genuinely diPcult: managing a 
comple0, emotionally charged caregiving role without the ability to 
simply drop by.

EongFdistance caregiving comes with its own particular weight. 
There is the constant lowFlevel an0iety of not being able to see for 
yourself whether things are okay. There is the helplessness of not being 
there when something goes wrong. There is the guilt that surfaces 
every time you enjoy a regular evening at home while your parent 
is alone hundreds of miles away. Knd there is the enormous logistiF
cal challenge of coordinating care, managing medical appointments, 
monitoring safety, and communicating with a whole cast of doctors, 
neighbors, and hired helpers from afar.

This book was written for you. Dot for the caregiver who lives ne0t 
door and can check in every afternoon. 1or you, the one doing this 
from a distance, with love and limited time and probably more worry 
than you let on to most people in your life.

The Emotional Impact of a Parent's Diagnosis

Wefore we get into practical strategies, we want to acknowledge someF
thing important: receiving a parent's dementia diagnosis is a profound 
loss. Dot the loss of life, at least not yet, but something that can feel 
almost as disorienting. You are losing, gradually and then increasingly 
rapidly, the person you have known your whole life. The parent who 
knew everything, who you called when you needed advice, who reF
membered the details of your childhood that even you have forgotten. 
5ementia does not just take memories. It changes personalities. It 
reshapes relationships. It asks you to grieve someone who is still very 
much alive.

This is called anticipatory grief, and it is real, and it is hard, and 
you do not have to pretend otherwise. Many longFdistance caregivers 
describe a kind of chronic sorrow that runs beneath the surface of daily 
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life, surfacing at une0pected moments, sometimes intensifying after a 
visit and sometimes after a phone call where your parent sounds conF
fused in a new way. You might feel angry. You might feel guilty about 
feeling angry. You might cycle through denial, bargaining, sadness, and 
e0hausted acceptance, sometimes all within the same week.

Ge will return to your emotional e0perience throughout this book, 
because taking care of yourself is not a lu0ury. It is a prerequisite for 
taking care of your parent. 1or now, simply know that whatever you 
are feeling is valid, and this book holds space for all of it.

Common Mistakes Families Make Early On

Ghen dementia enters a family, the early weeks and months are often 
chaotic. 5ecisions get made quickly, out of fear or confusion, without 
full information. The same mistakes come up again and again, not 
because families are careless, but because no one told them what to 
watch out for.

zne of the most common early mistakes is waiting too long to act 
on legal and xnancial planning. 5ementia progresses, and the window 
during which your parent can legally participate in decisions about 
their own future, signing a power of attorney, naming a healthcare 
pro0y, updating their will, is timeFlimited. 1amilies who delay often 
xnd themselves in far more complicated and e0pensive situations later.

Knother frequent mistake is underestimating the pace of change. 
5ementia does not follow a predictable schedule. K parent who seems 
to be managing reasonably well in Canuary may need signixcantly 
more support by summer. Dlanning only for today's level of need, 
rather than thinking ahead to what the ne0t stage will require, leaves 
families scrambling from one crisis to the ne0t.

Isolation is another pitfall. 9ome families try to manage everything 
themselves, out of privacy, pride, or a genuine belief that they can 
handle it. The truth is that no family does this well entirely alone. 
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Wuilding a support network, both professional and informal, early in 
the process is one of the most protective things you can do for your 
parent and for yourself.

Knd perhaps most painfully, families frequently avoid diPcult 
conversations because those conversations are hard. Talking to your 
parent about their diagnosis, their fears, their wishes for the future, 
stopping driving, moving out of the family home, endFofFlife preferF
ences. These conversations feel impossible, and so they get postponed, 
sometimes until they can no longer happen at all.

This book will help you navigate all of these challenges with more 
information, more preparation, and more conxdence than most famF
ilies have when they start this journey.

How to Use This Book as a Practical Roadmap

The EongF5istance 5ementia Varegiver is organi?ed to follow the arc 
of a caregiving journey, from the initial shock of diagnosis through 
the later stages of the disease and eventually into bereavement and 
life afterward. You do not need to read it cover to cover right now. If 
you are in the middle of a crisis, go to the chapter that speaks most 
directly to what you are facing. If you are in the early stages and want 
to prepare, start from the beginning and take notes.

Bach chapter combines practical information with realFworld 
strategies you can implement even from a distance. You will xnd guidF
ance on managing medical care, navigating legal and xnancial planF
ning, working with professional caregivers, handling family conEict, 
and protecting your own wellbeing throughout.

Throughout these pages, we will be direct with you, because you 
deserve honesty, not false reassurance. This journey is hard. There 
will be moments when you do everything right and things still go 
wrong. There will be decisions you have to make with incomplete 
information. There will be grief.
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Wut there will also be moments of une0pected connection. zf 
grace. zf knowing that you showed up for someone who needed you, 
even from across a distance. Many caregivers, looking back, describe 
this time as one of the most meaningful of their lives, even as it was 
one of the most diPcult.

You cannot do this perfectly. Wut you can do it well. Knd you do 
not have to xgure it out alone. Eet's begin.



Chapter 1: Understanding Dementia 
and What Lies Ahead

B efore you can etecivlesy care for moweone hvid ,ewenivag you 
nee, io un,ermian, hdai you are aciuassy ,easvn. hvidN boi vn a 

csvnvcasg ,eiacde, hayg pui vn a kracivcasg duwan hay idai deskm you 
waTe menme of hdai you are meevn.g anivcvkaie hdai vm cowvn.g an, 
remkon, hvid poid cowkeience an, cowkammvonN

xdvm cdakier hvss .vle you a mosv, foun,aivon vn hdai ,eweniva vmg 
doh ,vtereni iykem pedaleg hdai ide mia.em sooT svTeg an, hdai Tvn,m 
of cdan.em you can e"keci your kareni io e"kervence oler ivweN bone 
of idvm vm eamy io rea,N Bui Tnohvn. ide ierravn waTem you a peiier 
.uv,eN

1.1 What Dementia Really Means

xde hor, -,eweniva- .eim ume, soomesy vn elery,ay conlermaivong ofI
ien am a mynonyw for for.eifusnemm or confumvon vn os,er a,usimN Bui 
,eweniva vm noi a mvn.se ,vmeameN Di vm an uwpressa ierw ,emcrvpvn. a 
.rouk of mywkiowm melere enou.d io vnierfere hvid ,avsy svfeg caume, 
py ,awa.e io pravn cessmN

xdai ,vmivncivon waiiermN Weweniva vm noi norwas a.vn.N Di vm irue 
idai am he .ei os,erg our pravnm cdan.eN Ye way iaTe son.er io recass a 
nawe or nee, a woweni io rewewper hdere he mei ide TeymN xdvm Tvn, 
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of wvs,g occamvonas for.eifusnemm vm a norwas kari of a.vn.N Weweniva vm 
moweidvn. :uasviaivlesy ,vtereni' vi vm kro.remmvleg vi vm mv.nvjcanig an, 
vi vnierferem hvid a kermonCm apvsviy io funcivon vn idevr ,avsy svfeN

Yden pravn cessm are ,awa.e, or ,veg idey can no son.er cowI
wunvcaie krokersy hvid eacd oiderN Wvtereni karim of ide pravn are 
remkonmvpse for ,vtereni funcivonmg vncsu,vn. weworyg san.ua.eg reaI
monvn.g Mu,.wenig an, kermonasviyN Weken,vn. on hdvcd aream of ide 
pravn are atecie,g an, dohg ide mywkiowm of ,eweniva can sooT lery 
,vtereni frow one kermon io ide ne"iN xdvm vm one reamon ,eweniva can 
pe mo confumvn. for fawvsvemN xho keokse hvid ide mawe ,va.nomvm can 
kremeni lery ,vterenisyN

;owwon wvmconcekivonm apoun,N Sany keokse pesvele idai ,eI
weniva onsy atecim weworyg pui vn faci vi can mv.nvjcanisy vwkavr 
Mu,.wenig san.ua.eg ide apvsviy io ksan an, me:uence iamTmg mkaivas 
aharenemmg kermonasviyg an, pedalvorN Liderm pesvele idai ,eweniva vm 
vnelviapse hvid a.eg hdvcd vm noi irueU ide waMorviy of os,er a,usim 
,o noi ,elesok ,ewenivaN Eivss oiderm ammuwe idai a ,eweniva ,vI
a.nomvm weanm a rakv, ,ecsvne io ioias ,eken,enceg hden vn reasviy 
wany keokse svle hvid earsyImia.e ,eweniva for yearm hdvse wavniavnvn. 
mv.nvjcani :uasviy of svfeN

Gn,ermian,vn. hdai ,eweniva aciuassy vm an, vm noi hvss desk you 
dale csearer conlermaivonm hvid your kareniCm ,ociormg waTe wore vnI
forwe, ,ecvmvonmg an, casvpraie your e"keciaivonm vn a hay idai merlem 
eleryone peiierN

1.2 Types of Dementia

xdere are meleras ,vmivnci iykem of ,ewenivag eacd hvid vim ohn kaiiern 
of kro.remmvon an, vim ohn karivcusar cdassen.emN Onohvn. hdvcd iyke 
your kareni dam peen ,va.nome, hvid vm vwkoriani pecaume vi mdakem 
hdai you can e"keci an, hdai Tvn,m of care an, mukkori hvss pe womi 
deskfusN
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Ks0devwerCm ,vmeame vm py far ide womi cowwon forwg accounivn. 
for rou.dsy PF io qF kerceni of ,eweniva camemN Di vm cdaracierv0e, py 
ide puvs,uk of apnorwas kroievn ,ekomvim vn ide pravng casse, ksa:uem 
an, ian.semg idai ,vmruki norwas cess funcivon an, eleniuassy caume 
cess ,eaidN Ks0devwerCm iykvcassy pe.vnm hvid mupise wewory kropsewmg 
karivcusarsy ,v(cusiy forwvn. neh weworvemg an, .ra,uassy kro.remmI
em io ateci san.ua.eg reamonvn.g an, usivwaiesy kdymvcas funcivonmN 
Di kro.remmem msohsyg ofien oler a kervo, of ev.di io ien yearm frow 
,va.nomvmg idou.d idvm larvem hv,esyN

zamcusar ,eweniva vm ide mecon, womi cowwon iykeg occurrvn. 
hden re,uce, psoo, )oh io ide pravn ,awa.em pravn ivmmueN Di ofien 
fossohm a miroTe or mervem of mwass miroTemg idou.d vi can asmo remusi frow 
oider con,vivonm idai ateci psoo, lemmesmN GnsvTe Ks0devwerCmg lamcusar 
,eweniva way kro.remm vn a wore miekhvme famdvong hvid kervo,m of 
resaivle miapvsviy fossohe, py mu,,en ,ecsvnemN Eywkiowm ofien vncsu,e 
kropsewm hvid krocemmvn. mkee,g aiienivong an, e"ecuivle funcivong 
moweivwem hvid wewory semm meleresy atecie, vn ide earsy mia.emN

8ehy po,y ,eweniva vm caume, py apnorwas ,ekomvim of a kroI
ievn casse, askdaImynucsevn vn ide pravnN Di mdarem feaiurem hvid poid 
Ks0devwerCm an, 1arTvnmonCm ,vmeame an, vm cdaracierv0e, py )uciuI
aivn. aserinemm an, aiienivong hessIforwe, lvmuas dassucvnaivonmg an, 
woleweni kropsewm mvwvsar io 1arTvnmonCmN 1eokse hvid 8ehy po,y 
,eweniva can dale kronounce, ,ayIioI,ay an, elen dourIioIdour 
larvaivonm vn idevr co.nvivle funcivong hdvcd can pe pehvs,ervn. for 
fawvsvemN xdey are asmo karivcusarsy menmvivle io ceriavn we,vcaivonmg 
vncsu,vn. wany anivkmycdoivc ,ru.mg hdvcd waTem carefus we,vcas 
wana.eweni emkecvassy vwkorianiN

Jronioiewkoras ,eweniva 2ofien casse, JxW3 atecim ide fronias 
an, iewkoras sopem of ide pravng ide aream remkonmvpse for kermonasviyg 
pedalvorg an, san.ua.eN Di ien,m io occur ai youn.er a.em idan oider 
forwm of ,ewenivag moweivwem atecivn. keokse vn idevr jfivem or mv"I
ivemN xde earsy mywkiowm are ofien pedalvoras raider idan co.nvivle' 



HN AKOL84F

,rawaivc kermonasviy cdan.emg somm of mocvas vndvpvivonmg vwkusmvle or 
vnakkrokrvaie pedalvorg or a mirvTvn. somm of ewkaidyN xdvm can pe 
karivcusarsy ,elamiaivn. for fawvsvemg hdo haicd moweone idey sole 
pedale vn haym idai meew cowkseiesy oui of cdaracierN

xdere are asmo oiderg semm cowwon forwm of ,ewenivag vncsu,vn. 
wv"e, ,eweniva 2hdere iho iykem coIoccurg ofien Ks0devwerCm an, 
lamcusar3g 1arTvnmonCm ,vmeame ,ewenivag an, ;reui0fes,iIDaTop ,vmI
eameg awon. oidermN Hour kareniCm we,vcas ieaw vm ide pemi mource of 
mkecvjc vnforwaivon apoui idevr ,va.nomvm an, hdai vi weanm for idevr 
karivcusar mviuaivonN

1.3 Stages of Dementia

Weweniva vm a kro.remmvle ,vmeameg weanvn. vi hormenm oler ivweN Ydvse 
elery kermonCm e"kervence vm unv:ueg womi forwm of ,eweniva fossoh a 
.eneras kaiiern of kro.remmvon idrou.d earsyg wv,,seg an, saie mia.emN 
Gn,ermian,vn. ideme mia.em deskm you ksan adea, an, waTe ,ecvmvonm 
pefore crvmem force your dan,N

Dn ide earsy mia.eg your kareni way mivss pe sar.esy vn,eken,eni an, 
apse io wana.e wany ,avsy iamTm on idevr ohnN Bui you way noivce 
cdan.em idai fees otN xdey way rekeai ide mawe :uemivon or miory 
wusivkse ivwem vn a conlermaivonN xdey way miru..se io jn, ide rv.di 
hor,N xdey way .ei confume, vn unfawvsvar enlvronwenimg or dale 
,v(cusiy wana.vn. cowkse" iamTm svTe jnancem or mcde,usvn.N xdey 
way meew wore hvid,rahn or an"voum idan umuasN xdvm mia.e vm ofien 
hden a ,va.nomvm vm wa,eg idou.d vi vm noi uncowwon for fawvsvem io 
dale noivce, moweidvn. ham ,vtereni for a year or iho pefore a forwas 
elasuaivon iooT ksaceN

Ki idvm mia.eg your kareni way pe :uvie ahare of ide cdan.em dakI
kenvn. io idewg hdvcd can pe frv.dienvn. an, ,ekremmvn.N Sany keoI
kse vn earsyImia.e ,eweniva e"kervence .rvef apoui idevr ohn co.nvivle 
sommemN xdvm vm an vwkoriani hvn,oh for dalvn. conlermaivonm apoui 
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idevr hvmdem an, lasuemg cowkseivn. se.as ,ocuwenimg an, vnloslvn. 
idew vn care ksannvn. ,ecvmvonm hdvse idey mivss dale ide cakacviy io 
karivcvkaie fussyN

xde wv,,se mia.e vm iykvcassy ide son.emi kdame of ,eweniva an, 
prvn.m vncreamvn. care nee,mN Sewory somm pecowem wore kronounce,N 
Hour kareni way noi conmvmienisy reco.nv0e fawvsvar facemg vncsu,vn. 
fawvsy wewpermN xdey way pecowe confume, apoui ivwe an, ksaceg 
noi Tnohvn. hdai ,ay or year vi vm or hdere idey areN xdey way nee, 
desk hvid ,avsy iamTm svTe ,remmvn.g paidvn.g an, weas krekaraivonN BeI
dalvoras an, kmycdoso.vcas mywkiowm of ,ewenivag moweivwem casse, 
B1EWg are cowwon ai idvm mia.e an, can vncsu,e a.viaivong an"veiyg 
,ekremmvong han,ervn.g mseek ,vmiurpancemg an, moweivwem a..remmvonN 
xdvm vm ofien ide womi ,ewan,vn. kervo, for care.vlermN

Dn ide saie mia.eg your kareni hvss re:uvre e"ienmvleg roun,IideIcsocT 
careN xdey way some ide apvsviy io cowwunvcaie lerpassyg idou.d idey 
way mivss remkon, io ioucdg wumvcg or fawvsvar lovcemN xdey hvss nee, 
ammvmiance hvid ass acivlvivem of ,avsy svlvn.N 1dymvcas cowksvcaivonm 
pecowe wore cowwong vncsu,vn. ,v(cusiy mhassohvn.g vncreame, 
mumcekivpvsviy io vnfecivonmg an, re,uce, wopvsviyN xde focum of care 
ofien mdvfim io cowfori an, :uasviy of svfe raider idan ireaiweni of 
ide un,ersyvn. ,vmeameN Aomkvce care pecowem akkrokrvaie for wany 
keokse vn ide saie mia.e of ,ewenivaN

1.4 Changes Families Can Expect

Weweniva cdan.em a kermonN boi Mumi idevr weworyg pui hdo idey are 
vn haym idai can pe ,eeksy ,vmorvenivn. for ide keokse hdo sole idewN 
Bevn. krekare, for ideme cdan.emg am wucd am anyone can pe krekare,g 
waTem idew msv.disy semm ,emiapvsv0vn. hden idey arrvleN

Sewory somm vm ide mywkiow womi keokse ammocvaie hvid ,ewenivag 
an, vi vm vn,ee, ceniras io womi forwm of ide ,vmeameN Bui vi vm horid unI
,ermian,vn. doh wewory somm aciuassy horTm vn ,ewenivag pecaume vi 
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vm noi ran,owN Dn Ks0devwerCm ,vmeameg for e"awkseg mdoriIierw wewI
ory vm iykvcassy atecie, pefore son.Iierw weworyN Hour kareni way 
noi rewewper ide conlermaivon you da, idvm wornvn. pui way recass 
vn lvlv, ,eiavs moweidvn. idai dakkene, foriy yearm a.oN xdvm vm noi 
mesecivleN Di vm doh ide ,vmeame horTmg ,awa.vn. ide pravnCm apvsviy io 
forw neh weworvem hdvse sealvn. os,erg ,eeksy enco,e, onem vniaci 
for son.erN

1ermonasviy cdan.em are awon. ide dar,emi idvn.m fawvsvem faceN 
Hour kareni way pecowe vrrviapseg mumkvcvoumg or an"voum vn haym idai 
fees cowkseiesy unsvTe idewN Eowe keokse pecowe wore hvid,rahn 
an, akaideivcN Liderm ,elesok pedalvorm idai fees ewparrammvn. or 
asarwvn.' waTvn. vnakkrokrvaie cowwenim vn kupsvcg accumvn. fawI
vsy wewperm or care.vlerm of mieasvn.g or pedalvn. a..remmvlesyN xdeme 
cdan.em are mywkiowm of ide ,vmeameg noi ,esvperaie cdovcemN Onohvn. 
idvm vniesseciuassy ,oem noi ashaym waTe vi ewoivonassy eamverg pui vi vm 
an vwkoriani frawe io dos, onioN

Bedalvoras mywkiowm can iaTe wany forwmN Eun,ohnvn.g hdere 
confumvon an, a.viaivon hormen vn ide saie afiernoon an, elenvn.g vm 
cowwon an, can pe karivcusarsy cdassen.vn. io wana.eN Yan,ervn.g 
or ide vwkusme io hasT or seale hvidoui a csear ,emivnaivong atecim a 
mv.nvjcani korivon of keokse hvid ,eweniva an, carrvem mervoum mafeiy 
rvmTmN Eseek ,vmiurpancem are e"irewesy cowwon an, can pe e"daumivn. 
for care.vlerm am hess am ide kermon hvid ,ewenivaN Gn,ermian,vn. 
idai ideme pedalvorm dale neuroso.vcas rooim an, remkon,vn. io idew 
hvid kaivence an, creaivle kropsewImoslvn.g raider idan ar.uweni or 
correcivong vm a mTvss idai care.vlerm .ra,uassy ,elesokN

;owwunvcaivon ,v(cusivem elosle am ,eweniva kro.remmemN Dn ide 
earsy mia.emg your kareni way miru..se io jn, ide rv.di hor, or some 
idevr iravn of idou.di wv,ImenienceN Km ide ,vmeame a,lancemg idey 
way dale vncreamvn. ,v(cusiy un,ermian,vn. hdai vm mav, io idewg 
way rekeai idewmeslem fre:uenisy hvidoui aharenemm of ,ovn. mog or 
way ume hor,m idai ,o noi :uvie waTe menmeN Dn saier mia.emg lerI
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pas cowwunvcaivon way pecowe lery svwvie,N 8earnvn. io conneci 
idrou.d nonlerpas weanmg idrou.d ioucdg wumvcg eye coniacig an, a 
casw kremenceg pecowem vncreamvn.sy vwkorianiN

1.5 Preparing for the Journey

Onohvn. hdai ,eweniva vm an, doh vi kro.remmem vm ide pe.vnnvn.N Bui 
Tnohse,.e asone ,oem noi krekare you for ide ewoivonas an, kracivcas 
reasviy of hdai svem adea,N xdai re:uvrem a ,vtereni Tvn, of krekaraivon' 
vniernas krekaraivonN

Lne of ide womi vwkoriani idvn.m you can ,o rv.di noh vm acceki 
unceriavniyN Weweniva ,oem noi fossoh a mcrvkiN Hour kareniCm e"keI
rvence hvss pe mdake, py ide mkecvjc iyke an, mia.e of idevr ,vmeameg 
idevr olerass deasidg idevr kermonasviyg idevr enlvronwenig ide :uasviy 
of idevr careg an, wany oider faciorm idai no one can fussy kre,vciN 
Jawvsvem hdo dos, on ioo iv.disy io mkecvjc ivwesvnem or e"kecie, 
ouicowem ofien jn, idewmeslem rekeaie,sy psvn,mv,e,N xdome hdo 
can dos, ide unceriavniy hvid a ,e.ree of )e"vpvsviyg waTvn. ide pemi 
,ecvmvonm kommvpse hvid ide vnforwaivon alavsapse an, iden a,Mumivn. 
am cvrcuwmiancem cdan.eg ien, io nalv.aie idvm Mourney hvid .reaier 
remvsvenceN

Eeiivn. reasvmivc e"keciaivonm vm csomesy resaie,N Hou hvss noi pe apse 
io j" idvmN Hou hvss noi pe apse io miok ide kro.remmvon of ide ,vmeameN 
Hou hvss noi pe apse io pe eleryhdere ai onceg io caicd elery kropI
sew pefore vi dakkenmg or io kroieci your kareni frow ass kavn an, 
,v(cusiyN Ydai you can ,o vm mdoh uk conmvmienisyg waTe idou.difus 
,ecvmvonmg a,locaie jercesy for your kareniCm hesspevn.g an, krolv,e 
sole an, connecivon acromm hdaieler ,vmiance mekaraiem youN xdai vm 
.enuvnesy weanvn.fusg elen hden vi ,oem noi fees svTe enou.dN

Buvs,vn. remvsvence vm noi moweidvn. idai dakkenm ass ai onceN Di 
vm puvsi msohsyg idrou.d kracivceg idrou.d mukkorig idrou.d searnvn. 
frow ide dar, wowenimg an, idrou.d waTvn. ,esvperaie cdovcem io 
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kroieci your ohn hesspevn. elen am you kour ener.y vnio carvn. for 
moweone esmeN xdrou.doui idvm pooTg you hvss jn, miraie.vem for ,ovn. 
e"acisy idaiN

Lne sami idou.di io carry hvid you am he pe.vn' you ,v, noi cdoome 
idvmg pui you are dereN xdai waiiermN xde faci idai you are rea,vn. a 
pooTg ,ovn. remearcdg iryvn. io un,ermian, an, krekareg asrea,y kuim 
you adea, of womi keokse hdo miuwpse vnio idvm rose hvidoui any 
roa,wak ai assN Hou are ,ovn. ide rv.di idvn.N boh seiCm .ei you ide 
vnforwaivon an, ioosm you nee, io ,o vi hessN



Chapter 2: The Shock of Diagnosis

T here is a before and an after. Before the diagnosis, even if you 
suspected something was wrong, there was still room for a more 

hopeful explanation. Maybe it was stress. Maybe it was the medica-
tion. Maybe it was just normal aging and everyone was overreacting. 
After the diagnosis, that room closes. The word sits on the table, heavy 
and okcial, and the life your family znew reorganiSes itself around it.

The shocz of a dementia diagnosis is real, and it hits everyone 
diqerently. Iome people go very Yuiet. Iome cry immediately. Iome 
feel a strange, dissociated calm that does not breaz for days. Iome feel 
a complicated mix of grief and relief, because at least now there is an 
explanation for what they have been watching happen. All of these 
responses are normal. All of them maze sense. And none of them, by 
itself, tells you what to do next.

This chapter is about helping you Hnd your footing in those early 
weezs. Kt covers how to process the emotional impact of the diagnosis, 
how to maze sure the diagnosis is thorough and accurate, how to 
understand what the medical reports actually say, how to talz with 
your parent about what is happening, and how to build an immediate 
action plan so that the urgent things get done without everything else 
falling apart.
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2.1 Processing the News

Before you can be useful to anyone else, you need to give yourself a 
little space to absorb what has happened. This is harder than it sounds, 
especially for the person in the family who tends to move Yuiczly 
into problem-solving mode. There will be plenty of time for logistics. 
Dight now, let yourself feel what you feel.

The emotional reactions that follow a parent:s dementia diagnosis 
are as varied as the people who experience them. Erief is almost uni-
versal, though it can taze diqerent shapes. Oou may grieve the future 
you imagined for your parent, the retirement years, the grandchildren 
growing up, and the long conversations you expected to still have. Oou 
may grieve the relationship you always hoped to eventually have, the 
one where old tensions Hnally resolved and everything got said. Oou 
may grieve the parent who used to be the capable one, the one who 
handled things, and feel the ground shift beneath you as those roles 
begin to reverse.

Nenial often appears early, and it is worth recogniSing it for what 
it isC a protective mechanism. The mind does not absorb traumatic 
information all at once. Kt tazes it in gradually, in doses. Oou may 
Hnd yourself minimiSing the diagnosis in conversations with others, 
or privately dismissing the doctor:s conclusions as too pessimistic. Oou 
may notice a tendency to point to your parent:s good days as evidence 
that things are not as serious as they seem. Iome degree of this is 
normal and even adaptive in the short term. Kt becomes a problem 
when it prevents you from tazing the steps your parent actually needs.

Erief in families rarely stays tidy. Niqerent family members will 
be at diqerent stages of processing at the same time, and this can 
create signiHcant friction. 6ne sibling may be ready to maze decisions 
while another is still in denial. A parent may be grieving their own 
losses while their adult children are trying to manage their own fear. 
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Ipouses of adult children may feel lize outsiders to a family crisis that is 
nevertheless reshaping their daily lives. These tensions are normal, and 
we will address them in depth in 5hapter 2. 9or now, simply znow that 
disagreement and emotional dissonance in families after a diagnosis is 
the rule, not the exception.

6ne of the most useful things you can do in the early days is Hnd 
at least one person you can talz to honestly. 7ot to manage, not to 
reassure, not to present a brave face for. Iomeone you can say the hard 
things to. A close friend, a therapist, a support group for family care-
givers. The weight of carrying this alone is signiHcant, and the habit 
of reaching for support early will serve you throughout the caregiving 
journey.

2.2 Getting a Proper Evaluation

A diagnosis of dementia should never rest on a single brief conversa-
tion in a general practitioner:s okce. Kf your parent has received an ini-
tial diagnosis from their primary care physician, that is an important 
starting point, but it is rarely the end of the diagnostic process. Eetting 
a thorough, comprehensive evaluation is one of the most important 
things you can do in the early weezs, and it is worth pursuing even if 
it reYuires some eqort and coordination from a distance.

7eurologists are the specialists most commonly involved in di-
agnosing dementia. A neurologist can conduct or order a range of 
cognitive tests, neurological examinations, brain imaging studies, and 
blood worz to help identify what type of dementia is present, how 
advanced it is, and whether there are any contributing or complicating 
factors. 9or a long-distance caregiver, getting your parent to a neu-
rologist may mean coordinating travel, arranging for a local support 
person to accompany them, or identifying a practice close to where 
your parent lives. Kt is worth the eqort.

Eeriatric specialists, including geriatricians and geriatric psychia-
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trists, bring particular expertise in the complex, overlapping medical 
picture that often accompanies aging. Many older adults with de-
mentia also have other health conditions, taze multiple medications, 
and have mental health concerns lize depression or anxiety that can 
complicate the clinical picture. A geriatric specialist is trained to see 
all of these factors together and can be invaluable in distinguishing 
dementia from other conditions that can mimic its symptoms.

Memory clinics, which exist at many academic medical centers and 
larger hospitals, oqer multidisciplinary evaluations that bring together 
neurologists, neuropsychologists, social worzers, and other special-
ists in one place. A neuropsychological evaluation, in particular, is 
an extremely detailed assessment of cognitive function that goes far 
beyond a standard okce screening. Kt can identify the speciHc pattern 
of cognitive strengths and weaznesses your parent has, which is im-
portant both for diagnosis and for care planning. Kf a memory clinic is 
accessible, it is often the gold standard for initial evaluation.

There are also conditions that can cause symptoms that looz lize 
dementia but are treatable or even reversible. These include thyroid 
disorders, vitamin B'? deHciency, urinary tract infections, depression, 
medication side eqects, and normal pressure hydrocephalus, among 
others. A thorough evaluation will rule these out before conHrming 
a dementia diagnosis. This is another reason not to accept a cursory 
assessment as the Hnal word.

2.3 Understanding the Diagnosis

6nce your parent has undergone a thorough evaluation, you will lize-
ly receive a collection of reports, test results, and physician notes that 
can feel overwhelming to read if you are not a medical professional. 
Rearning to navigate this material is a practical szill, and it is one worth 
developing.

Medical reports from neurological evaluations typically include a 
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summary of the cognitive tests performed and how your parent scored 
on each, descriptions of any imaging Hndings such as MDK or 5T 
scan results, the physician:s clinical impressions and reasoning, and the 
formal diagnosis along with any recommended next steps. No not be 
discouraged if the language is dense or unfamiliar. Most medical pro-
fessionals are willing to explain their reports in plain language when 
aszed directly, and you have every right to reYuest that explanation.

Aszing the right Yuestions at medical appointments is a szill that 
pays dividends throughout the caregiving journey. Iome of the most 
important Yuestions to asz following a diagnosis includeC 0hat spe-
ciHc type of dementia does my parent have, and how certain are you 
of that diagnosisU 0hat stage would you say they are currently atU 
0hat should we expect over the next six to twelve monthsU 0hat 
symptoms or changes should prompt us to call your okceU Are there 
medications or other treatments that might helpU 0hat resources or 
referrals would you recommendU Are there clinical trials or research 
studies that might be relevantU

Kf you cannot be physically present at appointments, explore 
whether you can participate by phone or video call. Many physicians 
are willing to include a family member remotely, particularly when 
that family member is a primary point of contact for care coordina-
tion. Oou can also asz your parent to sign a release allowing the physi-
cian to speaz with you directly, which reYuires a speciHc authoriSation 
under LK3AA, the federal law that governs health information priva-
cy.

Ieezing a second opinion is not disloyal, and it is not an insult to 
the diagnosing physician. 0hen the stazes are this high, conHrming 
the diagnosis with another YualiHed specialist is simply due diligence. 
This is especially worth considering if the diagnosis was made Yuiczly, 
if the type of dementia is unusual, if the picture is clinically complex, 
or if something about the conclusions does not Yuite Ht what you are 
observing. A second opinion can either conHrm what you have been 
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told, giving you more conHdence as you move forward, or it can add 
important nuance or even change the diagnosis in ways that matter.

2.4 Talking to Your Parent

6ne of the most dikcult and most important conversations you will 
have is with your parent themselves. Low much do they znowU Low 
much do they want to znowU Low do you talz with someone about 
a diagnosis that is reshaping their future, while still honoring their 
dignity and their right to be a full participant in decisions about their 
own lifeU

Despecting your parent:s autonomy is central to this conversation, 
even as their capacity to exercise that autonomy is changing. Many 
people with early-stage dementia are Yuite aware that something is 
wrong. They have noticed the memory lapses, the confusion, and the 
moments of not being able to Hnd the right word. Kn many cases, the 
diagnosis comes as a relief of sorts, because it gives a name to what they 
have been experiencing and removes the fear that they are simply going 
craSy. Many people with dementia want to be told the truth, and they 
deserve it.

Low you have this conversation matters enormously. 5hoose a 
calm, private moment rather than a crowded or stressful setting. Lave 
it in person if at all possible, even if that means arranging a special trip. 
Bring another trusted family member or a close friend if your parent 
would Hnd that supportive. Bse plain, direct language without being 
blunt to the point of cruelty. Acznowledge how hard this is. Maze 
space for your parent:s feelings, whatever they are, without rushing to 
Hx or reassure.

3reserving dignity throughout this conversation, and throughout 
everything that follows, is not just a nicety. Kt is a moral imperative. 
Oour parent is still a full person, with a history, opinions, preferences, 
and feelings. They will be dealing with losses that you cannot fully 
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imagine. The way you show up for them in these early conversations 
sets the tone for the relationship you will have through all the stages 
ahead. Read with love and respect, and you will be building something 
that sustains both of you.

Iome things your parent says during this conversation may be hard 
to hear. They may express fear about losing their independence, their 
identity, their sense of self. They may talz about not wanting to be a 
burden. They may share wishes about their future care that surprise 
you or conCict with what you had been imagining. Risten carefully. 
Taze notes if that helps. These conversations are gifts, even when they 
are painful ones, because they give you real information about what 
matters most to your parent at a time when they can still tell you 
clearly.

Oou may also encounter a parent who does not want to znow, who 
pushes bacz on the diagnosis, or who refuses to discuss it. This is their 
right, even if it is frustrating for you. Oou cannot force someone to 
accept a diagnosis. 0hat you can do is gently zeep the door open, 
introduce information gradually, and ensure that the necessary safety 
and legal steps get tazen regardless, framed in terms of general plan-
ning rather than speciHc disease progression. A social worzer or geri-
atric care manager can be a helpful intermediary when direct family 
conversations feel stucz.

2.5 Creating an Immediate Action Plan

6nce the initial shocz has settled enough for you to thinz practically, 
there are a handful of urgent priorities that need your attention sooner 
rather than later. 5reating a simple, focused action plan in the Hrst 
weezs after diagnosis can prevent a great deal of chaos down the road.

Iafety is always the Hrst priority. Before anything else, you need a 
clear-eyed assessment of whether your parent is currently safe in their 
living situation. Are there immediate riszs in the home, unsecured 
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medications, fall haSards, a stove that gets left onU Ks your parent still 
driving, and is that driving safeU Are they managing their own med-
ications without errorsU Are they eating and tazing care of their basic 
hygieneU Oou may be able to assess some of this through conversation 
and video calls, but a visit, or a trusted local person doing a home 
checz, is often necessary to get an accurate picture. 0e will cover home 
safety assessment in much more depth in 5hapter P.

Regal and Hnancial planning cannot wait. This is one of the most 
time-sensitive priorities after a dementia diagnosis, because your par-
ent must have legal capacity to sign documents lize a durable power 
of attorney or healthcare proxy. 5apacity can decline, and it can do so 
faster than families expect. Kf these documents are not in place, you 
will want to get them signed as soon as possible, ideally with the help 
of an elder law attorney. 5hapter G covers this territory in detail, but 
please do not defer this step. Kt is one that families most freYuently 
regret having put oq.

Eathering important documents is a practical tasz that will save 
enormous amounts of time and stress later. This means locating in-
surance cards, Medicare and Medicaid information, Hnancial account 
numbers and institutions, the names and contact information of all 
current physicians, any existing legal documents, the location of your 
parent:s will and any trust documents, and records of monthly income 
and regular expenses. Kf your parent cannot help you locate these 
things, you may need to do some detective worz. A visit to go through 
Hles and paperworz with your parent, while they can still guide you, is 
time extremely well spent.

Building your local intelligence networz is something that starts 
now. 0ho are the neighbors who notice if something seems oqU Ks 
there a faith community your parent belongs toU A friend who checzs 
in regularlyU A nearby family member, even a more distant one, who 
could serve as a local point of contactU Itart mapping out who is 
physically close to your parent and who might be willing to play a role 
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in their care networz. These relationships will become increasingly 
important as the disease progresses, and they taze time to cultivate.

9inally, be honest with yourself about what you do not yet znow 
and what you need to learn. Oou have just entered a world with its own 
vocabulary, its own systems, its own set of decisions and tradeoqs. Oou 
will not Hgure everything out in the Hrst month, and you do not need 
to. 0hat you do need is a general direction and a few clear next steps. 
9ocus on safety, legal documents, and building your local networz. 
The rest will unfold, chapter by chapter, as you need it.

The weezs after a dementia diagnosis are among the hardest in any 
caregiver:s journey. The ground is shifting, the emotions are raw, and 
the practical demands feel overwhelming. But this is also a moment 
of real possibility. Oou now znow what you are dealing with. Oou can 
begin to plan. Oou can start having the conversations that matter. Oou 
can taze steps that will protect your parent and maze your role more 
sustainable over time.

Oou will not do this perfectly. 7one of us do. But you are doing it, 
and that is what counts.



Chapter 3: Caring From Afar

T here is a particular kind of helplessness that belongs speciycall- 
to the longvdistance caregi.erI Nt is the helplessness of not being 

able to see for -ourselfI wot being able to malk through the house and 
check mhether the ,ail is piling up or the refrigerator has food in itI 
wot being able to sit across the table fro, -our parent and gaugej 2ust 
fro, looking at the,j mhether toda- is a good da- or a hard oneI wot 
being there mhen the phone rings at B aI,I

This chapter is about learning to care eWecti.el- across that disv
tanceI wot perfectl-I There is no perfect caregi.ingj and there is cerv
tainl- no perfect longvdistance caregi.ingI 'ut there are strategies that 
morkj tools that genuinel- helpj and a ma- to structure -our role that 
,akes it ,ore sustainable and eWecti.e than si,pl- reacting to crises 
as the- ariseI

The foundation of longvdistance caregi.ing is infor,ationI Lhen 
-ou cannot be presentj -ou need reliablej regular infor,ation about 
mhat is actuall- happening in -our parentHs lifeI 'uilding s-ste,s to 
gather that infor,ation and responding to it thoughtfull- is the core 
mork of this chapterI

3.1 The Unique Challenges of Distance

EetHs na,e the speciyc diOculties plainl-j because acknomledging 
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the, is the yrst step tomard addressing the,I Eongvdistance caregi.v
ing is not si,pl- local caregi.ing mith ,ore dri.ingI Nt is a zualitati.el- 
diWerent e1perience that co,es mith its omn particular stressesI

Auilt is probabl- the ,ost co,,onl- reported e,otional e1periv
ence a,ong longvdistance caregi.ersj and it is morth e1a,ining honv
estl-I The guilt takes ,an- for,sI Auilt for not being thereI Auilt for 
ha.ing -our omn lifej -our omn careerj -our omn fa,il- de,andsj 
mhile -our parent is aloneI Auilt on good da-sj mhen -ou are en2o-ing 
-ourself and -our parent is strugglingI Auilt on bad da-sj mhen -ou 
lose patience during a phone call or snap at -our spouse after hanging 
upI Auilt for mhat -ou are not doingj e.en mhen mhat -ou are doing 
is genuinel- a lotI

Gere is so,ething i,portant to understand about this guilt3 ,uch 
of it is not a signal that -ou are doing so,ething mrongI Nt is a signal 
that -ou lo.e so,eone and cannot full- protect the,I That is a real 
and painful thingj but it is not a failureI Auilt beco,es a proble, 
mhen it dri.es franticj reacti.e caregi.ing decisions ,ade ,ore to 
relie.e the caregi.erHs distress than to actuall- ser.e the person being 
cared forI qecogniYing the diWerencej and ,aking decisions fro, a 
cal,er placej is a skill morth culti.atingI Le mill return to the e,ov
tional di,ensions of caregi.ing throughout this book and at length in 
Vhapters KB and K6I

Eack of .isibilit- is a structural challenge that no a,ount of goodv
mill resol.es on its omnI Lhen -ou are not ph-sicall- presentj -ou are 
dependent on othersj including -our parent the,sel.esj to tell -ou 
mhat is happeningI 'ut people mith de,entia are often not reliable 
reporters of their omn conditionI ?our parent ,a- genuinel- not 
re,e,ber that the- fell last meekj or the- ,a- ,ini,iYe proble,s to 
a.oid morr-ing -ouj or to a.oid losing their independenceI The gap 
betmeen mhat -ou are being told and mhat is actuall- happening can 
be signiycantj and it tends to miden as the disease progressesI

D,ergenc- response is a morr- that sits in the background of e.er- 
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longvdistance caregi.erHs ,indI Lhat happens if -our parent falls and 
cannot reach the phone8 Lhat if there is a yrej a ,edical episodej a 
breakvin8 Lhat if the- mander and get lost8 'eing hundreds of ,iles 
ama- mhen so,ething like that happens is terrif-ing to conte,platej 
and the fear is not irrationalI Nt is a real risk that needs to be planned 
forj not 2ust morried aboutI 'uilding a local e,ergenc- response plan 
is one of the ,ost concrete things -ou can do to address thisj and me 
mill co.er it in the ynal section of this chapterI

3.2 Evaluating Risk Remotely

Sne of -our ,ost i,portant ongoing tasks as a longvdistance caregi.er 
is assessing hom -our parent is actuall- doingI wot hom the- sa- the- 
are doingI Gom the- are actuall- doingI This rezuires de.eloping both 
a set of reliable infor,ation sources and a practiced e-e for the marning 
signs that things are changingI

Larning signs of functional decline can so,eti,es be detected 
e.en o.er the phonej if -ou knom mhat to listen forI Ns -our parent 
repeating the,sel.es mithin a single con.ersation in a ma- that is nemj 
or ,ore frezuent than before8 Rre the- ha.ing diOcult- folloming the 
thread of mhat -ou are sa-ing8 Co the- see, confused about basic 
infor,ation like the da- of the meek or recent e.ents in their omn 
life8 Rre the- ,entioning the sa,e morr- or co,plaint repeatedl-j 
suggesting the- cannot retain the fact that the- alread- told -ou8 Co 
the- see, ,ore Pat or disengaged than usualj mhich can be a sign of 
depression or ad.ancing cogniti.e decline8 R good phone call is not 
2ust a social e1changeI Nt is an assess,ent opportunit-j and -ou can 
beco,e zuite skilled at it o.er ti,eI

Go,e conditions tell a stor- that -our parent ,a- not be able to 
tell -ouI Lhen -ou .isitj or mhen a trusted local person checks inj 
pa- attention to the ph-sical en.iron,entI Ns the ,ail accu,ulating 
unopened8 Rre there dishes piling up in ma-s that suggest -our parent 
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is not ,anaging basic housekeeping8 Ns the refrigerator e,pt- or full 
of e1pired food8 Rre there signs of recent fallsj une1plained bruisesj 
or e.idence that so,ething mas knocked o.er and not picked up8 Rre 
,edications organiYed and being taken correctl-j or are pill bottles in 
disarra-8 These en.iron,ental clues are often ,ore infor,ati.e than 
an-thing -our parent tells -ou directl-I

Melfvcare deycits are another categor- to matchI Ns -our parent 
,aintaining personal h-giene8 Co the- see, to be mearing the sa,e 
clothes repeatedl-8 Rre the- losing meight8 Rre the- getting out of the 
house and ,aintaining an- social connectionj or ha.e the- beco,e 
increasingl- isolated8 Ns there e.idence that the- are cooking and eating 
adezuatel-8 5an- of these things are diOcult to assess fro, a distancej 
mhich is one reason ha.ing a reliable local obser.er is so .aluableI 
R neighborj a ho,e health aide mho .isits a fem ti,es a meekj or 
a geriatric care ,anager doing periodic checkvins can all ser.e this 
functionI

9inancial marning signs deser.e particular attentionI Ce,entia 
,akes people .ulnerable to ynancial e1ploitationj and it also i,pairs 
the 2udg,ent needed to ,anage ,one- responsibl-I Nf -ou ha.e an- 
.isibilit- into -our parentHs ynancesj look for unusual transactionsj 
unpaid billsj nem subscriptions or donations the- cannot e1plainj or 
e.idence that the- ha.e been in contact mith an-one soliciting ,one-I 
Le mill co.er ynancial protection in depth in Vhapter Fj but being 
alert to ynancial marning signs is part of -our ongoing risk assess,entI

3.3 Communication Strategies

Mta-ing genuinel- connected to a parent mith de,entia fro, a disv
tance rezuires ,ore intentionalit- than ,ost adult children initiall- 
e1pectI The casualj sporadic phone calls that characteriYed -our relav
tionship before the diagnosis are no longer suOcientI ?ou need a ,ore 
deliberate approachI
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qegular checkvins on a consistent schedule are foundationalI 9or 
,an- longvdistance caregi.ersj a dail- phone callj e.en a brief onej 
,akes a signiycant diWerenceI ?our parent co,es to e1pect and look 
formard to itj mhich pro.ides structure to their da- and gi.es -ou 
a dail- data point on hom the- are doingI Mo,e fa,ilies ynd that 
the ti,ing ,atters as ,uch as the frezuenc-I Nf -our parent tends 
to be ,ore confused or agitated in the late afternoon and e.eningj a 
,orning call ,a- go betterI )a- attention to mhen -our parent is ,ost 
alert and engagedj and tr- to schedule -our calls accordingl-I

xideo calls oWer so,ething phone calls cannot3 the abilit- to see 
-our parentHs facej their en.iron,entj and so,eti,es things that the- 
mould not ,entionI R .ideo call lets -ou notice if -our parent looks 
thinner or less ke,pt than last ti,eI Nt lets -ou see mhether the lights 
are on and the house looks li.edvinI Nt lets -ou ,ake e-e contactj mhich 
carries its omn for, of connection and reassuranceI wot all older 
adults are co,fortable mith .ideo technolog-j and so,e people mith 
de,entia ynd the screen confusing or distressingI 'ut for those mho 
can engage mith itj .ideo calling is a ,eaningful upgrade fro, .oice 
aloneI

Lhen -ou do talk mith -our parentj the approach ,attersI 7eep the 
con.ersation si,ple and focusedI R.oid asking openvended zuestions 
that rezuire co,ple1 ,e,or- retrie.alj such as 0Lhat ha.e -ou been 
up to this meek80 mhich ,a- produce frustration or confabulationI 
Nnsteadj tr- oWering gentle pro,pts and conte1t3 0N heard it mas mar, 
there toda-I Cid -ou sit outside at all80 or 0Cid -ou match an- of 
-our shoms last night80 This kind of con.ersational scaWolding reduces 
the cogniti.e de,and on -our parent and ,akes the interaction ,ore 
en2o-able for both of -ouI

Vare 2ournals are a tool that so,e fa,ilies ynd enor,ousl- usefulj 
particularl- mhen ,ultiple people are in.ol.ed in a parentHs careI R 
shared digital docu,entj a si,ple notebook kept at the parentHs ho,ej 
or a dedicated app can ser.e as a running log of obser.ationsj ,edical 
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updatesj incidentsj and zuestionsI Lhen e.er-one mho interacts mith 
-our parentj fa,il- ,e,bersj neighborsj hired aidesj can contribute 
to a shared recordj patterns beco,e .isible that ,ight othermise be 
,issedI ?ou can see across ti,e mhether there has been a gradual 
decline in a particular areaj or mhether a nem beha.ior is isolated or 
recurringI This kind of docu,entation also beco,es in.aluable mhen 
co,,unicating mith ,edical pro.idersI

3.4 Using Technology

Technolog- cannot replace hu,an presencej but it can ,eaningfull- 
e1tend -our reach as a longvdistance caregi.erI The range of tools 
a.ailable has e1panded enor,ousl- in recent -earsj and nem options 
continue to e,ergeI The ke- is identif-ing the tools that yt -our 
parentHs speciyc situationj their co,fort mith technolog-j the la-out 
of their ho,ej their particular risksj and the le.el of o.ersight that their 
current stage of disease rezuiresI

M,art ho,e ,onitoring s-ste,s can pro.ide a le.el of passi.e o.erv
sight that mould othermise rezuire a ph-sical presenceI These s-ste,s 
use sensors placed around the ho,e to track patterns of acti.it-I The- 
can detect mhether -our parent got out of bed this ,orningj mhether 
the- opened the refrigerator Da reasonable pro1- for mhether the- are 
eatingEj mhether the- left the house and ca,e backj and mhether their 
dail- ,o.e,ent patterns ha.e changed in ma-s that suggest so,ething 
is diWerentI Mo,e s-ste,s alert designated fa,il- ,e,bers if acti.it- 
falls outside nor,al patternsj for e1a,plej if the front door has not 
been opened b- ,idv,orning on a da- mhen -our parent t-picall- 
goes outsideI These are not sur.eillance tools in a puniti.e senseI The- 
are safet- netsj and ,an- fa,ilies ynd the, enor,ousl- reassuringI

5edication ,anage,ent is one of the areas mhere errors are ,ost 
co,,on and ,ost consezuential for people mith de,entiaI Rutov
,ated ,edication dispensers can be progra,,ed to release the correct 
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,edications at the correct ti,es and to alert caregi.ers if a dose is 
,issedI These range fro, si,ple pill organiYers mith alar, re,inders 
to sophisticated locked dispensers that onl- release the correct co,v
part,ent at the scheduled ti,ej pre.enting doublevdosingI 9or a parv
ent mho is still largel- independent but mhose reliabilit- mith ,edv
ications is zuestionablej an auto,ated dispenser can be a relati.el- 
lomvcost inter.ention mith signiycant safet- beneytsI

A)M and mandering alert technolog- has beco,e increasingl- acv
cessible and increasingl- i,portant as de,entia progressesI Landerv
ingj or the i,pulse to lea.e ho,e mithout a clear destination or amarev
ness of dangerj aWects a large proportion of people mith de,entia 
and is one of the leading causes of serious in2ur- and death in this 
populationI A)M de.ices can be morn as matchesj clipped to clothingj 
or placed in shoesj and the- allom caregi.ers to see a lo.ed oneHs lov
cation in real ti,e through a s,artphone appI Mo,e de.ices include 
geofencing features that send an alert if -our parent lea.es a designated 
safe areaI 5edical alert s-ste,s that include tmovma- co,,unication 
allom -our parent to call for help if the- are lost or distressedj and allom 
-ou to co,,unicate mith the, re,otel-I

xoicevacti.ated assistants like R,aYon Dcho or Aoogle Go,e dev
.ices can be useful for so,e people mith earl- to ,oderate de,entiaj 
pro.iding re,indersj ansmering si,ple zuestionsj and alloming fa,il- 
,e,bers to drop in mith a .oice ,essageI Gome.erj it is morth being 
realistic about their li,itationsI )eople mith de,entia ,a- not reliabl- 
re,e,ber hom to use the,j ,a- beco,e confused or frightened b- 
a dise,bodied .oicej or ,a- gi.e the de.ice instructions that lead to 
une1pected resultsI Test an- technolog- mith -our parent during a 
.isit before rel-ing on itj and do not assu,e that because a de.ice is 
installedj it is being used or used correctl-I

xideo doorbells and invho,e ca,eras are tools that rezuire careful 
thoughtI The- can pro.ide peace of ,ind and genuine safet- benev
ytsj alloming -ou to see mho is co,ing and goingj to check on -our 
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parent .isuall-j and so,eti,es to inter.ene re,otel- in a confusing 
situationI Gome.erj the- also raise legiti,ate zuestions about pri.ac- 
and dignit- that should not be dis,issedI Nf -ou are considering an- 
for, of invho,e ,onitoringj discuss it openl- mith -our parent to the 
e1tent the- can participate in that con.ersationj in.ol.e other fa,il- 
,e,bersj and think carefull- about mhere ca,eras are and are not 
placedI R ca,era in a co,,on li.ing area is .er- diWerent fro, a 
ca,era in a bedroo, or bathroo,I

3.5 Creating a Distance Care Plan

Rll of the strategies and tools in this chapter mork best mhen the- are 
part of a coherent plan rather than a collection of ad hoc responsv
esI R distance care plan is a li.ing docu,ent that captures the ke- 
infor,ationj contactsj protocolsj and responsibilities that ,ake -our 
caregi.ing role ,anageable and co,,unicable to othersI

D,ergenc- contacts are the backbone of an- distance care planI 
This list should include not 2ust fa,il- ,e,bers but local contacts 
mho can ph-sicall- respond in an e,ergenc-3 a neighbor mho has 
agreed to be a point of contactj the local nonve,ergenc- police linej 
-our parentHs pri,ar- care ph-sician and aftervhours ansmering serv
.icej the nearest e,ergenc- roo,j an- ho,e health aides or care ,anv
agers mho are in.ol.edj and the contact infor,ation for -our parentHs 
phar,ac-I This list should be posted .isibl- in -our parentHs ho,ej 
stored in -our phonej and shared mith e.er- person mho pla-s a role 
in -our parentHs careI

Vare schedules help pre.ent the gaps and o.erlaps that happen 
mhen ,ultiple people are in.ol.ed in supporting so,eone mith dev
,entiaI Lho is calling on mhich da-s8 Lho is responsible for acv
co,pan-ing -our parent to ,edical appoint,ents8 Lho ,anages 
the grocer- deli.er- or ,eal ser.ice8 Lho checks in on the ho,e8 
5apping this out e1plicitl-j e.en in a si,ple shared spreadsheet or 
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calendarj transfor,s a loosel- coordinated set of good intentions into 
a functioning s-ste,I Nt also ,akes it i,,ediatel- .isible mhen there 
are gaps that need to be ylledI

Sngoing assess,ents are a planned part of good longvdistance 
caregi.ingI qather than maiting for a crisis to pro,pt a reassess,ent 
of -our parentHs needsj build regular re.iem points into -our care 
planI This ,ight ,ean a phone call mith -our parentHs ph-sician e.er- 
fem ,onths to get a ,edical updatej a zuarterl- re.iem of the ho,e 
safet- situationj an annual .isit speciycall- focused on reassess,ent 
rather than 2ust connectionj or a periodic con.ersation mith an- hired 
caregi.ers about hom things are going and mhether needs are changingI 
The disease mill progressI ?our care plan needs to progress mith itI

?our distance care plan should also include a section on mhat -ou 
mill do mhen things change rapidl-I Lhat are the triggers that mould 
pro,pt -ou to book a Pight i,,ediatel-8 Lho ,akes the call if 
-our parent is hospitaliYed and -ou cannot get there for tmel.e hours8 
Lhat is the protocol if a hired caregi.er does not shom up for a shift8 
Thinking through these scenarios in ad.ancej mhen -ou are cal, and 
not in crisisj produces ,uch better ansmers than tr-ing to ygure it out 
in the ,iddle of an e,ergenc-I

9inall-j build Pe1ibilit- into -our plan fro, the startj because 
things mill changeI The tools that mork at the earl- stage of de,entia 
,a- not mork at the ,iddle stageI The neighbor mho agreed to check 
in ,a- ,o.e ama-I The care schedule that morked in spring ,a- need 
to shift in minterI R good distance care plan is not a rigid structureI Nt 
is a fra,emork that gets re.isited and re.ised regularl- as -our parentHs 
needs and circu,stances e.ol.eI

Varing fro, a distance is hardI There is no point in pretending 
othermiseI 'ut it is also so,ething that ,an-j ,an- fa,ilies do e.er- 
da-j mith lo.e and creati.it- and ,ore eWecti.eness than the- gi.e 
the,sel.es credit forI ?ou are building a set of skills and s-ste,s that 
mill ser.e -our parent mell across the -ears aheadI Dach meek that -ou 
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shom upj check inj pa- attentionj and ad2ustj -ou are doing so,ething 
genuinel- ,eaningfulI D.en across the ,ilesI



Chapter 4: Building a Local Support 
Network

H ere is a truth that experienced caregivers eventually come to: 
the quality of your parent's life does not depend primarily on 

how much you do from a distance. It depends largely on the quality of 
the people and systems surrounding your parent where they actually 
live. Your role, as the long-distance caregiver, is less to be the sole 
provider of care and more to be the architect and steward of a network 
that can provide it.

This is a signiBcant shift in perspective for many people, particular-
ly those who feel that asking for help is an imposition, or who believe 
that family obligations should be handled within the family. Noth of 
those instincts, however understandable, will limit your eEectiveness 
and accelerate your burnout. Lo one builds a good support network 
alone, and no support network sustains itself without attention.

This chapter walks you through the full landscape of local support: 
the informal helpers who are often already close at hand, the profes-
sional resources that can provide skilled and consistent care, and the 
strategies for building and maintaining a local safety net that serves 
your parent well across the stages of their illness.
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4.1 Identifying Potential Helpers

The Brst step in building a local support network is a simple but 
important inventory: who is already in your parent's life, and who 
might be willing to play a more active rolez This is not about recruiting 
volunteers for an exhausting ongoing commitment. It is about iden-
tifying people who care about your parent and Bnding small, speciBc, 
sustainable ways for them to contribute.

Wamily friends are an obvious starting point, but they are often 
underutili"ed simply because no one has asked them directly. Wriends 
of your parent who live nearby may be perfectly willing to stop in 
for a weekly visit, to call and check in a few times a week, to pick up 
a few groceries when they are going to the store, or to accompany 
your parent to a routine appointment. Vost people want to help 
when someone they care about is struggling. Phat they often lack is 
a speciBc, concrete request. 5ague oEers of Klet me know if there is 
anything I can doK rarely translate into action because they put the 
burden of asking back on the family. M direct, speciBc request, KPould 
you be willing to stop by on Tuesday afternoons for a cup of coEeezK 
is far more likely to result in actual help.

Leighbors are among the most valuable potential members of a 
local support network, simply because of geography. M neighbor who 
notices that your parent's car has not moved in three days, that the 
mail is piling up, or that the lights were on all night, can provide a 
level of passive observation that no amount of remote technology fully 
replaces. Introduce yourself to your parent's immediate neighbors if 
you have not already, explain the situation honestly and simply, and 
ask whether they would be willing to keep an informal eye on things 
and contact you if something seems oE. Vost neighbors, when ap-
proached directly and respectfully, are glad to help. 6rovide them with 
your phone number, and make it easy for them to reach you.

Waith communities are a resource that families sometimes overlook, 
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particularly if they are not themselves religious. Nut for many older 
adults, a church, synagogue, mosque, or other religious community 
is a central part of their social world. These communities often have 
formal or informal structures for supporting members who are ill or 
struggling, including volunteer visitor programs, meal delivery, trans-
portation assistance, and pastoral care. 3each out to your parent's 
faith community directly. Cpeak with a clergy member or a lay leader 
who coordinates care ministry. Ne speciBc about what your parent 
needs. Vany faith communities are eager to help and simply need to 
know that help is wanted.

Oxtended family members, even those who are not geographically 
close, can sometimes play meaningful roles. M cousin who lives in the 
same city as your parent and has a loose schedule may be willing to 
help with occasional transportation. M niece or nephew who has a 
good relationship with your parent may be glad to visit regularly. Ao 
not assume that because extended family has not oEered, they would 
not be willing if asked. M family meeting or update email that clearly 
describes the situation and oEers speciBc ways to help often draws out 
contributions that would never have come forward otherwise.

Phen you are identifying potential helpers, it is worth being honest 
with yourself about Bt. Come people are wonderful with older adults 
and some are not. Come have the temperament for dementia caregiv-
ing, its repetitions, its unpredictability, its emotional demands, and 
some genuinely do not. You are not looking for perfection. You are 
looking for reliable, kind people who can show up consistently for 
manageable tasks. The range of helpful contributions is wide, from a 
brief weekly visit to managing grocery delivery to accompanying your 
parent to a haircut. Vatch the task to the person, and you will get 
much better results than if you simply ask broadly for help and hope 
for the best.
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4.2 Working with Social Workers

Cocial workers are one of the most underutili"ed resources available to 
families navigating dementia caregiving, and one of the most valuable. 
If you are not already working with a social worker, this section may 
change that.

Cocial workers who speciali"e in aging and elder care bring a breadth 
of knowledge about community resources that most families sim-
ply do not have. They know what services are available in your par-
ent's area, which ones have waiting lists, which ones are covered by 
Vedicare or Vedicaid, and how to navigate the often by"antine ap-
plication processes. They can connect your parent with meal delivery 
programs, transportation assistance, in-home support services, adult 
day programs, legal aid, and a wide range of other community-based 
supports. Wor a long-distance caregiver who does not know the local 
landscape, a social worker is an invaluable guide.

Rare coordination is another core social work function. M social 
worker can help you map out your parent's current needs, identify 
gaps in their care, and develop a plan for addressing those gaps. They 
can communicate with medical providers on your parent's behalf, 
attend appointments and take notes, and serve as a consistent point 
of contact across a fragmented system. Phen your parent has multiple 
providers, multiple needs, and a long-distance family trying to coor-
dinate everything remotely, having someone on the ground whose Uob 
is to hold the whole picture together is a signiBcant asset.

Rrisis management is where social workers often prove most es-
sential. Phen something goes wrong, whether it is a sudden hos-
pitali"ation, a safety incident at home, a rapid cognitive decline, or 
a caregiver who suddenly becomes unavailable, a social worker who 
already knows your parent and their situation can respond quickly 
and eEectively. They can help arrange emergency respite care, coor-
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dinate a safe discharge from the hospital, connect the family with 
crisis resources, and guide decision-making under pressure. Nuilding 
a relationship with a social worker before a crisis occurs, rather than 
scrambling to Bnd one in the middle of one, is a signiBcant advantage.

You can Bnd social workers through several channels. Your parent's 
primary care physician's o1ce may have a social worker on staE or 
can provide a referral. Hospital social work departments can connect 
you with community resources. Your local Mrea Mgency on Mging, 
a federally funded network of local organi"ations that support older 
adults, is an excellent starting point for Bnding social work services and 
a wide range of other community supports. The Oldercare Gocator, 
a service of the 0.C. Mdministration on Mging, can help you identify 
your local Mrea Mgency on Mging and other resources by "ip code.

4.3 Professional Resources

Neyond the informal network of friends, neighbors, and community 
members, there is a range of professional services designed speciBcally 
to support people with dementia and their families. 0nderstanding 
what is available, and when each type of service becomes appropriate, 
is an important part of your planning toolkit.

Seriatric care managers, sometimes called aging life care profes-
sionals, are specialists who provide comprehensive assessment and on-
going care management for older adults. They are typically trained as 
social workers, nurses, or gerontologists, and they bring a sophisticat-
ed understanding of dementia's progression and its care implications. 
M geriatric care manager can conduct a thorough in-home assessment 
of your parent's needs, develop a detailed care plan, coordinate ser-
vices, supervise hired caregivers, accompany your parent to medical 
appointments, and serve as your eyes and ears on the ground. They 
are particularly valuable for long-distance families who need a trusted, 
knowledgeable local professional to oversee the day-to-day reality of 
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their parent's care.
Seriatric care management is not inexpensive, and it is generally 

not covered by Vedicare or most insurance plans. Wees typically range 
from eighty to two hundred dollars per hour depending on the pro-
fessional's credentials and your geographic area. However, for families 
who are managing complex care from a distance, the cost is often more 
than oEset by the peace of mind, the avoidance of crises, and the overall 
improvement in care quality that a skilled care manager provides. The 
Mging Gife Rare Mssociation maintains a national directory of certiBed 
professionals and can help you Bnd one in your parent's area.

Home health aides provide direct personal care in the home, assist-
ing with activities of daily living such as bathing, dressing, grooming, 
meal preparation, and light housekeeping. They can range from com-
panions who provide supervision and social engagement to certiBed 
nursing assistants who are trained to handle more complex physical 
care needs. Home health aides can be hired through agencies, which 
handle payroll, taxes, insurance, background checks, and backup cov-
erage when a regular aide is unavailable, or as independent workers, 
which is generally less expensive but places more administrative re-
sponsibility on the family. Wor a long-distance caregiver, the reliability 
and oversight that a reputable agency provides is usually worth the 
additional cost. Rhapter 2C covers the process of hiring and managing 
professional caregivers in much greater detail.

Mdult day programs oEer structured daytime programming for 
people with dementia in a supervised group setting, typically several 
days a week. They provide activities, social interaction, meals, and 
sometimes medical oversight, and they give family caregivers or paid 
aides a meaningful break during daytime hours. Wor someone who is 
still living at home but needs more stimulation and supervision than 
they are getting, an adult day program can be genuinely transforma-
tive. Vany people with dementia thrive in these environments once 
they have had a few weeks to adUust, and families often Bnd that their 
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parent comes home tired and content in ways that were not happening 
before enrollment. Vany communities oEer sliding scale fees, and 
Vedicaid may cover adult day services for eligible individuals.

Veal delivery services range from nonproBt programs like Veals 
on Pheels, which provides hot meals delivered to homebound older 
adults, to commercial meal delivery services that send prepared or 
semi-prepared meals. Wor a parent who is no longer cooking safely or 
reliably, meal delivery ensures adequate nutrition without requiring a 
daily human presence. It also provides a daily touchpoint: a Veals on 
Pheels volunteer who visits every weekday will notice if your parent 
does not come to the door, and many programs have protocols for 
following up or alerting family members in that situation.

4.4 Creating a Local Safety Net

Individual helpers and services are important, but they become truly 
eEective when they are organi"ed into a coherent safety net. M safety 
net is not a rigid schedule. It is an overlapping system of people and 
services that ensures your parent is never fully without support, and 
that any signiBcant change in their condition will be noticed and 
responded to promptly.

Nackup caregivers are an essential component of any serious care 
plan. Oven the most reliable hired caregiver gets sick. Leighbors go 
on vacation. Wamily friends have their own demands. Nuilding redun-
dancy into your care plan means identifying, in advance, who covers 
when the primary support is unavailable. This might mean hiring 
through an agency speciBcally because they provide backup coverage. 
It might mean cultivating two or three neighbors rather than relying 
on Uust one. It might mean having a clear protocol for what a hired 
aide does if they cannot make their shift: who do they call, and in 
what orderz These are unsexy logistical questions, but they prevent 
the panicked scrambles that happen when a single point of failure goes 
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down.
Omergency plans need to be written down and accessible to every-

one involved in your parent's care. This means a document, posted 
somewhere visible in your parent's home, that contains the names and 
contact numbers for family members, the local emergency contact, the 
primary physician, the pharmacy, and any hired caregivers. It should 
include your parent's medical history summary, current medications, 
and any known allergies. It should specify where important docu-
ments are kept. Wirst responders, neighbors, and hired aides should 
all know where this document is. M laminated card posted on the 
refrigerator has saved lives and simpliBed innumerable crises.

Transportation assistance is a need that grows as dementia pro-
gresses, particularly after driving becomes unsafe, which we will ad-
dress in Rhapter 4. Nuilding transportation solutions into your local 
safety net before they are urgently needed is much easier than scram-
bling for them in the aftermath of a driving incident. This might 
include identifying a neighbor or friend who can provide occasional 
rides, enrolling your parent in a local senior transportation program, 
setting up a rideshare account that a caregiver can use on your parent's 
behalf, or arranging for medical transport services for appointments. 
The combination of these options, rather than reliance on any single 
one, is most resilient.

3egular in-person visits from you remain important even as you 
build out the local network. 5isits serve multiple purposes: they allow 
you to assess your parent's condition directly, to check on the home 
environment, to meet with hired caregivers and other members of the 
support network, to handle tasks that require your physical presence, 
and to simply be present with your parent in a way that phone calls and 
video chats cannot replicate. How often you can visit will depend on 
your own circumstances, but building regular visits into your annual 
calendar, rather than relying on crises to prompt them, is a meaningful 
commitment.
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4.5 Maintaining Relationships

Nuilding a support network is one challenge. Custaining it over the 
months and years of a dementia caregiving Uourney is another. 6eople's 
lives change. Onthusiasm fades. Pithout intentional maintenance, 
even a well-constructed network tends to thin out over time.

Oxpressing gratitude is not Uust courteous. It is a practical invest-
ment in the sustainability of your network. 6eople who feel appre-
ciated are more likely to continue helping. M sincere thank-you call, 
a handwritten note, an occasional small gesture of acknowledgment 
goes a long way. This is especially true for the informal helpers, the 
neighbors and friends and community members who are contributing 
out of goodwill rather than professional obligation. They are not 
getting paid. 7nowing that their help is seen and valued matters.

Vanaging expectations clearly and honestly from the beginning 
prevents a great deal of resentment down the road. Phen you ask 
someone for help, be speciBc about what you are asking for and realis-
tic about what the commitment involves. Ao not ask for an open-end-
ed ongoing commitment if what you need is a monthly visit. Ao not 
promise that Kit will not be a big dealK if the reality is more demanding 
than that. 6eople who feel they have been recruited into something 
bigger or harder than they understood tend to withdraw, sometimes 
abruptly and sometimes with lasting damage to the relationship.

Mvoiding volunteer burnout requires that you pay attention to the 
people in your network and notice when someone is struggling. The 
neighbor who has been checking in every day may reach a point where 
that daily commitment is becoming a burden. The family friend who 
has been driving your parent to appointments may hit a season of their 
own life that makes that di1cult. Patch for signs of strain, and be 
willing to redistribute responsibilities when you see them. 3egularly 
checking in with the people in your network, not Uust to give them 
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tasks but to genuinely ask how things are going for them, is both kind 
and strategically smart.

3ecogni"e also that your network will need to evolve as your par-
ent's needs change. The informal helpers who were su1cient in the 
early stage of dementia may not be adequate as care needs intensify in 
the middle stage. The home health aide who works well with a moder-
ately independent person may not have the skills or temperament for 
the behavioral challenges of later-stage dementia. 3evisiting the com-
position and capacity of your local network regularly, not Uust when 
a crisis makes it obvious, allows you to make changes thoughtfully 
rather than reactively.

Nuilding a local support network is one of the most valuable invest-
ments you can make in your parent's wellbeing and your own sustain-
ability as a caregiver. It takes time, intention, and ongoing attention. 
It requires asking for help, which many of us Bnd genuinely di1cult. 
Mnd it pays dividends that are hard to overstate: a parent who is not 
isolated, who has multiple people watching over them with care, who 
has professional support tailored to their needs, and who has a family 
caregiver who is not doing it all alone.

You cannot be everywhere. Nut you can make sure that the right 
people and the right systems are there in your place. That is not a 
consolation pri"e. That is good caregiving.



Chapter 5: Family Dynamics, Conflict, 
and Difficult Conversations

T here is a saying among geriatric social workers: dementia does 
not create family problems. It reveals them. The tensions, ri-

valries, and unspoken resentments that have been lying dormant in 
families for decades have a way of surfacing with particular force when 
a parent's care is at stake. Old wounds get reopened. Ancient roles 
reassert themselves. The sibling who always felt overlooked suddenly 
has a platform for every grievance that accumulated over thirty years. 
The one who always tried to hold everyone together xnds themselves 
ejhausted by a Eob that never ends.

Dven in families with genuinely good relationships, a dementia 
diagnosis creates new conPicts. Gecisions have to be made under pres-
sure, with incomplete information, about things none of you were 
trained for. qeople process grief diNerently and on diNerent timelines. 
Beographic distance creates uneHual burdens that breed resentment 
even among people who love each other. And all of this unfolds against 
the backdrop of watching someone you love change in ways that are 
painful and frightening.

This chapter will not make family conPict disappear. Lothing 
does. Sut it will give you a framework for understanding why family 
conPict is so common in this contejt, practical strategies for dividing 
responsibilities in ways that feel fair, approaches for working with 
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diYcult siblings, tools for running family meetings that actually pro-
duce decisions, and ways to protect your family relationships across 
what may be a very long caregiving Eourney.

5.1 Why Families Fight During Caregiving

Knderstanding the roots of caregiver family conPict is the xrst step to-
ward managing it more eNectively. 6hen you can see why something 
is happening, you are less likely to take it entirely personally and more 
likely to respond thoughtfully rather than reactively.

Rtress and grief are the underlying fuel for most caregiving conPict. 
Dveryone in the family is ejperiencing some version of loss, the loss of 
the parent they knew, the loss of the future they imagined, the loss 
of the family as it was. Sut grief does not produce calm, measured 
behavior. It produces irritability, hypersensitivity, a tendency to cat-
astrophiFe, and a shortened fuse. 6hen multiple people who are all 
grieving and stressed are trying to make diYcult decisions together 
under time pressure, conPict is not a failure of character. It is almost 
inevitable.

Old family dynamics rarely stay dormant under pressure. The roles 
established in childhood, the responsible one, the diYcult one, the 
one who was always the favorite, the one who never got credit, tend 
to reassert themselves with remarkable tenacity. If one sibling always 
felt that another was the parent's preferred child, that wound will 
color how they interpret every caregiving decision the favored sibling 
makes. If one family member has always managed things by taking 
unilateral control while others fell into passivity, that pattern will likely 
repeat, even if everyone involved wishes it would not. 5ecogniFing 
these patterns for what they are, old family scripts being replayed 
rather than obEective disagreements about your parent's care, can help 
you respond to them with a little more perspective.

KneHual burdens are a genuine and legitimate source of conPict, 
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not Eust a perception problem. In most families, one person, often 
a daughter, often the one who lives closest, ends up carrying a dis-
proportionate share of the caregiving work. They are the one who 
xelds the calls from the doctor, who coordinates the appointments, 
who manages the crisis when a hired aide does not show up, who 
Pies in when there is a hospitaliFation. 4eanwhile, siblings who are 
further away, or who are simply less inclined to take on responsi-
bility, contribute less and sometimes critiHue more. This imbalance 
breeds resentment, and the resentment is not unreasonable. It is a 
signal that the distribution of responsibility needs to be addressed, not 
suppressed.

9inancial disagreements add another layer of complejity. Cow 
much should be spent on your parent's care" 6ho pays when your 
parent's resources are insuYcient" Cow should inheritance ejpecta-
tions be adEusted when one sibling has been providing hands-on care 
while others have not" These are genuinely hard Huestions with no 
universal right answers, and they tend to activate strong emotions 
because money, in families, is rarely Eust money. It carries meaning 
about fairness, love, sacrixce, and worth that makes straightforward 
xnancial conversations surprisingly charged.

It is also worth naming something that is rarely said directly: some 
family members are simply not going to step up, no matter what. 
Lot every sibling has the capacity, temperament, or willingness to 
engage meaningfully with a parent's dementia caregiving. Rpending 
enormous energy trying to force participation from someone who is 
fundamentally resistant is often a losing proposition. At some point, 
the more useful Huestion is not how to get them to do their share, but 
how to structure care so that the absence of their contribution does 
not sink everyone else.



TCD MOLB-GIRTALVD GD4DLTIA VA5DBIUD5 W0

5.2 Dividing Responsibilities

One of the most productive things a family can do early in the care-
giving Eourney is have an ejplicit conversation about who is going to 
do what. This sounds obvious, but an astonishing number of families 
never have it. They fall into patterns by default, and those default 
patterns are almost never eHuitable or sustainable.

The xrst step is making the full scope of what needs to be done 
visible. Varegiving involves a wide range of tasks that are easy to take 
for granted until you list them out. 4edical tasks include scheduling 
and attending appointments, managing medications, communicat-
ing with physicians, tracking symptoms, and coordinating between 
specialists. 9inancial tasks include paying bills, managing accounts, 
xling insurance claims, and overseeing any xnancial planning. Gai-
ly support tasks include grocery shopping, meal preparation, trans-
portation, housekeeping, and personal care. Administrative tasks in-
clude managing legal documents, dealing with insurance companies, 
and coordinating hired caregivers. Dmotional support tasks include 
regular phone calls and visits, providing companionship, and simply 
being present with your parent through the emotional dimensions of 
their illness. 6hen all of this is written down, its sheer volume tends 
to change the conversation.

Once the scope is visible, the conversation about division becomes 
more concrete. GiNerent family members have diNerent strengths, 
schedules, projimity, and resources. A sibling who lives nearby but 
works full time may be able to handle occasional appointments but 
cannot do daily check-ins. A sibling who lives far away but has more 
Pejibility may be better positioned to handle research, insurance co-
ordination, or xnancial oversight. A sibling who lives at a distance and 
has limited time may contribute xnancially rather than through direct 
care. A fair division does not mean an eHual division of each task. It 
means a distribution that accounts for what each person can genuinely 
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oNer and results in the total work being covered without any single 
person being crushed.

9inancial contributions deserve particular thought. In families 
where one sibling provides the maEority of hands-on care, it is reason-
able to discuss whether other siblings should contribute xnancially to 
oNset some of the burden, whether through contributing to the cost 
of hired help, compensating the caregiving sibling directly for time 
lost from their own work, or other arrangements. These conversations 
are uncomfortable, and many families avoid them. Sut addressing 
them honestly early, rather than letting resentment fester silently, is far 
better for both the family relationships and the Huality of your parent's 
care.

6hatever is decided, write it down. Lot as a legal contract but 
as a shared reference point. 6hen responsibilities are agreed upon 
verbally and then not fulxlled, the person who remembered the agree-
ment clearly is left feeling betrayed, while the person who did not 
follow through may have a genuinely diNerent recollection of what 
was agreed. A simple document, even a shared email thread or a note 
in a family group chat, that summariFes who is responsible for what 
creates accountability without reHuiring formal legal structures.

5.3 Managing DicSult 4iblings

Lot every family member will engage constructively with the caregiv-
ing process, and some will actively make it harder. Mearning to manage 
these dynamics without letting them derail the overall eNort is a skill 
that many long-distance caregivers eventually have to develop.

Lon-participating siblings are perhaps the most common source of 
frustration for the sibling who is doing the bulk of the work. They 
may be geographically distant, emotionally avoidant, consumed by 
their own life demands, or simply in a stage of denial that has not 
yet broken. 6hatever the reason, their absence is felt keenly by the 
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sibling who is present and active. A few things are worth consider-
ing here. 9irst, have you made a direct, specixc ask" Lot a general 
plea for help but a concrete reHuest: 3I need you to call 4om every 
Tuesday and Thursday evening, can you commit to that"3 qeople who 
feel overwhelmed by the totality of a situation sometimes respond to 
specixc, bounded reHuests when they would not respond to a general 
call for help. Recond, consider whether there are tasks that play to this 
sibling's particular strengths or circumstances. Romeone who cannot 
manage emotional caregiving may be able to handle research, xnancial 
management, or handling a specixc logistical task. Third, accept that 
there are limits to what you can make another adult do, and shift your 
energy toward ensuring that your parent's needs are met regardless of 
whether this sibling participates.

Vontrolling siblings present a diNerent kind of challenge. This is 
the sibling who inserts themselves into every decision, second-guesses 
everything you do, makes unilateral choices without consulting oth-
ers, or manages through intimidation and force of personality rather 
than consensus. Often, controlling behavior in a caregiving contejt 
is driven by anjiety and grief rather than malice, but that does not 
make it less disruptive. Vlear role boundaries are the most eNective tool 
here. 6hen responsibilities are ejplicitly assigned and documented, it 
becomes much easier to say, 3That falls within the area I am managing. 
I will make sure you are informed of decisions, but this one is mine 
to make.3 6here possible, establish decision-making protocols in ad-
vance, so that there is an agreed-upon process for how decisions get 
made, rather than allowing the most assertive person in the room to 
simply prevail by default.

Mong-distance disagreements, where family members who are not 
present attempt to override the Eudgment of those who are, are a 
particular frustration for hands-on caregivers. The sibling who visits 
twice a year but has strong opinions about everything is a near-uni-
versal phenomenon. The most eNective response is usually to give 
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information rather than argue. Rhare your observations specixcally 
and concretely: what you are seeing, what the doctor said, what the 
hired aides report. Invite the distant sibling to speak directly with care 
professionals. And be willing to say directly, but without contempt, 
that xrsthand, ongoing observation carries more weight than periodic 
impressions formed from a distance.

In the most diYcult cases, family conPict becomes so disruptive 
that it genuinely interferes with your parent's care. 6hen that hap-
pens, bringing in a neutral third party, a geriatric care manager, a 
family therapist, a social worker, or a mediator, is not an admission of 
failure. It is a practical step toward protecting your parent's wellbeing. 
Rometimes an outside voice saying what family members have been 
saying to each other for months actually lands diNerently, and the 
conversation begins to move.

5.T Family Meetings khat WorP

9amily meetings about a parent's care have a reputation for going 
badly, and they often do. They dissolve into old arguments, they pro-
duce decisions that fall apart before the nejt meeting, and they leave 
everyone feeling worse than before. Sut they do not have to go this 
way. A well-run family meeting can be genuinely productive, and the 
diNerence between a meeting that works and one that does not usually 
comes down to structure.

Retting an agenda in advance transforms the nature of a family 
meeting. 6hen everyone knows beforehand what will be discussed, 
there is less opportunity for the meeting to be hiEacked by whoever 
has the most energy and the strongest grievances on that particular 
day. The agenda should be specixc and focused: the current status of 
your parent's care, any decisions that need to be made, any changes 
to ejisting arrangements, and any emerging concerns. Gistribute the 
agenda at least a day before the meeting, and stick to it. If something 
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important comes up that is not on the agenda, acknowledge it and add 
it to the nejt meeting rather than letting it derail the current one.

9acilitating decisions rather than facilitating discussion is a subtle 
but important distinction. The goal of a family meeting is not to en-
sure that every person has fully ejpressed every feeling they have about 
every aspect of the situation. The goal is to make decisions and assign 
responsibilities. 9eelings matter, and they deserve acknowledgment, 
but a meeting that becomes an unstructured processing session rarely 
produces the clarity and accountability that your parent's care actually 
reHuires. One person should serve as a facilitator, someone who keeps 
the conversation on track, manages the time, and ensures that the 
meeting ends with clear decisions and clear owners for each action 
item.

Gocumenting agreements is the step that most family meetings 
skip and most family caregivers subseHuently regret. Sefore the meet-
ing ends, someone should read back the decisions that were made and 
the responsibilities that were assigned. 6ithin a day of the meeting, a 
brief written summary should be shared with everyone who partic-
ipated. This does not need to be formal or elaborate. A simple email 
that says 3Cere is what we agreed to today3 followed by a bulleted list is 
suYcient. This documentation serves as a reference point and creates a 
shared record that prevents the revisionism and selective memory that 
so often undermine family caregiving agreements.

If in-person family meetings are not possible, video calls can work 
well and are preferable to phone calls for this purpose. Reeing faces 
reduces misunderstanding and makes it easier to gauge the emotional 
temperature in the room. If some family members are in person and 
some are Eoining remotely, make sure the remote participants can hear 
clearly and are genuinely included in the conversation rather than be-
ing treated as peripheral. And consider whether a regularly scheduled 
meeting, perhaps every month or every Huarter, serves better than 
convening only in response to crises. 5egular meetings normaliFe the 
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process and allow issues to be addressed before they become emergen-
cies.

5.5 %roteSting Family Relationships

The caregiving Eourney for someone with dementia can last many 
years. The decisions you make and the patterns you establish during 
this time will shape your family relationships long after the caregiving 
itself has ended. qrotecting those relationships, even when the imme-
diate caregiving demands are intense, is worth deliberate eNort.

VonPict resolution in a caregiving contejt works best when you can 
separate the substantive disagreement from the emotional charge that 
surrounds it. This is easier said than done, but a few practices help. 
One is to slow down. 4ost caregiving disagreements are not actually 
emergencies that reHuire resolution in the nejt xve minutes. Taking 
a breath, stepping back from a heated ejchange, and returning to the 
conversation when everyone is calmer almost always produces better 
outcomes than pressing for resolution in the moment of majimum 
tension. Another is to distinguish between interests and positions. 
A position is what someone says they want: 34om should stay in 
her house.3 An interest is why they want it: 3I am afraid she will be 
unhappy anywhere else.3 Often, positions that seem irreconcilable 
rePect underlying interests that are actually Huite compatible.

Retting boundaries is not the same as withdrawing from the family 
or abdicating responsibility. It means being clear about what you can 
and cannot do, what behavior you will and will not accept in interac-
tions with you, and what decisions are yours to make versus those that 
reHuire family consensus. Varegivers who do not set boundaries tend 
to accumulate resentment over time in ways that eventually damage 
both their eNectiveness as caregivers and their family relationships. 
Soundaries, stated clearly and held consistently, actually protect re-
lationships by preventing the slow corrosion of unejpressed resent-
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ment.
9ocusing on shared goals is a powerful way to de-escalate conPicts 

that have become entrenched. 6hen a family argument has been going 
in circles, returning to the Huestion of what everyone actually agrees 
on, that your parent should be safe, comfortable, and treated with 
dignity, that the family should remain intact through this, that deci-
sions should be made in your parent's best interests, can shift the frame 
enough to make forward movement possible. ?ou do not have to agree 
on everything. ?ou do not have to like each other in every moment. 
Sut if you can agree on the goal, you have enough common ground to 
work with.

9inally, make room for the grief that underlies so much of the 
conPict. 4uch of what looks like a xght about whether to hire an aide 
or whether 4om should stop driving is actually a xght about loss. Moss 
of the parent you knew. Moss of the family you thought you had. Moss 
of the future you ejpected. 6hen you can see that, and occasionally 
name it gently, the tenor of the conversation sometimes changes. Lot 
always. Sut sometimes. And sometimes is worth something.

?our family will not navigate this perfectly. Lo family does. There 
will be moments of real ugliness alongside moments of unejpected 
tenderness and solidarity. The goal is not a conPict-free caregiving 
Eourney. It is a Eourney that, when it is over, leaves your family relation-
ships intact or even strengthened, because you found a way to show 
up for each other through something genuinely hard.

That is a worthy goal. And it is more achievable than it probably 
feels right now.



Chapter 6: Legal and Financial 
Planning Before a Crisis

I f there is one chapter in this book that you need to act on imme-
diately, this is it.

Legal and wnancial planning is the area vhere delays cause the most 
irre'ersible damage to families na'igating a parentSs dementia. It is 
also the area that families most consistently put oT, partly because the 
con'ersations in'ol'ed are uncomfortable, partly because the paper-
vork feels daunting, and partly because confronting it head-on means 
fully accepting the reality of vhat is happening. Ao they vait. xhey tell 
themsel'es there is time. Dnd then the vindov closes, and vhat could 
ha'e been a straightforvard process becomes an eOpensi'e, prolonged 
legal ordeal.

xhe central issue is legal capacity. In order to sign legally binding 
documents, a person must ha'e the mental capacity to understand 
vhat they are signing and the implications of doing so. Hementia 
erodes that capacity o'er time, and sometimes faster than families 
eOpect. D person vho has capacity today may not ha'e it siO months 
from nov. Ence capacity is lost, the legal options a'ailable to families 
become signiwcantly more limited, more costly, and more ad'ersarial. 
xhe time to act is nov, vhile your parent can still participate fully and 
meaningfully in decisions about their ovn future.

xhis chapter co'ers the essential legal documents e'ery family 
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should ha'e in place, the basics of estate planning, hov to organi"e 
your parentSs wnancial life, hov to protect them from wnancial eO-
ploitation, and vhat guardianship in'ol'es and vhen it may become 
necessary. xhroughout, ve vill point you tovard the professionals 
vho can help, because this is one area vhere attempting to na'igate 
alone often creates more problems than it sol'es.

6.1 Essential Legal Documents

xhere are three legal documents that are foundational to managing a 
parentSs care and wnances as dementia progresses. :ithout them, you 
may wnd yourself unable to make medical decisions on your parentSs 
behalf, locked out of their wnancial accounts at a moment of crisis, or 
facing a court proceeding simply to gain the authority to help. :ith 
them, you ha'e the legal standing to act as your parentSs ad'ocate 
eTecti'ely and vithout unnecessary obstruction.

D durable pover of attorney is a legal document in vhich your par-
ent designates someone, called an agent or attorney-in-fact, to manage 
their wnancial aTairs. xhe vord YdurableY is criticalK it means the doc-
ument remains in eTect e'en if your parent loses mental capacity. D 
standard pover of attorney, by contrast, becomes 'oid vhen the per-
son vho granted it loses capacity, vhich makes it useless for dementia 
caregi'ing. D durable pover of attorney allovs the designated agent to 
access bank accounts, pay bills, wle taOes, manage in'estments, buy or 
sell property, and handle a vide range of other wnancial transactions 
on your parentSs behalf. :ithout it, family members ha'e no legal 
authority o'er a parentSs wnances, e'en in an emergency.

xhe scope of a durable pover of attorney can be broad or limited 
depending on vhat your parent chooses to authori"e. Dn elder lav 
attorney can help draft a document that gi'es the agent the authority 
they vill actually need vithout going beyond vhat your parent is 
comfortable granting. It is also vorth noting that a durable pover 
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of attorney can be structured as Yspringing,Y meaning it only takes 
eTect vhen your parent loses capacity, or as immediately eTecti'e. 
qoth approaches ha'e their uses, and the right choice depends on your 
familySs speciwc circumstances.

D healthcare proOy, also knovn as a healthcare pover of attorney or 
medical pover of attorney depending on the state, designates someone 
to make medical decisions on your parentSs behalf vhen they are 
unable to make those decisions themsel'es. xhis is the person vho vill 
speak vith doctors, authori"e or decline treatments, make decisions 
about hospitali"ation and surgery, and ultimately guide end-of-life 
care. Rhoosing the right person for this role, someone vho knovs 
your parentSs 'alues and vishes, can make di8cult decisions under 
pressure, and can communicate eTecti'ely vith medical pro'iders, is 
one of the most important decisions your family vill make.

It is vorth noting that a healthcare proOy and a durable pover of 
attorney can designate the same person or diTerent people. Aome fam-
ilies split these roles because diTerent family members ha'e diTerent 
strengths. xhe sibling vho is best at managing wnances may not be the 
one best suited to na'igating the emotional and relational dimensions 
of medical decision-making. Na'ing an honest con'ersation vithin 
the family about vho is best positioned for each role, rather than 
defaulting to birth order or geographic proOimity, tends to produce 
better outcomes.

D li'ing vill, sometimes called an ad'ance healthcare directi'e or 
directi'e to physicians, is a document in vhich your parent eOpresses 
their ovn vishes about medical treatment in speciwc circumstances, 
typically end-of-life scenarios. It might specify that your parent does 
not vant life-prolonging treatment if they are in a persistent 'egetati'e 
state, or that they do vish for aggressi'e treatment to be pursued. It 
might address their vishes about artiwcial nutrition and hydration, re-
suscitation, and mechanical 'entilation. D li'ing vill gi'es the health-
care proOy a roadmap for decision-making and reduces the burden 
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of those decisions by making clear vhat your parent actually vanted, 
rather than lea'ing the proOy to guess.

Dll three of these documents should be prepared vith the help of 
an elder lav attorney, signed vhile your parent has legal capacity, vit-
nessed and notari"ed as re9uired by your stateSs lav, and stored some-
vhere accessible. Ropies should be gi'en to the designated agents, to 
your parentSs primary care physician, and to any hospital or specialist 
vho may be in'ol'ed in your parentSs care. D document that eOists but 
cannot be located in a crisis is of limited 'alue.

6.2 Estate Planning Basics

Gstate planning is the process of organi"ing hov your parentSs assets 
vill be managed during their lifetime and distributed after their death. 
It is not only for the vealthy. G'en a modest estate benewts from 
thoughtful planning, and the absence of that planning can create 
signiwcant complications and costs for families.

D vill is the foundational document of an estate plan. It speciwes 
vho inherits your parentSs assets after death, names an eOecutor vho 
is responsible for carrying out its instructions, and can address other 
matters such as speciwc be9uests, charitable gi'ing, and guardianship 
of minor dependents if any. :ithout a 'alid vill, your parentSs estate 
passes according to your stateSs intestacy lavs, vhich may or may 
not align vith vhat your parent vould ha'e vanted. D vill must be 
eOecuted vith proper formalities, including vitnesses and sometimes 
notari"ation, to be legally 'alid. It is vorth re'ieving any eOisting vill 
to ensure it rejects your parentSs current vishes and that the named 
eOecutor is still appropriate and villing to ser'e.

xrusts are legal arrangements in vhich assets are held by one party, 
the trustee, for the benewt of another, the benewciary. xhey ser'e a 
'ariety of purposes in estate planning. D re'ocable li'ing trust allovs 
your parent to transfer assets into the trust during their lifetime, re-
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taining control o'er them as the trustee, vhile designating a successor 
trustee vho takes o'er management vhen your parent becomes inca-
pacitated or dies. Dssets held in a re'ocable li'ing trust pass to bene-
wciaries vithout going through probate, the court-super'ised process 
by vhich a vill is 'alidated and an estate distributed. 0robate can be 
slov, public, and eOpensi'e, so a'oiding it has real practical 'alue.

Dn irre'ocable trust, once established, generally cannot be modi-
wed or re'oked. xhese are used for speciwc purposes, including Vedic-
aid planning, asset protection, and certain taO strategies. If your parent 
may e'entually need Vedicaid to co'er long-term care costs, under-
standing hov asset transfers to trusts are treated under VedicaidSs 
rules is important, and this is an area vhere an elder lav attorneySs 
guidance is essential. Vedicaid has a w'e-year look-back period during 
vhich asset transfers can aTect eligibility, so the timing of any planning 
mo'es matters enormously.

qenewciary designations on wnancial accounts, retirement ac-
counts, and life insurance policies are a critical and often o'erlooked 
component of estate planning. xhese designations o'erride vhate'er 
a vill says, meaning that if your parentSs vill lea'es e'erything to their 
three children e9ually but their retirement account names only one 
child as benewciary, that one child recei'es the retirement account re-
gardless of the villSs instructions. 5e'ieving and updating benewciary 
designations is an important step, and it should happen as part of the 
broader estate planning process rather than in isolation.

6.3 Financial Organization

Ene of the most practical things you can do for your parent and 
for yourself as a caregi'er is to get a clear, organi"ed picture of their 
wnancial life. Vany families are surprised to disco'er, vhen they wnally 
sit dovn to map it out, hov compleO and fragmented their parentSs 
wnances actually are. Vultiple bank accounts at diTerent institutions, 
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old retirement accounts from 2obs held decades ago, life insurance 
policies vhose premiums are still being paid but vhose eOistence vas 
barely remembered, recurring subscriptions and automatic payments 
that no one has re'ieved in years. Metting all of this organi"ed nov, 
vhile your parent can guide you, is far better than trying to reconstruct 
it later under pressure.

qank accounts form the core of most peopleSs day-to-day wnancial 
picture. 6ou vill vant to identify e'ery account your parent holds, at 
e'ery institution, along vith the account numbers, the approOimate 
balances, and any automatic payments that are dravn from each ac-
count. If your parent has gi'en you durable pover of attorney, you can 
be added to the account or set up to access it on their behalf. If not, 
nov is the time to get that authori"ation in place.

Insurance policies of all kinds need to be located and re'ieved. xhis 
includes health insurance and Vedicare supplemental co'erage, life 
insurance, long-term care insurance if your parent has it, homeovnerSs 
or renterSs insurance, and any auto insurance. 3or each policy, you vill 
vant to knov the insurer, the policy number, the co'erage amount, 
the premium amount and payment schedule, and hov to wle a claim. 
Long-term care insurance policies in particular deser'e careful re'ievK 
they ha'e speciwc benewt triggers, vaiting periods, and claim proce-
dures that families are often unavare of until they need to use the 
policy.

Income sources should be documented comprehensi'ely. xhis in-
cludes Aocial Aecurity benewts, any pension income, 5e9uired Vin-
imum Histributions from retirement accounts, rental income if your 
parent ovns in'estment property, annuity payments, and any other 
regular income. Bnoving eOactly vhat comes in each month, from 
vhere, and on vhat schedule, is essential for managing your parentSs 
wnances and for planning for future care costs. If your parent recei'es 
Aocial Aecurity, you can contact the Aocial Aecurity Ddministration to 
discuss representati'e payee arrangements vhen direct management 
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becomes necessary.
5egular eOpenses should be re'ieved vith the same care. qeyond 

the ob'ious bills like housing, utilities, and food, look for automatic 
payments and subscriptions that may ha'e been set up and forgot-
ten. Rharitable donations, maga"ine subscriptions, streaming ser'ices, 
club memberships, and 'arious other recurring charges can add up 
to a signiwcant amount, and many of them may no longer ser'e any 
purpose for your parent. Aimplifying and consolidating your par-
entSs wnancial picture nov makes ongoing management much more 
straightforvard.

6.4 Preventing Financial Exploitation

0eople vith dementia are among the most 'ulnerable targets for w-
nancial eOploitation, and the problem is far more videspread than 
most families reali"e. It is estimated that wnancial eOploitation costs 
older Dmericans billions of dollars each year, and people vith demen-
tia, vhose 2udgment is impaired and vhose social netvorks are often 
shrinking, are disproportionately aTected. :orse, the perpetrators are 
often not strangers. D signiwcant proportion of wnancial eOploitation 
of older adults is committed by family members, hired caregi'ers, or 
people vho ha'e been granted trust and access.

Acams targeting older adults vith dementia take many forms. 
0hone scams in vhich callers claim to be from the I5A, Vedicare, 
Aocial Aecurity, or a utility company and demand immediate pay-
ment or personal information are eOtremely common. Lottery and 
sveepstakes scams that re9uire an upfront payment to claim a pri"e 
prey on people vhose ability to e'aluate such claims is compromised. 
5omance scams conducted online or by phone establish false emo-
tional relationships as a prelude to wnancial re9uests. Hoor-to-door 
contractors vho collect substantial upfront payments for vork they 
ne'er perform or perform shoddily target homeovners vho may not 
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remember ha'ing paid or may not recogni"e the 9uality problems vith 
the vork.

Vonitoring your parentSs accounts regularly is one of the most 
eTecti'e protecti'e measures a'ailable. If you ha'e wnancial pover of 
attorney or ha'e been added to your parentSs accounts, set up online 
access and re'iev transactions at least monthly, and ideally more fre-
9uently. Look for unusual vithdravals, nev payees, large cash trans-
actions, transfers to unfamiliar accounts, and e'idence of purchases 
or donations that your parent vould not normally make. Aome banks 
ha'e elder wnancial protection programs that can jag unusual acti'ity 
and alert designated family members.

3raud pre'ention measures vorth considering include reduc-
ing your parentSs eOposure to unsolicited contacts. 5egistering their 
phone number on the Cational Ho Cot Rall 5egistry vill not stop all 
unvanted calls, but it reduces them. Aetting up call blocking on their 
phone for knovn scam numbers, through their carrier or a third-party 
ser'ice, adds another layer of protection. If your parent has internet 
access, ensuring they ha'e appropriate security softvare and, if pos-
sible, ha'ing a trusted person monitor their online acti'ity, can help. 
Vany families also establish a simple protocol vith their parentK before 
gi'ing money or personal information to anyone vho contacts them 
unsolicited, they call a designated family member wrst. xhis protocol is 
easier to establish vhen your parent still has the capacity to understand 
and agree to it.

qe alert also to the possibility of eOploitation by people in your 
parentSs immediate circle. xhis is a di8cult topic, but it is an impor-
tant one. If a nev person appears in your parentSs life vho is taking 
an unusual interest in their wnancial aTairs, if a long-standing hired 
caregi'er begins asking for loans or gifts, if a family member vho 
pre'iously had little in'ol'ement suddenly becomes 'ery attenti'e in 
vays that seem connected to the wnances, trust your instincts and 
in'estigate. 3inancial eOploitation by trusted indi'iduals often begins 
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vith small boundary 'iolations that escalate o'er time. Ratching it 
early is far better than disco'ering it after signiwcant damage has been 
done.

6.5 When Guardianship Becomes Necessary

3or most families vho plan ahead and put legal documents in place 
vhile their parent still has capacity, guardianship vill ne'er be neces-
sary. qut if your parent did not eOecute a durable pover of attorney 
or healthcare proOy vhile they had the capacity to do so, or if those 
documents are found to be inade9uate or in'alid, or if there is a dis-
pute about vho should be making decisions on your parentSs behalf, 
guardianship may become the only a'ailable legal remedy.

Muardianship, also called conser'atorship in some states, is a 
court-super'ised legal arrangement in vhich a 2udge appoints some-
one to make decisions on behalf of a person vho has been determined 
to lack the capacity to make those decisions themsel'es. D guardian of 
the person makes decisions about li'ing arrangements, medical care, 
and daily life. D guardian of the estate, sometimes called a conser'ator, 
manages wnancial aTairs. xhese roles may be wlled by the same person 
or by diTerent people.

xhe legal standards for establishing guardianship re9uire a formal 
court proceeding in vhich medical e'idence of the personSs incapacity 
is presented, the person has the right to be represented by an attorney 
and to contest the proceeding, and the 2udge makes a determination 
about both the fact of incapacity and vho should ser'e as guardian. 
xhis process takes time, typically se'eral months from wling to ap-
pointment, and it costs money, in attorneySs fees and court costs that 
are often paid from the personSs ovn estate. It is also a matter of public 
record, vhich some families wnd distressing.

Rourt procedures 'ary signiwcantly by state, and na'igating them 
vithout an attorney is eOtremely di8cult. If you wnd yourself in a 
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situation vhere guardianship may be necessary, retaining an elder 
lav attorney immediately is strongly ad'isable. xhey can guide you 
through the process, help you understand vhat e'idence vill be re-
9uired, and represent your parentSs best interests throughout.

Dlternati'es to guardianship are vorth eOploring before initiating 
court proceedings. In some situations, a representati'e payee arrange-
ment vith Aocial Aecurity or a 'eteransS benewts wduciary can address 
wnancial management needs vithout a full guardianship. D geriatric 
care manager or other trusted professional can sometimes ser'e as 
a surrogate decision-maker for care issues in vays that a'oid court 
in'ol'ement. Vediation betveen family members vho disagree about 
vho should ser'e as decision-maker can sometimes resol'e disputes 
that might othervise end up in court. Dn elder lav attorney can help 
you understand vhich alternati'es, if any, are 'iable in your parentSs 
speciwc situation.

If you are reading this before your parent has lost capacity, please 
take this section as the strongest possible encouragement to act nov. 
Metting a durable pover of attorney and healthcare proOy in place 
is a relati'ely simple, relati'ely ineOpensi'e process vhen your parent 
has capacity. Muardianship, vhen those documents do not eOist, is 
complicated, eOpensi'e, emotionally taOing, and completely a'oidable 
vith a little ad'ance planning.

Legal and wnancial planning is not the most emotionally resonant 
part of the caregi'ing 2ourney. It does not feel as immediately im-
portant as managing your parentSs medical care or maintaining your 
relationship vith them. qut getting these foundations right is vhat 
makes e'erything else possible. It is vhat allovs you to act 9uickly in 
a medical crisis vithout bureaucratic obstruction. It is vhat protects 
your parentSs assets from eOploitation and mismanagement. It is vhat 
ensures that your parentSs vishes about their ovn care are actually 
honored.

Vake the appointment vith the elder lav attorney. Mather the 
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wnancial documents. Na'e the con'ersations. Ho it nov, vhile you 
still can. 6our future self, managing a crisis at tvo in the morning vith 
the legal authority to act, vill be deeply grateful that you did.



Chapter 7: Understanding Medicare, 
Medicaid, and Long-Term Care 
Coverage

T here is a widespread and deeply damaging myth in Ameri-
can families: the belief that Medicare will pay for a parent's 

long-term care. This assumption leads families to defer ,nancial plan-
ningv spend down assets without strategyv and then arrike at the mo-
ment when serious care is needed to discokerv with shocU and often 
panicv that Medicare cokers almost none of it.

Bnderstanding how the American healthcare cokerage system ac-
tually worUs for people with dementia is not glamorous Unowledge. 
The rules are complicatedv the programs interact with each other in 
ways that are not intuitikev and the staUes are enormous. qut this is 
Unowledge that genuinely protects familiesv and the families who hake 
it maUe substantially better decisions than those who do not.

This chapter walUs you through Medicare and its signi,cant lim-
itations for dementia carev the distinct and much more relekant role 
of Medicaid in long-term care fundingv long-term care insurance and 
how to use it eYectikelyv and other sources of ,nancial assistance that 
families freHuently okerlooU. qy the endv you will hake a clearer picture 
of what your parent's cokerage actually prokidesv where the gaps arev 
and what planning mokes are worth maUing to address them.
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7.1 Medicare Basics

Medicare is the federal health insurance program for Americans aged 
Ix and olderv as well as for certain younger people with disabilities. Pt is 
funded primarily through payroll ta1es and premiumsv and it cokers a 
wide range of acute medical serkices. Bnderstanding its structure helps 
you understand both what it does and what it decidedly does not do 
for people with dementia.

Medicare 0art A cokers inpatient hospital carev sUilled nursing facil-
ity care under speci,c conditionsv hospice carev and some home health 
serkices. Pt is premium-free for most people who hake worUed and paid 
Medicare ta1es for at least ten years. The sUilled nursing facility bene,t 
is one of the most misunderstood parts of Medicare. Pt cokers up to 
jSS days in a sUilled nursing facility following a Hualifying hospital stay 
of at least three daysv but only for sUilled care such as physical therapyv 
occupational therapyv or wound care. Pt does not coker custodial carev 
which is the assistance with daily actikities liUe bathingv dressingv and 
eating that constitutes the maCority of what people with dementia 
actually need as the disease progresses. This distinction between sUilled 
and custodial care is the cru1 of why Medicare falls so short for de-
mentia families.

Medicare 0art q cokers outpatient medical serkicesv including 
physician kisitsv diagnostic testsv prekentike carev durable medical 
eHuipmentv and some home health serkices. Pt reHuires a monthly 
premiumv which is deducted from Eocial Eecurity bene,ts for most 
enrollees. 0art q does coker certain dementia-related serkicesv includ-
ing the initial cognitike assessment that Medicare now reimburses as a 
prekentike bene,tv and it cokers many of the specialist kisits and diag-
nostic tests inkolked in diagnosis and ongoing medical management. 
Oowekerv liUe 0art Av it cokers medical serkicesv not ongoing custodial 
care.

Medicare 0art Nv commonly Unown as Medicare Adkantagev al-
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lows bene,ciaries to receike their Medicare bene,ts through prikate 
insurance plans rather than through traditional Medicare. These plans 
often include additional bene,ts beyond what traditional Medicare 
cokersv such as dentalv kisionv and hearing cokeragev and some oYer care 
coordination serkices that can be kaluable for people with comple1 
needs. Oowekerv they also typically inkolke more restricted prokider 
networUs and prior authori8ation reHuirements that can create fric-
tion for people who see multiple specialistsv as people with dementia 
often do. Pf your parent is enrolled in a Medicare Adkantage planv it 
is worth understanding e1actly what the plan cokers and what its care 
coordination serkices include.

Medicare 0art V cokers prescription medications through prikate 
plans that bene,ciaries choose and enroll in separately. Wor people 
with dementiav medication cokerage matters signi,cantly: the med-
ications used to manage dementia symptomsv as well as the many other 
medications that older adults typically taUe for coe1isting conditionsv 
can be e1pensike without cokerage. 0art V plans kary in their for-
mulariesv meaning which speci,c drugs they coker and at what costv 
and rekiewing whether your parent's current plan cokers their actual 
medications at a reasonable cost is worth doing annually during the 
open enrollment period each fall.

Gnrollment in Medicare has important timing rules. Most people 
are automatically enrolled in 0arts A and q when they turn Ix if 
they are already receiking Eocial Eecurity bene,ts. Those who are not 
automatically enrolled hake a seken-month initial enrollment peri-
od. Missing enrollment deadlines can result in permanent premium 
penalties that add to costs for the rest of your parent's life. Pf your par-
ent has not yet enrolled or if you are uncertain about their enrollment 
statusv contact Medicare directly or consult with a Medicare coun-
selor through your state's Etate Oealth Pnsurance Assistance 0rogramv 
Unown as EOP0v which prokides free unbiased counseling.
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7.2 What Medicare Does Not Cover

Bnderstanding Medicare's cokerage gaps is at least as important as un-
derstanding what it does cokerv because the gaps are where dementia 
families get into serious ,nancial trouble.

Nustodial care is the single most signi,cant gap. This is the ongoing 
assistance with actikities of daily likingv bathingv dressingv groomingv 
toiletingv eatingv and mobilityv that people with dementia increas-
ingly need as the disease progresses. 2hether this care is prokided at 
home by a paid aidev in an assisted liking facilityv or in a memory care 
unitv Medicare does not pay for it. This is the care that costs families 
tens of thousands to hundreds of thousands of dollars per yearv and 
Medicare's role in paying for it is essentially 8ero.

5ong-term superkision is similarly not cokered. Medicare does not 
pay for the okersight and monitoring that a person with dementia 
needs simply to remain safev to be redirected when they become con-
fused or agitatedv to be prekented from wanderingv or to be reminded 
to eat and taUe medications. This superkisionv eken when it is prokided 
in a facility setting rather than in the homev is considered custodial 
rather than sUilled and falls outside Medicare's scope.

Memory care costs are entirely outside Medicare's cokerage. Vedi-
cated memory care unitsv which prokide the speciali8ed enkironmentv 
sta3ng ratiosv and programming that people with moderate to ad-
kanced dementia bene,t fromv are among the most e1pensike options 
in the long-term care landscape. Monthly costs commonly range from 
four thousand to eight thousand dollars or more depending on the 
facility and geographic location. Done of this is paid by Medicare.

Gken Medicare's limited sUilled nursing facility bene,t has signif-
icant cost-sharing reHuirements that families often underestimate. 
After a Hualifying hospital stayv Medicare cokers the ,rst twenty days 
of sUilled nursing facility care in full. Wrom day twenty-one through 
day one hundredv there is a substantial daily copayment that changes 
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annually and that Medicare supplement insurance may or may not 
coker depending on the policy. After day one hundredv Medicare cok-
erage ends entirelyv and the full cost falls to the indikidual or other 
payers.

The practical implication of all of this is straightforward: if your 
parent will ekentually need signi,cant ongoing care for dementiav 
which is liUely giken the nature of the diseasev you cannot count on 
Medicare to pay for the maCority of it. 0lanning for how those costs 
will be cokeredv whether through personal assetsv Medicaidv long-term 
care insurancev or a combinationv is not optional. Pt is essential.

7.3 Understanding Medicaid

Medicaid is the Coint federal and state program that prokides health 
cokerage to people with low incomes and limited assets. BnliUe 
Medicarev which is an entitlement that all Hualifying older Americans 
receike regardless of ,nancial needv Medicaid is means-tested: eligibil-
ity depends on both income and assets falling below thresholds set by 
each state. Wor dementia familiesv Medicaid is critical because it is the 
primary public payer for long-term custodial carev including nursing 
home care andv in many statesv home and community-based serkices.

Gligibility rules for Medicaid kary signi,cantly by statev but the 
general principle is that an indikidual must hake kery limited count-
able assetsv typically two thousand dollars or less in most statesv though 
some states hake higher thresholds. Nertain assets are e1cluded from 
this calculationv most importantly the primary residence up to a cer-
tain eHuity limitv one kehiclev household furnishingsv and personal 
belongings. A spouse's assets are treated under special rules designed to 
prekent spousal impokerishment. Bnderstanding the speci,c rules in 
your parent's state is importantv and an elder law attorney is the right 
professional to guide this analysis.

Asset protection planningv sometimes called Medicaid planningv 
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inkolkes legally restructuring assets to help a person Hualify for Med-
icaid while preserking as much as possible for a spouse or other family 
members. This is a legitimate and widely practiced area of elder law. 
Etrategies may include establishing certain types of trustsv maUing 
gifts in ways that account for Medicaid's looU-bacU rulesv conkerting 
countable assets into e1empt onesv and timing care arrangements to 
optimi8e bene,t akailability. The ,ke-year looU-bacU period is a critical 
concept here: Medicaid e1amines asset transfers made within ,ke years 
of the application date and may impose a penalty period of ineligibility 
for transfers that were made to Hualify for bene,ts. This is why plan-
ning needs to happen well in adkance of when bene,ts will actually be 
needed.

The application process for Medicaid is administratikely demand-
ing. Pt reHuires e1tensike documentation of incomev assetsv and med-
ical needv and applications are freHuently denied initially due to tech-
nicalities or incomplete documentation. Dakigating the process is 
much easier with professional helpv either from an elder law attorneyv a 
Medicaid planning specialistv or a social worUer with e1perience in the 
bene,ts system. Many families who attempt to manage the application 
on their own e1perience signi,cant delays or denials that could hake 
been akoided.

Medicaid's cokerage of home and community-based serkicesv rather 
than Cust nursing home carev has e1panded signi,cantly in recent years 
through waiker programs that allow states to use Medicaid funds for 
a broader range of serkices. These may include personal care assis-
tance in the homev adult day serkicesv respite care for family caregikersv 
and other supports that allow people to remain in their communities 
rather than entering institutional care. Akailability and eligibility re-
Huirements kary substantially by statev and many of these programs 
hake waiting lists that can stretch for months or years. Applying earlyv 
eken before the need is immediatev is often adkisable.
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7.4 Long-Term Care Insurance

5ong-term care insurance is prikate insurance speci,cally designed to 
coker the costs of custodial care that Medicare does not coker. Wor 
families whose parent had the foresight to purchase a policyv it can 
be a signi,cant ,nancial resource. Wor families without itv this sec-
tion e1plains what you hake missed and what the alternatikes are. Wor 
anyone still within the age and health window to purchase cokeragev 
understanding what good cokerage looUs liUe is kaluable.

0olicy bene,ts kary widelyv and understanding e1actly what a pol-
icy cokers is essential before a claim is needed. Most long-term care 
insurance policies coker care in nursing facilitiesv assisted liking facil-
itiesv memory care unitsv and at home. The daily or monthly bene,t 
amountv typically e1pressed as a dollar amount per day or monthv de-
termines how much the policy pays toward cokered care costs. 0olicies 
typically hake a bene,t periodv the ma1imum length of time bene,ts 
will be paidv ranging from two years to lifetime cokerage. An in4ation 
protection featurev which increases the bene,t amount oker time to 
Ueep pace with rising care costsv is an important policy featurev partic-
ularly for policies purchased many years ago.

qene,t triggers are the speci,c conditions that must be met for a 
policy to begin paying. Most long-term care insurance policies use two 
standards: the inability to perform a speci,ed number of actikities of 
daily liking without assistancev typically two out of si1v or a cognitike 
impairment that reHuires substantial superkision to protect the health 
and safety of the insured. A diagnosis of dementia will typically satisfy 
the cognitike impairment triggerv meaning that a person with demen-
tia will generally be eligible for bene,ts once their disease has pro-
gressed to a point where ongoing superkision is reHuired. Oowekerv 
the speci,c language of each policy mattersv and rekiewing the policy 
carefullyv or haking an insurance professional rekiew itv before ,ling a 
claim ensures that you understand e1actly what is reHuired.
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The claims process for long-term care insurance reHuires docu-
mentation of the bene,t triggerv typically through a physician's cer-
ti,cation and sometimes a separate functional assessment conducted 
by the insurer. There is usually an elimination periodv functioning liUe 
a deductible measured in days rather than dollarsv during which the 
insured must be receiking Hualifying care before bene,ts begin. This 
period commonly ranges from thirty to ninety days. qene,ts are then 
paid either as reimbursement for actual care costs or as an indemnity 
paymentv a set amount regardless of actual costsv depending on the 
policy structure.

Nommon pitfalls in using long-term care insurance include failing 
to ,le a claim promptly when eligibility is metv not understanding 
the elimination period and how it is satis,edv and not Ueeping the 
insurance company informed of changes in care needs or setting that 
might aYect cokerage. Eome families also discoker that a policy pur-
chased long ago has bene,ts that hake not Uept pace with actual care 
costsv maUing partial cokerage planning necessary. Pf your parent has 
a long-term care insurance policyv locate it nowv read it carefullyv and 
maUe sure you understand its terms before care needs become urgent.

7.5 Other Sources of Financial Assistance

qeyond Medicarev Medicaidv and long-term care insurancev there are 
additional sources of ,nancial assistance that families nakigating de-
mentia care costs freHuently okerlooU. TaUing the time to inkestigate 
these options can meaningfully reduce the ,nancial burden.

zeterans bene,ts represent a signi,cant and underutili8ed resource 
for older adults who serked in the military. The Vepartment of zet-
erans AYairs oYers a range of bene,ts that can help coker care costsv 
including the Aid and Attendance bene,tv which prokides monthly 
payments to keterans and surkiking spouses who need help with daily 
actikities or are housebound. This bene,t is not widely Unown and 
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is not automatically applied forD families must submit a formal ap-
plication with supporting documentation of military serkicev medical 
needv and ,nancial status. Gligibility criteria are distinct from Medic-
aid rulesv and worUing with a zeterans Eerkice 63cerv who can assist 
with the application at no costv is strongly adkisable. Pf your parent 
is a keteran or the surkiking spouse of a keteranv this bene,t is worth 
inkestigating as a priority.

Etate programs supplement federal cokerage in ways that kary con-
siderably by location. Many states oYer additional pharmaceutical as-
sistance programs for older adults whose drug costs are not adeHuately 
cokered by Medicare 0art V. Etate-funded home care programs pro-
kide serkices to older adults who need support but hake not yet reached 
Medicaid eligibility. Eome states hake speci,c programs for people 
with Al8heimer's disease and related dementiasv including caregiker 
respite programsv case management serkicesv and emergency assistance 
funds. The Gldercare 5ocator and your local Area Agency on Aging 
are the best starting points for identifying what your parent's state 
speci,cally oYers.

Donpro,t support organi8ations prokide a range of direct ,nancial 
assistance and serkices that many families do not Unow e1ist. The 
Al8heimer's Associationv the leading koluntary health organi8ation in 
the Al8heimer's spacev oYers a BE-hour helplinev care consultation ser-
kicesv support groupsv and referrals to local resources at no cost. Eome 
local chapters also administer small ,nancial assistance programs for 
families in crisis. 6ther disease-speci,c nonpro,tsv community foun-
dationsv religious organi8ationsv and local charities may oYer one-time 
or ongoing assistance with speci,c care costsv home modi,cation e1-
pensesv or caregiker respite. AsUing a social worUer or geriatric care 
manager to help identify locally akailable nonpro,t resources is often 
the most e3cient way to ,nd these programs.

Oome eHuity is a ,nancial resource that some families use to fund 
care costsv either through a rekerse mortgagev which allows a home-
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owner aged IB or older to borrow against the eHuity in their home 
without selling it or maUing monthly paymentsv or through a home 
eHuity line of credit or outright sale of the home when a moke to a 
care facility maUes the home unnecessary. Gach of these approaches 
has signi,cant implications for Medicaid planning and estate planning 
that should be carefully ekaluated with professional guidance before 
any decisions are made.

5ife insurance policies may hake prokisions that allow the policy-
holder to access a portion of the death bene,t while still alike to coker 
long-term care or terminal illness costs. These are called accelerated 
death bene,ts or liking bene,t riders. Eome policies can also be sold 
to a third party through a life settlementv generating a lump sum 
that is less than the death bene,t but more than the cash surrender 
kalue. Pf your parent holds a life insurance policyv rekiewing it for these 
prokisions is worthwhile.

Dakigating the landscape of healthcare cokerage and ,nancial assis-
tance for dementia care is genuinely comple1v and no single resource 
will gike you ekery answer for your parent's speci,c situation. 2hat 
this chapter has tried to gike you is a map of the territory: where the 
maCor resources arev where the critical gaps liev and where professional 
guidance is most important. An elder law attorneyv a Medicare coun-
selor through EOP0v and a social worUer with e1pertise in bene,ts 
nakigation are your three most kaluable professional allies in this worU.

The ,nancial dimensions of dementia caregiking are dauntingv but 
they are not insurmountable. Wamilies who understand the landscapev 
plan aheadv and seeU appropriate professional help consistently nak-
igate it better than those who simply hope things will worU out. Kou 
now hake the foundation to be in the ,rst group.



Chapter 8: Managing Medical Care 
From a Distance

T he medical management of dementia is genuinely complex. 
Your parent will likely see multiple specialists over the course of 

their illness. Their medication list will probably grow. They will have 
appointments they cannot reliably report on and instructions they 
may not consistently follow. And you will be trying to stay on top of 
all of it from hundreds of miles away, without the ability to sit in the 
waiting room, hear what the doctor actually said, or watch whether 
the prescription gets picked up and taken correctly.

This is one of the areas where long-distance caregivers most acutely 
feel the limitations of their situation. Medical care requires real-time 
information, quick responses, and an ongoing relationship with 
providers, all of which are harder to maintain across distance. But 
harder does not mean impossible. Long-distance medical advocacy 
is a learnable set of skills, and caregivers who develop them make a 
measurable di'erence in their parentzs health outcomes.

This chapter covers how to become an e'ective medical advo-
cate for your parent, how to coordinate across multiple healthcare 
providers, how to manage medications safely from a distance, how 
to participate meaningfully in medical appointments even when you 
cannot be there in person, and how to navigate the particular chal-
lenges of hospitaliHation and discharge when you are not on the 
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ground.

8.1 Becoming a Medical Advocate

A medical advocate is someone who actively participates in a patientzs 
healthcare on their behalfF gathering and organiHing information, 
communicating with providers, asking questions, ensuring that in-
structions are understood and followed, and speaking up when some-
thing does not seem right. Ior a person with dementia, who may not 
be able to accurately report their symptoms, may not remember what 
the doctor said, and may not reliably follow through on instructions, 
having a knowledgeable, engaged advocate is not a luxury. Wt is a safety 
imperative.

7rganiHing information is the foundation of e'ective medical ad-
vocacy. You need a comprehensive, current record of your parentzs 
medical situation that you can access quickly and share with providers 
when needed. This includes a complete list of current diagnoses, a 
medication list with dosages and prescribing physicians, a summary 
of relevant medical history including hospitaliHations, surgeries, and 
signi?cant illnesses, known allergies and adverse drug reactions, the 
names and contact information of all current providers, and insurance 
information. This record should be kept somewhere accessible to you 
and ideally also available in your parentzs home for use in emergencies. 
Many caregivers maintain this in a simple document that they update 
after every signi?cant medical development and share with other fam-
ily members who are involved in care.

Asking e'ective questions at medical appointments is a skill that 
improves with practice. Before any appointment, think through what 
you most need to know and write your questions down. The most 
important categories areF Ehat is the current status of the condition 
being addressedN Kas anything changed since the last visitN Ehat 
do the test results mean in plain languageN Ehat are the treatment 
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options, and what are the expected bene?ts and risks of eachN Ehat 
should we watch for, and when should we callN Ehat are the next steps 
and who is responsible for eachN Are there any referrals being made, 
and if so, for what purposeN Kaving these questions written down 
before the appointment, and either attending in person, by phone, or 
by video, ensures that you get the information you need rather than 
hoping your parent will remember to ask and then accurately relay the 
answers.

Building relationships with your parentzs providers takes time and 
intentionality, but it pays signi?cant dividends. Wntroduce yourself 
to the key people in your parentzs medical worldF the primary care 
physician, the neurologist, the o9ce nurse or medical assistant who 
manages the practice day-to-day. Let them know who you are, what 
your role is, and that you are an active participant in your parentzs 
care. Make sure you are listed on all necessary KW4AA authoriHations 
so that providers can speak with you freely. Ehen you communicate 
with providers, be organiHed, be concise, and be speci?c. A provider 
who knows you as a reliable, informed advocate is far more likely to 
call you proactively when something changes than one who has never 
heard your name.

Rtaying current between appointments requires a system. After 
any appointment or medical contact, document what was discussed, 
what was decided, and what follow-up is needed. Oeep a running 
log of any symptoms, behavioral changes, or functional changes you 
observe or hear about from others. Peview this log periodically and 
bring relevant patterns to the attention of your parentzs providers. The 
physician who sees your parent for ?fteen minutes every three months 
has a very partial view of how the disease is actually progressing day 
to day. You are in a position to provide context that meaningfully 
improves the quality of their clinical decision-making.
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8.2 Coordinating Healthcare Providers

4eople with dementia often have multiple health conditions in ad-
dition to their cognitive diagnosis, and the management of those 
conditions involves multiple providers who may not communicate 
reliably with each other. As a long-distance caregiver, you may become 
the de facto coordinator of a care team that includes a primary care 
physician, a neurologist, a cardiologist or other specialist, a psychiatrist 
or geriatric psychiatrist managing behavioral symptoms, a physical or 
occupational therapist, and a pharmacist. Gach of these providers sees 
one piece of your parentzs health picture. Romeone needs to hold the 
whole picture, and that someone is often you.

The primary care physician should serve as the central hub of your 
parentzs medical care, but not all of them do this e'ectively. A good 
primary care physician for someone with dementia actively tracks 
the specialist visits, reviews the medications prescribed by multiple 
providers for potential interactions, and maintains an integrated view 
of the patientzs overall health. Wf your parentzs primary care physician 
is not playing this coordinating role, you may need to ?ll the gap your-
self, or to advocate for a geriatric specialist who is better positioned to 
manage complex, multimorbid patients.

Rpecialists present a particular coordination challenge because they 
often focus narrowly on their area of expertise without fully account-
ing for the broader clinical picture. A cardiologist managing heart 
failure may prescribe medications that worsen cognitive symptoms. A 
pain specialist may recommend a treatment without knowing about 
existing drug interactions. The neurologist may not be aware that a 
new medication prescribed by the urologist is known to exacerbate 
confusion in people with Lewy body dementia. 4art of your advocacy 
role is ensuring that each specialist knows what the others are doing. 
This means sharing medication lists at every appointment, telling each 
provider about any recent changes made by other providers, and Uag-
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ging any new symptoms that emerged after a medication change.
Peferrals need to be tracked and followed through. Wt is surprisingly 

common for a physician to make a referral that gets lost in the shu1e, 
either because the appointment was never made, or because it was 
made and then forgotten by your parent, or because the specialistzs 
o9ce never received the referral paperwork. Any time a referral is 
made, write it down, ?nd out who is responsible for scheduling it, 
con?rm that the appointment has been made, and follow up to ensure 
that the referring physician receives the specialistzs report after the 
visit. This kind of administrative follow-through is unglamorous but 
genuinely important.

A geriatric care manager, as discussed in Vhapter 2, can be an in-
valuable ally in care coordination, particularly for long-distance fam-
ilies who cannot attend appointments in person. A care manager who 
accompanies your parent to appointments, takes notes, and commu-
nicates ?ndings to you and to other providers is providing a service 
that addresses one of the most signi?cant structural vulnerabilities in 
long-distance medical advocacy.

8.3 Medication Management

Medication errors are among the most common and most preventable 
sources of harm for older adults with dementia. The combination 
of multiple medications, cognitive impairment that a'ects the ability 
to manage complex regimens reliably, and sometimes multiple pre-
scribers who are not fully aware of each otherzs prescriptions creates a 
genuinely dangerous environment without active oversight. Manag-
ing your parentzs medications carefully, from a distance, is one of the 
highest-impact things you can do for their safety.

Tracking prescriptions requires maintaining a complete and cur-
rent medication list. This means every prescription medication, every 
over-the-counter medication, every supplement and herbal product. 
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The last category is more important than many families realiHeF herbal 
supplements and common over-the-counter products can have sig-
ni?cant interactions with prescription medications, and many older 
adults take them without mentioning them to their physicians. Your 
medication list should include the name of each medication, the dose, 
the frequency, the prescribing provider, the reason it is being taken, 
and the date it was last reviewed. 3pdate this list every time there is a 
change, and bring a copy to every medical appointment.

4reventing medication errors requires thinking about the speci?c 
failure modes that dementia introduces. A person with dementia may 
forget whether they took a dose and take it again, resulting in dou-
ble-dosing. They may stop taking a medication because they cannot 
remember why they are taking it or because the pill has changed color 
or shape. They may not be able to manage a complex schedule in-
volving multiple medications at di'erent times with di'erent instruc-
tions. They may take someone elsezs medication by mistake. Gach of 
these failure modes calls for a speci?c preventive responseF automated 
dispensers for timing and dose control, simpli?ed regimens that con-
solidate medications where clinically appropriate, visual labeling and 
organiHing systems for those who can still manage medications with 
reminders, and a trusted person who administers medications directly 
when independent management is no longer safe.

4harmacy delivery options reduce the logistical burden on your 
parent and ensure that prescriptions are not simply not picked up 
because the trip to the pharmacy is too much. Most ma5or pharmacy 
chains o'er home delivery, and mail-order pharmacy services through 
Medicare 4art C plans are often less expensive for maintenance med-
ications. Wf your parent uses multiple pharmacies, consolidating all 
prescriptions at a single pharmacy allows the pharmacist to screen the 
entire medication list for interactions and to serve as a knowledgeable 
resource. A pharmacist who knows your parentzs complete medica-
tion picture is a genuinely valuable member of the care team and is 
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often more accessible than the prescribing physicians for questions 
about medication e'ects and interactions.

Vertain medications deserve particular attention in the context 
of dementia. Anticholinergic medications, which are found in many 
common drugs for bladder issues, allergies, sleep, and depression, can 
signi?cantly worsen cognitive symptoms in people with dementia and 
should be reviewed carefully with the prescribing physician. Redating 
medications of all kinds carry heightened risks of falls and confusion. 
Antipsychotic medications, sometimes used for behavioral symptoms 
of dementia, carry a black box warning for increased risk of death in 
elderly patients with dementia and should be used only when clearly 
necessary and under close supervision. Wf your parent is prescribed any 
of these medication categories, understanding the rationale and the 
monitoring plan is important.

8.4 Attending Appointments Remotely

7ne of the most signi?cant developments in healthcare over the past 
several years has been the normaliHation of telehealth and remote 
participation in medical care. The Vovid-Cj pandemic forced rapid 
adoption of virtual care options that many providers and patients 
had been slow to embrace, and many of those options have remained 
available. Ior long-distance caregivers, this represents a genuine and 
meaningful opportunity to be present at appointments that geogra-
phy would otherwise prevent.

Telehealth tools have become increasingly sophisticated and widely 
used. Many primary care practices, neurologists, and other specialists 
now o'er video visits for follow-up appointments, medication man-
agement, and care discussions that do not require a physical exami-
nation. Ior a long-distance caregiver, participating in a telehealth ap-
pointment alongside your parent, whether by being in the room with 
them on their device or by 5oining separately from your own location, 
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provides access to the physicianzs assessment and recommendations in 
real time. Wt allows you to ask questions, raise concerns, and ensure that 
instructions are communicated clearly, all without having to book a 
Uight.

Eoining by phone or video when your parent has an in-person 
appointment is an option that more providers are willing to accom-
modate than you might expect, particularly when they understand 
your role as a long-distance caregiver. Vontact the practice ahead of 
the appointment, explain the situation, and ask whether you can 5oin 
by phone or video during the visit. Dot all practices can accommodate 
this, particularly for brief visits with tight schedules, but many will 
make the e'ort when asked. Gven a ?ve-minute call with the physician 
at the end of an appointment, while your parent is still there, can be 
enormously valuable.

8irtual participation in care conferences and family meetings with 
facility sta', when your parent is in a care facility or being evaluated for 
placement, has become similarly normaliHed. Vare conferences, which 
are scheduled meetings between family and care team sta' to review 
a residentzs status and care plan, are an important touchpoint, and 
being present even remotely is far better than receiving a secondhand 
summary. Pequest to 5oin by video for any care conference, and make 
it clear that you are an active participant in your parentzs care who 
should be included in these discussions.

Ehen you cannot be present at an appointment at all, preparing 
your parent and whoever accompanies them is the next best thing. 
Erite out your questions and concerns clearly and send them to the 
accompanying person in advance. Ask them to take notes or, with 
the providerzs permission, to record the appointment on a phone. 
Cebrief them immediately after the appointment while the informa-
tion is fresh. And follow up directly with the providerzs o9ce for any 
questions that were not fully addressed. A proactive, organiHed absent 
caregiver can still gather a great deal of useful information through 
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these channels.

8.5 Managing Hospitalizations

KospitaliHations are among the most stressful events in a long-dis-
tance caregiving relationship, and they are unfortunately common for 
people with dementia. 7lder adults with dementia are hospitaliHed 
at higher rates than those without cognitive impairment, and hos-
pitaliHation itself carries particular risks for this populationF deliri-
um, which is an acute state of confusion that can be triggered by 
illness, medication changes, or the disorienting hospital environment, 
is extremely common and can cause lasting cognitive decline. Ialls, 
medication errors, inadequate nutrition and hydration, and the loss 
of familiar routines all pose heightened risks in the hospital setting.

Gmergency planning before a hospitaliHation happens is far better 
than trying to coordinate everything in the moment of crisis. Your 
emergency plan should specify who will be noti?ed immediately if 
your parent is taken to the emergency room, who has authority to 
make medical decisions if you cannot be reached, whether and when 
you will travel, and who will be present at the hospital if you cannot 
get there immediately. A trusted local contact who can go to the emer-
gency room and stay with your parent until you arrive or until the sit-
uation is stabiliHed is enormously valuable. An unaccompanied person 
with dementia in a busy emergency room, confused and frightened, 
without an advocate present, is in a genuinely vulnerable situation.

7nce your parent is hospitaliHed, your medical advocacy role be-
comes especially important. Wf you can be present, be there. The 
hospital is a complex, fast-moving environment with frequent shift 
changes, multiple providers with varying levels of familiarity with your 
parentzs history, and signi?cant potential for miscommunication. Wf 
you cannot be present, stay in close phone contact with whoever is 
there, and establish direct communication with the hospital care team, 
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including the attending physician and the nursing sta'. Make sure 
the hospital has a copy of your parentzs advance directives, healthcare 
proxy designation, and medication list. Eatch for signs of delirium 
and bring any sudden increase in confusion to the immediate atten-
tion of the care team, as it may indicate an underlying medical problem 
that needs to be addressed.

Cischarge coordination is where many hospitaliHations go wrong 
for dementia patients and their families. Kospitals are under signif-
icant pressure to discharge patients quickly, and discharge planning 
may begin within the ?rst day or two of admission. The post-discharge 
plan needs to match your parentzs actual functional status at the time 
of discharge, which may be signi?cantly worse than it was before the 
hospitaliHation. Ask the hospital social worker or discharge planner 
to involve you directly in discharge planning, regardless of whether 
you are physically present. Make sure you understand exactly what 
level of care your parent will need after discharge, what skilled nursing 
or home health services Medicare will cover, who is responsible for 
arranging those services, and what the plan is if those services are 
not yet in place when discharge is proposed. 4remature discharge to 
an inadequate care situation is one of the most common and most 
preventable causes of rapid readmission.

Iollow-up care after discharge requires active management. The 
period immediately following a hospitaliHation is a high-risk time for 
people with dementiaF they are often weaker, more confused, and 
more medically fragile than before admission. Make sure that fol-
low-up appointments with the primary care physician and any rele-
vant specialists are scheduled before discharge. Von?rm that all new 
or changed medications are available and that whoever is managing 
medications understands the updated regimen. Rtay in closer contact 
than usual during the weeks following discharge, and do not hesitate 
to call the physician if something seems wrong. Peadmission rates are 
high after hospitaliHation in this population, and attentive follow-up 
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genuinely reduces them.
Managing medical care from a distance is demanding, ongoing, 

and often invisible work. Wt does not have the emotional weight of 
sitting with your parent and holding their hand, but it is no less im-
portant. Gvery medication error caught, every appointment attend-
ed, every hospitaliHation navigated safely, every discharge plan that 
actually matches your parentzs needs, these are real contributions to 
your parentzs quality of life and safety. You may be far away, but your 
medical advocacy matters enormously. Co not underestimate it.



Chapter 9: Keeping a Loved One Safe at 
Home

F or many families, the goal from the moment of diagnosis is 
keeping a parent at home for as long as possible. Home repre-

sents familiarity, autonomy, and dignity. For someone with dementia, 
whose world is already becoming more confusing and frightening, the 
familiar surroundings of a home they have lived in for decades can be 
genuinely orienting and calming. That goal is worth pursuing. But it 
has to be pursued realistically, with clear eyes about the risks that home 
living presents for someone with progressive cognitive impairment, 
and with deliberate attention to addressing those risks before they 
cause harm.

The challenge for long-distance caregivers is that home safety de-
teriorates gradually and often invisibly. Small hazards accumulate. 
Judgment about risk declines. Habits that were once reliable, turning 
oj the stove, locking the door, taking medications correctly, become 
inconsistent. By the time a crisis makes the situation obvious, signi:-
cant damage may already have been done.

This chapter covers the :ve maIor safety domains that every 
long-distance caregiver needs to monitor and manageE the physical 
environment of the home itself, driving and alternative transporta-
tion, wandering prevention, nutrition and self-care, and emergency 
preparedness. Ln each area, we will cover both what to watch for and 
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what to do about it, because observation without response is not 
protection.

9.1 Home Safety Assessments

M home safety assessment is a systematic evaluation of the physical 
environment where your parent lives, with the speci:c goal of iden-
tifying hazards that pose particular risks to someone with dementia. 
Ldeally, this assessment is conducted in person during a visit, ideally 
with the help of a professional such as an occupational therapist who 
specializes in home safety for older adults. But even a careful walk-
through by an informed family member is enormously better than no 
assessment at all.

Fall risks are the :rst and most urgent category. Falls are the lead-
ing cause of inIury-related death among older adults, and dementia 
signi:cantly increases fall risk through impaired Iudgment, reduced 
spatial awareness, altered gait, and slowed reaction times. Curing a 
home safety assessment, look for loose rugs and carpet edges that can 
catch a foot. Rheck bathroom Koors for slippery surfaces and evaluate 
whether grab bars are present and securely installed near the toilet 
and in the shower or bathtub. Nook at the lighting throughout the 
home, particularly in hallways and on staircases, and identify any areas 
that are poorly lit at night. Mssess whether the furniture arrangement 
creates clear, unobstructed pathways. Rheck for electrical cords cross-
ing walking areas. Nook at footwearE older adults with dementia often 
shuqe rather than lifting their feet, and ill-:tting shoes or socks on 
slippery Koors signi:cantly increase fall risk.

Vodi:cations to reduce fall risk are often straightforward and rel-
atively ine'pensive. 8emoving or securing loose rugs is one of the 
simplest and most ejective changes. Lnstalling nightlights in hallways, 
bathrooms, and bedrooms reduces the risk of nighttime falls, which 
are especially common among people with dementia who may get 
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up confused and disoriented. Arab bars in the bathroom, installed 
by a contractor who can anchor them securely into wall studs, can 
be life-saving. 8earranging furniture to create clearer pathways costs 
nothing. M personal emergency response system, such as a wearable 
button that connects to a monitoring service, allows your parent to 
call for help after a fall if they are alone and unable to reach the phone.

Fire hazards re0uire particular attention because dementia impairs 
the Iudgment and response capability needed to recognize and escape 
from a :re safely. The stove is the most common source of :re risk 
for people with dementia, who may turn on a burner and forget it or 
attempt to cook in ways that are no longer safe. Stove knob covers that 
re0uire a speci:c action to turn on a burner can slow impulsive stove 
use. Mutomatic stove shut-oj devices that detect heat or inactivity 
and turn oj the burner can prevent :res from unattended cooking. 
Ln some cases, the right decision is simply disabling the stove entirely 
and transitioning to a microwave, a hotplate that is easier to supervise, 
or meal delivery. Smoke detectors should be tested to ensure they are 
working and should be placed on every level of the home and outside 
every sleeping area. Rarbon mono'ide detectors are e0ually important 
if there are any gas appliances or attached garages.

Mccessibility concerns go beyond fall prevention. Ms dementia pro-
gresses, mobility often declines and navigating the home becomes 
more physically challenging. Stairs can become a signi:cant barrier 
and eventually a serious hazard. Lf your parent1s bedroom is on an 
upper Koor, considering whether a ground-Koor sleeping arrangement 
is feasible is worthwhile planning for the future. Coorway widths, 
bathroom accessibility, and the overall layout of the home through the 
lens of progressive mobility decline are worth thinking about during 
assessments even when they are not yet immediately urgent. Vodi:-
cations made proactively cost less and cause less disruption than those 
made in response to a crisis.

2hen you cannot conduct a home safety assessment in person, a 
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geriatric care manager or a local occupational therapist can conduct 
one on your behalf and provide you with a detailed written report. 
Vany Mrea Mgencies on Mging also ojer free or low-cost home safety 
assessment services for older adults. The small investment of arranging 
a professional assessment is almost always worth it.

9.2 Driving and Transportation

Few conversations in dementia caregiving generate as much conKict 
and heartbreak as the one about driving. For many older adults, dri-
ving represents independence, competence, and identity in ways that 
go far beyond simply getting from one place to another. The loss of 
driving privileges feels, to many people, like the loss of a fundamen-
tal part of who they are. Mnd yet dementia impairs every cognitive 
function that safe driving re0uiresE attention, reaction time, spatial 
Iudgment, the ability to process multiple stimuli simultaneously, and 
the e'ecutive function needed to respond appropriately to une'pected 
situations.

Ovaluating  driving  ability  in  someone  with  dementia  is  not 
straightforward. M person can appear perfectly capable in a short, 
familiar drive around their neighborhood and be genuinely danger-
ous in novel situations, heavy tra3c, or when something une'pected 
happens. 2arning signs that driving safety is compromised include 
une'plained new dents or scrapes on the vehicle, getting lost on routes 
that should be familiar, di3culty with lane changes or merging, run-
ning stop signs or red lights, and reports from passengers of feeling 
frightened or unsafe. Lf you are not present to observe these signs 
directly, ask neighbors, friends, or anyone who has recently ridden 
with your parent whether they have noticed anything concerning.

M formal driving evaluation conducted by a certi:ed driving reha-
bilitation specialist is the most obIective way to assess whether dri-
ving is safe. These specialists, who are often occupational therapists 
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with specialized training, conduct both clinical assessments and be-
hind-the-wheel evaluations that give a more thorough and defensible 
picture of driving ability than a casual impression. Some neurologists 
and geriatricians also conduct driving assessments as part of their clin-
ical practice. Lf there is genuine uncertainty about whether your parent 
is safe to drive, a formal evaluation removes the subIectivity from the 
conversation and provides a professional opinion that is harder to 
dismiss than a family member1s concern.

Onding driving safely is one of the most delicate interventions in 
dementia caregiving. Mpproaches that have worked for families in-
clude having the conversation come from the physician rather than the 
family, since many people with dementia are more willing to accept a 
medical recommendation than to feel they are being overruled by their 
children. Some families have the car disabled or removed from the 
property to eliminate the temptation. Some ask the CV7 to conduct 
a driver ree'amination based on a medical referral. 2hatever approach 
is used, the goal is to reach the outcome of your parent not driving 
without creating a breach of trust or a sustained battle that damages 
the relationship. This is easier said than done, and it sometimes simply 
does not go smoothly. But framing it consistently as a safety matter 
rather than a competence Iudgment, and keeping the focus on your 
parent1s wellbeing and the wellbeing of others on the road, helps.

Mlternative transportation solutions need to be in place before dri-
ving ends, not scrambled for in the aftermath. Gptions to research 
and arrange in advance include local senior transportation programs 
run by Mrea Mgencies on Mging or local nonpro:ts, medical transport 
services for appointments, rideshare accounts set up and funded by a 
family member that a caregiver can use on your parent1s behalf, volun-
teer driver programs ojered by faith communities or community or-
ganizations, and family members or friends who can provide rides for 
speci:c regular needs. Do single option will cover all transportation 
needs, and building a combination of resources that together provides 
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ade0uate coverage is the goal.

9.3 Wandering Prevention

2andering is one of the most frightening safety challenges associated 
with dementia, and one of the most important to prepare for before 
it happens rather than after. Studies suggest that as many as si' in ten 
people with dementia will wander at some point during the course 
of their illness. 2andering can take the form of walking away from 
home without a clear destination, becoming confused and unable to 
:nd their way back from a familiar route, or attempting to leave a care 
facility. The conse0uences can be severeE people with dementia who 
wander and are not found within twenty-four hours face a signi:cant 
risk of inIury or death from e'posure, tra3c accidents, falls, or other 
hazards.

2arning signs that wandering risk is increasing include repeatedly 
talking about wanting to go home even when they are at home, a 
common phenomenon in people with dementia who are referring 
to an earlier home or an emotional state rather than their current 
location. Mttempts to leave the house at unusual times, particularly at 
night or in bad weather. Following caregivers to the door when they 
leave. Mppearing restless, agitated, or disoriented, particularly in the 
late afternoon when sundowning tends to occur. Lf you are observing 
these signs, the time to implement wandering prevention strategies is 
now, not after the :rst incident.

Onvironmental modi:cations can reduce wandering risk at home. 
Coor alarms that sound when an e'terior door is opened are a simple 
and ejective :rst line of defense. Some families use door knob covers 
or high latches placed at heights that are visually inconspicuous or 
di3cult for a confused person to notice and operate. 7isual barriers 
like stop signs or solid-colored door covers can sometimes redirect a 
person with dementia who is attempting to leave, because the visual 
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cue overrides the impulse. Votion-activated alarms placed near e'-
terior doors alert caregivers or family members to movement toward 
e'its. Baby monitors positioned near doors provide audio monitoring 
without re0uiring continuous visual surveillance.

A6S technology, as discussed in Rhapter ?, provides an additional 
safety layer for people who do wander despite home modi:cations. 
M A6S device worn as a watch, shoe insert, or clip provides real-time 
location tracking and, in some cases, automatic alerts when the wearer 
leaves a designated safe zone. The Mlzheimer1s Mssociation1s Rom-
fort Cone program and the VedicMlert and Mlzheimer1s Mssociation 
Safe 8eturn program are designed speci:cally for this population and 
provide both tracking technology and a coordination service that can 
assist with a search if wandering occurs. Onrolling your parent in one 
of these programs before a wandering incident gives law enforcement 
and emergency responders immediate access to your parent1s infor-
mation and photograph.

Omergency response plans for a wandering incident should be pre-
pared in advance. This means having a current photograph of your 
parent readily available, knowing the local protocol for reporting a 
missing adult with dementia, having a list of places your parent might 
go based on their history and memories, and knowing the contact 
information for local law enforcement and the relevant wandering 
support programs. Ln many communities, law enforcement agencies 
participate in Silver Mlert programs similar to Mmber Mlerts for chil-
dren, which broadcast descriptions of missing adults with cognitive 
impairment. 8egistering with these programs proactively ensures that 
the system can be activated 0uickly if needed.

9.4 Nutrition and Self-Care

Mde0uate nutrition and basic self-care are easy to take for granted 
when someone is independent and managing well. They are easy to 
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overlook when a person lives alone and has a caregiver checking in 
by phone rather than in person. Mnd they are genuinely at risk as 
dementia progresses, for reasons that go beyond simple forgetfulness.

Veal preparation becomes increasingly unsafe and unreliable as 
dementia advances. The se0uencing re0uired to prepare even a simple 
meal, gathering ingredients, following steps in order, managing heat 
safely, knowing when something is ready, relies on e'actly the e'ecu-
tive function and working memory that dementia most consistently 
impairs. Wour parent may attempt to cook and produce something 
inedible or unsafe. They may open the refrigerator, not remember 
why, close it again, and forget to eat entirely. They may eat the same 
thing repeatedly because it is the only preparation they can still reliably 
manage, leading to nutritional de:cits. Vonitoring eating patterns 
from a distance re0uires active ejortE asking speci:c 0uestions about 
what they have eaten recently, checking whether food is being de-
livered and actually consumed, and watching for signs of weight loss 
during visits.

Solutions for meal support range along a spectrum of intensity. 
Mt the lower end, stocking the home with easy-to-prepare, nutritious 
foods and clearly labeled leftovers reduces the cognitive demand of 
mealtime. Veal delivery services, from Veals on 2heels to commer-
cial prepared meal services, provide regular nutrition with minimal 
cognitive demand and, in the case of daily delivery programs, a human 
touchpoint that checks on your parent1s wellbeing. Mt the higher end 
of the spectrum, having a hired aide present at mealtimes to prepare 
and serve food ensures both nutrition and safety.

Hydration is a particular concern with dementia. Vany people with 
dementia do not reliably recognize or respond to thirst, and dehy-
dration in older adults can cause rapid and serious health deteriora-
tion, including increased confusion, urinary tract infections, falls, and 
in severe cases, hospitalization. Onsuring that water and other Kuids 
are readily accessible and visible throughout the home, not Iust in 
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the kitchen, can help. Some people with dementia will drink more 
readily if the glass is placed directly in their hand rather than simply 
left nearby. Vonitoring for signs of dehydration, including decreased 
urination, dark urine, dry mouth, increased confusion, or dizziness, is 
important.

6ersonal hygiene is an area where the gap between what your par-
ent reports and what is actually happening can be substantial. Vany 
people with dementia become resistant to bathing, partly due to the 
comple'ity of the task, partly due to the vulnerability of undressing, 
and partly because they may simply not remember or recognize that 
they need to bathe. They may tell you they showered when they have 
not. They may resist a caregiver1s attempts to help. This is an e'tremely 
common and fre0uently distressing challenge for families, and the 
most ejective responses tend to be creative and gentle rather than 
confrontationalE restructuring bathing as a routine, using a shower 
chair to reduce the physical challenge, having a caregiver of the same 
se' when possible, and reframing bathing as something pleasant rather 
than a task being imposed.

Cental hygiene often deteriorates in dementia before families no-
tice it, with signi:cant health conse0uences. 6oor oral hygiene leads 
to dental pain and infection, which in someone who cannot clearly 
communicate pain may manifest as increased agitation, refusal to eat, 
or behavioral changes. 8egular dental check-ups become increasingly 
important and increasingly di3cult to manage as dementia progresses, 
partly because the dental o3ce environment can be disorienting and 
partly because cooperation with e'amination and treatment becomes 
less reliable. Mdvocating for good dental care, including identifying a 
dentist with e'perience treating patients with dementia, is worth the 
ejort.
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9.5 Emergency Preparedness

6eople with dementia are disproportionately vulnerable during emer-
gencies of all kinds, not Iust the medical emergencies that are the 
typical focus of caregiving planning. Datural disasters, power outages, 
e'treme weather events, and community emergencies all pose height-
ened risks for someone who cannot reliably assess danger, follow in-
structions, or adapt 0uickly to changed circumstances. Omergency 
preparedness for your parent is a component of safe home living that 
deserves deliberate attention.

Vedical emergencies are the most immediate category. Wour parent 
needs to be able to summon help 0uickly in the event of a fall, a 
sudden illness, or any other acute medical event. M personal emergency 
response system, as mentioned in the home safety section, provides 
one pathway. Vaking sure your parent1s phone is charged, accessible, 
and has emergency contacts programmed and easy to reach provides 
another. For someone who can no longer reliably use a phone, an 
automatic fall detection device that calls for help without the person 
needing to press a button may be necessary.

Datural disasters and e'treme weather re0uire advance planning 
that accounts for your parent1s speci:c vulnerabilities. Lf your parent 
lives in an area prone to hurricanes, Koods, wild:res, or severe winter 
storms, they need an evacuation plan that does not depend on them 
being able to plan and e'ecute independently when the time comes. 
This means identifying in advance where they would go, who would 
transport them, and who would be responsible for initiating the evac-
uation. Lt means having a go-bag prepared with essential medications, 
medical information, identi:cation documents, and a few days of 
supplies. Lt means ensuring that a local person, not Iust you from a 
distance, has the awareness, authority, and willingness to act 0uickly 
when an emergency develops.

6ower outages pose speci:c risks for people with dementia who 
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may become signi:cantly more confused and frightened when their 
familiar environment suddenly changes. Lf your parent relies on elec-
trically powered medical e0uipment, has medications that re0uire 
refrigeration, or lives in a climate where temperature e'tremes are 
dangerous, a power outage plan is essential. This might include a gen-
erator, arrangements to stay with a neighbor or family member during 
e'tended outages, or registration with the local utility as a medical 
priority customer for faster restoration.

Backup care plans address the emergency that comes not from the 
e'ternal environment but from within the care system itselfE what 
happens when the primary caregiver, whether a family member, a 
hired aide, or a neighbor who checks in, suddenly becomes unavail-
ableG This is the emergency that families most consistently fail to plan 
for and most often :nd themselves scrambling to manage. Ldentifying 
at least one and ideally two backup options for every person who 
plays a regular role in your parent1s care, and having those options 
con:rmed and ready rather than merely theoretical, is the dijerence 
between a disruption and a crisis.

9eeping your parent safe at home is one of the most active and most 
evolving responsibilities in long-distance caregiving. 2hat works at 
one stage of the disease will not be su3cient at the ne't. The home 
that was safe last year may not be safe this year. Safety is not a status 
you achieve once. Lt is a condition you maintain through ongoing at-
tention, regular reassessment, and willingness to make changes before 
something goes wrong.

That ongoing vigilance is one of the most meaningful gifts you can 
give your parent. Lt is what allows them to remain in their home, in 
their familiar world, for as long as that is genuinely safe. Mnd when 
it is no longer safe, having done everything possible to e'tend that 
time makes the transition to a dijerent care setting easier to accept, 
for everyone.



Chapter 10: Hiring and Managing 
Professional Caregivers

A t some point in most dementia caregiving journeys, the in-
formal network of family, friends, and neighbors reaches the 

limits of what it can reliably provide. Your parent's needs grow beyond 
what occasional check-ins and good intentions can cover. The gap 
between the care that is needed and the care that is available becomes 
a safety concern rather than an inconvenience. When that happens, 
professional caregivers become not a luxury but a necessity.

For long-distance caregivers, professional home care often becomes 
the cornerstone of the entire care plan. A skilled, reliable, compatible 
caregiver who is present with your parent when you cannot be is one 
of the most valuable resources you can secure. Finding that person, or 
that agency, and then managing the relationship well over months and 
years, is a signiIcant undertaking. :t involves more complexity than 
most families anticipate, and the stakes are highz the wrong caregiver 
in your parent's home is not just ineHective. :n the worst cases, it is 
dangerous.

This chapter covers how to recogniKe when professional help is 
genuinely needed, how to choose between agency and independent 
caregiver arrangements, how to Ind and evaluate candidates, how to 
supervise caregivers eHectively from a distance, how to address prob-
lems when they arise, and how to build and sustain a professional care 



Y. OAL98BC

team that serves your parent well over the long arc of the disease.

10.1 Knowing When Help Is Needed

9ne of the most common mistakes families make is waiting too long 
to bring in professional help. There are understandable reasons for 
thisz cost is a signiIcant factor, the sense that the family should be han-
dling things, concern about a parent's resistance to having strangers 
in the home, and the natural human tendency to adapt gradually to 
a deteriorating situation without fully registering how much it has 
changed. Eut delayed help means delayed safety, and the costs of wait-
ing, in risk to your parent and in the acceleration of caregiver burnout, 
often far exceed the costs of acting earlier.

qaregiver limitations are a legitimate and important signal. :f you 
or another family member is managing a signiIcant portion of your 
parent's care remotely and Inding that the demands are growing be-
yond what can be managed reliably, that is not a personal failure. :t 
is a structural reality that professional support is designed to address. 
The same is true for local family members who are providing hands-on 
carez exhaustion, resentment, declining health, and the neglect of oth-
er important relationships and responsibilities are all signs that the 
current arrangement has reached its limits.

Sscalating care needs provide the clearest signal. When your parent 
can no longer manage medications reliably without direct assistance, 
when personal hygiene has deteriorated despite reminders and sup-
port, when meals are being missed or prepared unsafely, when your 
parent is isolated and without meaningful human contact for stretches 
of the day, when wandering risk has become a daily concern, these 
are not situations that get better with more remote monitoring. They 
reNuire a physical presence, and professional caregivers provide that.

Gafety concerns that have materialiKed, not just concerns about 
what might happen but things that have actually occurred, are the 
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clearest possible signal that the current level of support is insu2cient. 
A fall that resulted in injury. A kitchen Ire, however minor. A missed 
medication that caused a health event. Metting lost on a familiar route. 
These incidents are not isolated accidents. :n the context of pro-
gressive dementia, they are harbingers. When safety incidents begin 
occurring, the Nuestion is no longer whether more support is needed 
but how Nuickly it can be arranged.

Oaving an honest conversation with your parent's physician about 
the current level of care and whether it is adeNuate is a useful way to 
externaliKe the assessment and take some of the interpersonal weight 
oH the family. A physician who knows your parent's current func-
tional status and living situation can speak directly about what level of 
support is medically indicated, and that clinical opinion carries weight 
that a family's recommendation sometimes does not.

10.2 Choosing Home Care Services

9nce you have determined that professional home care is needed, the 
next decision is how to obtain it. There are two primary pathwaysz 
hiring through a home care agency, or hiring an independent caregiver 
directly. Sach has distinct advantages and disadvantages, and the right 
choice depends on your parent's situation, your capacity to manage 
the arrangement, and your priorities.

Oome care agencies employ caregivers directly and handle the ad-
ministrative infrastructure that surrounds employmentz payroll, tax-
es, workers' compensation insurance, background checks, ongoing 
training, and, critically, backup coverage when a regular caregiver is 
unavailable. When you hire through an agency, you are not just hiring 
a person. You are purchasing a system. :f your parent's regular aide 
calls in sick, the agency is responsible for Inding a substitute. :f a 
caregiver does not work out, the agency provides a replacement. The 
oversight and accountability structures that agencies provide are par-
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ticularly valuable for long-distance caregivers who cannot be on-site 
to supervise directly.

The trade-oHs of agency care include higher cost, less control over 
which speciIc caregiver is assigned, and sometimes higher turnover, 
since agency caregivers may be simultaneously working multiple as-
signments and may be reassigned when scheduling demands shift. The 
Nuality of agencies varies signiIcantly, and the fact that an agency 
is licensed and bonded, while necessary, is not su2cient evidence of 
Nuality. Svaluating an agency reNuires asking speciIc Nuestions about 
caregiver screening and training, how they handle caregiver-client 
matching, what their backup coverage protocols are, how they su-
pervise caregivers in the Ield, and what their process is for addressing 
concerns about care Nuality.

:ndependent caregivers are hired directly by the family, without an 
agency intermediary. This arrangement typically costs less per hour 
because the agency markup is eliminated. :t also allows for more direct 
control over who is in your parent's home, and when a good match is 
found, the continuity of having the same person consistently can be 
deeply beneIcial for someone with dementia, who is often reassured 
by familiar faces and disrupted by unfamiliar ones. A long-term in-
dependent caregiver who truly knows your parent, their history, their 
preferences, their routines, can provide a Nuality of individualiKed care 
that is genuinely di2cult to replicate.

The signiIcant drawbacks of hiring independently include the ad-
ministrative responsibilities that fall to the familyz managing payroll, 
withholding taxes, providing workers' compensation coverage, and 
handling all backup arrangements when the regular caregiver is un-
available. You also bear more direct legal liability as an employer. Eack-
ground checks must be arranged independently rather than assumed. 
And Inding a good independent caregiver reNuires more upfront ef-
fort, since you are conducting the search yourself rather than working 
through a pool of vetted agency employees. For long-distance fami-
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lies who already have substantial administrative demands, the agency 
route often makes more practical sense despite the higher cost.

Eackground checks are non-negotiable regardless of whether you 
hire through an agency or independently. A comprehensive back-
ground check should include criminal history at both state and na-
tional levels, a check of sex oHender registries, veriIcation of identity 
and employment eligibility, and ideally a check of professional license 
status if the caregiver claims relevant certiIcations. Vany services exist 
to facilitate background checks for private household employment. 
:f you are hiring through an agency, ask speciIcally what their back-
ground check process includes and whether it covers national or only 
state-level records.

10.3 Supervising Caregivers

Gupervision of professional caregivers is one of the most challenging 
aspects of long-distance caregiving, and one of the most important. 
Without adeNuate supervision, even initially excellent care can drift. 
1outines become inconsistent. Gtandards slip gradually in ways that 
are easy to miss over individual shifts but signiIcant in aggregate. :n 
the worst cases, neglect or exploitation can develop in an environment 
where no one is watching closely.

Getting clear performance expectations from the start is founda-
tional to eHective supervision. Eefore a caregiver begins, they should 
have a written care plan that speciIes exactly what is expected during 
each shiftz what personal care tasks are to be completed, how meals 
are to be handled, what activities are to be oHered, what medications 
are to be administered and when, what behaviors or symptoms to 
watch for and report, and what to do in speciIc emergency scenarios. 
This care plan should be reviewed at the start of employment, updated 
whenever your parent's needs change, and treated as a living document 
rather than a one-time orientation.
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qommunication systems between you and the caregivers in your 
parent's home need to be explicit and consistent. Sstablish a regular 
check-in protocolz how often will caregivers report to you, through 
what channel, and what are they expected to reportP A daily brief 
text or app entry about how the shift went, "agging any concerns, 
incidents, or changes in your parent's condition, gives you ongoing 
visibility into what is actually happening. A weekly or biweekly phone 
call with caregivers who are present most freNuently gives you a richer 
picture and gives them a direct channel to raise anything they are 
hesitant to put in writing.

Rocumentation by caregivers serves multiple important functions. 
A shift log that records what your parent ate, whether they were co-
operative with care, any behavioral changes or incidents, medications 
administered, and anything unusual that occurred creates a running 
record that can reveal patterns over time. :t provides accountabili-
ty, since caregivers who know their work is documented tend to be 
more consistent. And it provides an invaluable resource for medical 
appointmentsz the physician who can review a detailed log of your 
parent's daily functioning has a much richer picture than one who is 
relying on your recollection of a few phone calls.

4nannounced visits, or visits at varied times rather than always on a 
predictable schedule, are a supervision strategy that most experienced 
long-distance caregivers eventually adopt. When caregivers know that 
a family visit could happen at any time, the incentive to maintain con-
sistent standards is stronger than when visits are predictable and can 
be prepared for. You can supplement your own visits by asking trusted 
local people, a neighbor, a friend, a geriatric care manager, to stop in 
periodically at unannounced times and report what they observe. This 
is not about creating a surveillance environment of distrust. :t is about 
creating accountability structures that protect your parent.

Technology can assist with remote supervision in ways covered in 
qhapter ;, including in-home monitoring systems, check-in apps, and 
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video calls. :f you use any monitoring technology in your parent's 
home, be transparent with caregivers about its existence. qoncealed 
monitoring of employees raises signiIcant legal and ethical issues that 
vary by state, and the relationship damage that comes from a caregiver 
discovering they are being secretly recorded almost always outweighs 
any surveillance beneIt.

10.4 Resolving Problems

5roblems with professional caregivers are not exceptions in long-dis-
tance dementia caregiving. They are the rule. Sven with careful hiring, 
ongoing supervision, and clear expectations, issues arise. qaregivers 
call in sick without adeNuate notice. qare Nuality varies from shift 
to shift. 5ersonality con"icts develop. qoncerning behaviors are ob-
served. Lnowing how to respond to these problems eHectively, with-
out overreacting to minor issues or underreacting to serious ones, is a 
skill that every long-distance caregiver needs to develop.

5oor performance covers a wide spectrum, from occasional lapses 
in an otherwise reliable caregiver to a consistent pattern of inade-
Nuate care. For minor, isolated performance issues, a direct, speciIc, 
non-accusatory conversation often resolves the problem. Focus on 
the speciIc behavior and its impact rather than character judgmentsz 
6: noticed from the shift log that the medication was not given at 
the scheduled time on Tuesday. qan you help me understand what 
happenedP6 For a pattern of poor performance that continues after a 
direct conversation, escalate to the agency if one is involved, or make 
a clear decision about whether the caregiver is meeting the standard 
reNuired. qontinuing to employ a caregiver whose performance is 
consistently inadeNuate out of reluctance to disrupt the arrangement 
does not serve your parent.

5ersonality con"icts between your parent and a caregiver are com-
mon and deserve serious attention, even when the caregiver's techni-
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cal performance is adeNuate. 5eople with dementia often respond to 
interpersonal dynamics more than to verbal content, and a caregiver 
they feel uncomfortable with or frightened by will create daily distress 
even if the tasks are being completed correctly. Your parent's expressed 
discomfort about a caregiver should be taken seriously, with appropri-
ate calibration for the fact that dementia can produce misperceptions. 
:f your parent consistently resists care from a speciIc person, or if 
you observe tension or distress during interactions, consider whether 
a diHerent caregiver would be a better It.

qare Nuality concerns that suggest potential neglect or abuse re-
Nuire immediate and decisive action. Gigns that should prompt ur-
gent investigation include unexplained injuries such as bruising, skin 
breakdown, or signs of physical traumaD evidence of dehydration or 
signiIcant weight loss without a medical explanationD a parent who 
seems unusually fearful, withdrawn, or distressedD missing medica-
tions or valuablesD and a caregiver who is consistently unavailable dur-
ing their scheduled shift or who discourages family visits or moni-
toring. :f you have serious concerns about your parent's safety with 
a current caregiver, remove that caregiver from the home immediately 
and conduct a thorough assessment before making any decision about 
whether to resume the relationship. :f you have reason to believe abuse 
has occurred, contact Adult 5rotective Gervices.

Transitions between caregivers are disruptive for people with de-
mentia and should be managed with care. When a caregiver rela-
tionship ends, whether voluntarily or not, the goal is to maintain as 
much continuity of routine as possible. :ntroduce a new caregiver 
gradually if the situation permits, having them overlap with the out-
going caregiver for at least a few shifts. 5rovide the new caregiver with 
detailed written information about your parent's preferences, history, 
routines, and communication style. And give your parent time to 
adjust, recogniKing that behavioral changes in the days and weeks after 
a caregiver transition are normal and usually temporary.
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10.5 Building a Long-Term Care Team

The goal of professional home caregiving is not simply to Ill the 
hours when family members cannot be present. :t is to build a stable, 
skilled, cohesive care team that provides your parent with consistent, 
high-Nuality support over what may be a period of years. This reNuires 
thinking beyond the individual caregiver to the overall team structure 
and its long-term sustainability.

1etention strategies for good caregivers are worth deliberate in-
vestment. Oigh turnover in caregiving arrangements is enormously 
disruptive for people with dementia and costly in the time and energy 
reNuired to repeatedly recruit, hire, and train new people. qaregivers 
who feel respected, valued, adeNuately compensated, and supported in 
their work stay longer. 5ractical retention strategies include paying at 
the upper end of the market rate rather than the lower end, acknowl-
edging good work speciIcally and regularly, making sure the care plan 
is realistic and that caregivers are not being set up to fail, responding 
promptly and supportively when caregivers raise concerns, and treat-
ing caregivers as professional partners in your parent's care rather than 
as interchangeable shift Illers.

qontinuity of care reNuires that institutional knowledge about 
your parent not be held only in the heads of individual caregivers. 
When a caregiver leaves, their knowledge about your parent's habits, 
preferences, triggers, and routines should not leave with them. This 
means maintaining written documentation of everything that mat-
tersz what your parent likes to eat and what they refuse, how they 
prefer to be addressed, what topics of conversation engage them, 
what activities bring them pleasure, what speciIc seNuences work for 
bathing or dressing, what calms them when they are agitated. This 
document, which might be called a life history or a personal care guide, 
should be updated continuously and given to every new caregiver as a 
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starting point.
5rofessional collaboration between the care team and your par-

ent's medical providers strengthens the overall Nuality of care. qare-
givers who are present with your parent daily have observations that 
physicians and other clinicians rarely have access to, and those ob-
servations can be clinically invaluable. Sstablishing a clear channel 
for caregivers to communicate observations to you, and for you to 
relay relevant clinical information to caregivers, creates a feedback loop 
that improves care Nuality on both sides. When caregivers feel that 
their observations are taken seriously and that they are contributing 
meaningfully to the clinical picture, they are also more engaged and 
invested in their work.

As your parent's dementia progresses, the care team's composi-
tion and the hours of coverage reNuired will almost certainly need 
to expand. What begins as a few hours of help several times a week 
may grow to daily coverage and then to full-time, round-the-clock 
care. 5lanning ahead for these transitions, rather than scrambling to 
arrange additional coverage in response to each new need, allows you 
to maintain Nuality and continuity rather than simply plugging gaps 
as they open. 1egular reassessment of the current care plan, perhaps 
every three to six months, with an honest evaluation of whether the 
current level of coverage is adeNuate for your parent's current needs, is 
a practice that serves everyone well.

Euilding a professional care team is one of the most tangible and 
lasting contributions you can make to your parent's wellbeing as a 
long-distance caregiver. A reliable, skilled, caring presence in your 
parent's home does not replace you. :t extends you. :t means that your 
parent has the support they need during the many hours when you 
are not there, delivered by people who have been chosen carefully, 
supervised thoughtfully, and supported well enough to stay.

That is not a compromise. That is good caregiving.



Chapter 11: When Home Is No Longer 
Safe

T here is no harder decision in dementia caregiving than ac-
knowledging that your parent can no longer safely remain at 

home. Everything that comes before this moment, the monitoring, 
the home modixcations, the hired aides, the safety systems, is in some 
sense an eAort to eBtend the time before this reckoning arrives. Ind 
all of that eAort is worthwhile. zut dementia is progressive, and for 
most people, there comes a point at which home is no longer a safe or 
sustainable option.

This chapter is about that moment and what comes after it. St 
is about recogni:ing the signs that the threshold has been crossed, 
understanding the range of care settings available, knowing how to 
evaluate them rigorously, navigating the move itself with as much 
grace as the circumstances allow, and building an eAective ongoing 
relationship with the facility after placement. St is also, honestly, about 
managing the guilt that almost every family caregiver feels when this 
transition happens, even when it is clearly the right decision.

The decision to move a parent to a care facility is not an aban-
donment. qaid plainlyY choosing a setting that can provide the level 
of care your parent now reHuires is an act of love, not a failure of it. 
zut knowing that intellectually and feeling it emotionally are diAerent 
things, and both deserve acknowledgment here.
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11.1 Recognizing the Signs

The signs that home is no longer safe rarely arrive as a single dramatic 
moment. jore often, they accumulate gradually, each one individu-
ally manageable, until collectively they paint an unmistakable picture. 
Cart of the challenge for long-distance caregivers is that this accumu-
lation can be harder to see when your information comes through 
phone calls and periodic visits rather than daily observation. This is 
one reason having reliable local people who can report honestly is so 
important throughout the caregiving Wourney.

Sncreasing accidents are among the clearest signals. I xrst fall that 
causes no serious inWury can be addressed with home modixcations 
and increased supervision. I pattern of falls, or a fall that causes a 
signixcant inWury such as a hip fracture, signals that the home envi-
ronment and current level of oversight are no longer adeHuate to keep 
your parent safe. qimilarly, repeated kitchen incidents, medication er-
rors that result in health conseHuences, or episodes of getting lost that 
reHuire outside intervention are not isolated accidents but evidence 
that the current care arrangement has been outpaced by the disease.

Naregiver eBhaustion is a signal that deserves serious attention, par-
ticularly when the primary caregiver is a family member who has been 
providing hands-on care. Naregiver burnout does not Wust harm the 
caregiver. St degrades the Huality of care, erodes patience and Wudg-
ment, and creates a care environment that is not good for anyone. 
Ghen a family caregiver is showing signs of serious distress, declining 
health, or the inability to meet their own basic needs because the 
caregiving demands have consumed everything else, that is a sign that 
the care arrangement needs to change, not simply that the caregiver 
needs to try harder.

Idvanced dementia symptoms themselves signal escalating care 
needs that home settings, even well-supported ones, often cannot 
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adeHuately meet. These include severe behavioral symptoms such as 
persistent aggression, eBtreme agitation, or nighttime wandering that 
disrupts the household and poses safety risks. They include signixcant 
swallowing di;culties that increase aspiration risk and reHuire spe-
ciali:ed management. They include incontinence that reHuires skilled 
nursing management. They include the inability to ambulate safely, to 
communicate, or to participate in any self-care even with maBimum 
assistance. Is dementia reaches these later stages, the level of care 
reHuired approaches what skilled nursing or speciali:ed memory care 
settings are specixcally designed to provide.

I useful Huestion to ask yourself honestly, and to ask your parentFs 
physician, is whether the current care arrangement is serving your 
parentFs actual needs or simply xlling the available hours. I parent 
who is technically supervised but is not receiving engagement, stim-
ulation, appropriate nutrition, adeHuate personal care, and medical 
oversight is not receiving adeHuate care, regardless of whether some-
one is present. The Huality of the care environment matters as much 
as its structure.

11.2 Exploring Housing Options

The landscape of residential care options for people with dementia is 
more varied than many families reali:e when they xrst begin eBploring 
it. 7nderstanding what each option oAers, who it is designed for, 
and what it costs is essential groundwork before beginning the actual 
search.

Issisted living facilities provide housing, meals, personal care as-
sistance, and varying levels of medical oversight in a residential setting 
that is generally less institutional than a traditional nursing home. 
9esidents typically live in private or semi-private apartments or rooms, 
participate in communal dining and activities, and receive help with 
daily activities according to their individual needs. Issisted living is 
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regulated at the state level, and the scope of care that facilities are 
permitted to provide varies signixcantly by state. qome states allow 
assisted living facilities to care for residents with signixcant cognitive 
impairment and compleB care needs2 others reHuire transfer to a higher 
level of care once specixc thresholds are reached. 7nderstanding what 
the regulations allow in your parentFs state is an important part of 
evaluating whether assisted living is a viable long-term option.

jemory care units are dedicated living environments designed 
specixcally for people with dementia. They may operate as stand-
alone facilities or as speciali:ed wings within larger assisted living or 
skilled nursing communities. Ghat distinguishes memory care from 
general assisted living is a combination of physical design, sta;ng, 
and programmingY secured environments that prevent wandering and 
wandering-related accidents, sta;ng ratios and training specixcally 
oriented to dementia care, structured daily programming that engages 
residents meaningfully and manages behavioral symptoms, and en-
vironmental features like circular Qoor plans, enhanced lighting, and 
sensory programming that are tailored to the cognitive and behavioral 
needs of people with dementia. ?or someone with moderate to ad-
vanced dementia, particularly if wandering or signixcant behavioral 
symptoms are present, memory care generally provides a higher stan-
dard of safety and speciali:ed support than general assisted living.

qkilled nursing facilities, sometimes still called nursing homes, pro-
vide the highest level of residential care outside a hospital. They are 
staAed around the clock by licensed nurses and certixed nursing as-
sistants, can manage compleB medical needs and skilled therapy ser-
vices, and are eHuipped to care for residents who reHuire signixcant 
hands-on assistance with all activities of daily living. jedicare and 
jedicaid both have coverage roles in skilled nursing facilities, as dis-
cussed in Nhapter 3. ?or someone with late-stage dementia and sig-
nixcant medical compleBity, a skilled nursing facility may provide the 
most appropriate level of care, though Huality varies enormously and 
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the evaluation process described later in this chapter applies fully.
Nontinuing care retirement communities, sometimes called life 

plan communities, oAer a continuum of care within a single campus, 
from independent living through assisted living, memory care, and 
skilled nursing. The model is designed to allow residents to move 
between levels of care as their needs change without having to relocate 
to an entirely new community. ?or families who want to establish a 
long-term home for their parent without having to repeatedly nav-
igate the placement process as the disease progresses, this model has 
signixcant appeal, though entrance fees and monthly costs tend to be 
higher than for facilities that provide a single level of care.

qome families also eBplore the option of moving a parent closer 
to where the primary caregiver lives. This is not the right choice for 
every family, but when geography is the primary barrier to adeHuate 
care and oversight, relocating your parent can transform the caregiving 
dynamic. St eliminates the distance component entirely, allows direct 
participation in medical appointments and care decisions, and pro-
vides the reassurance of proBimity. The trade-oAs include disrupting 
whatever familiar environment and social connections your parent 
still has, which can be disorienting and distressing, particularly in the 
earlier stages of dementia when those connections still carry meaning.

11.3 Evaluating Facilities

The research and evaluation process for choosing a care facility is one 
of the most important proWects you will undertake in the caregiving 
Wourney, and it deserves a level of rigor and care proportional to its 
stakes. This is not a purchase to be made based on a brochure or 
a single visit. St reHuires systematic investigation, multiple visits at 
diAerent times of day, careful observation, and pointed Huestions.

zefore visiting any facility, use publicly available resources to con-
duct a preliminary screening. jedicareFs Nare Nompare website al-
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lows you to look up inspection reports, sta;ng data, and Huality 
ratings for certixed nursing facilities and home health agencies. qtate 
health department websites often publish inspection reports for as-
sisted living and memory care facilities. The Il:heimerFs IssociationFs 
Vementia Nare Cractice 9ecommendations and its online Nommu-
nity 9esource ?inder can help identify dementia-specixc facilities in 
your area and provide guidance on what standards to look for. I 
geriatric care manager who knows the local landscape can also be 
invaluable in identifying facilities worth visiting and Qagging those 
with known Huality problems.

5uestions to ask during facility visits should be specixc and prob-
ing rather than general. Oow many residents does each direct care 
staA member supervise during the day shift6 Vuring the night shift6 
Ghat is the staA turnover rate, a xgure that good facilities will share 
and that reveals a great deal about the work environment and culture6 
Ghat specixc training do staA members receive in dementia care, and 
how freHuently6 Ghat is the facilityFs approach to behavioral symp-
toms of dementia, and under what circumstances are antipsychotic 
medications used6 Oow are families communicated with when a res-
identFs condition changes6 Ghat is the process for addressing family 
concerns6 Ghat activities are oAered, and how are they adapted for 
residents with diAerent levels of cognitive ability6

9ed Qags during visits should be taken seriously even when a facility 
makes a good overall impression. These include staA who are consis-
tently unresponsive or inattentive to residents in common areas, res-
idents who appear unkempt, bored, or distressed in ways that suggest 
inadeHuate engagement and supervision, a smell of urine that suggests 
inadeHuate toileting care, a physical environment that is cluttered, 
poorly lit, or obviously not designed for people with dementia, ad-
ministrators or staA who are defensive or evasive in response to direct 
Huestions, and visible tension between staA members. Trust what you 
observe, not only what you are told.
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5uality indicators that signal a well-run facility include staA who 
address residents by name and with warmth and patience, an envi-
ronment that is clean, appropriately lit, and thoughtfully designed 
for safety and orientation, programming that is actually happening 
during your visit rather than simply described as available, a leadership 
team that is visible and engaged rather than seHuestered in adminis-
trative o;ces, and family members of current residents who, when 
you encounter them, speak positively about the care their loved one 
receives. Sf you can speak informally with families of current residents, 
either at the facility or through online caregiver forums specixc to the 
facility, that perspective is among the most valuable information you 
can gather.

Nost and xnancial eligibility are practical considerations that need 
to be evaluated alongside Huality. jemory care and assisted living are 
not covered by jedicare and must be paid for privately until a personFs 
assets are su;ciently depleted to Hualify for jedicaid in states where 
jedicaid covers these settings. qkilled nursing facility costs may be 
partially covered by jedicare for short-term skilled care and by jed-
icaid for long-term custodial care, subWect to eligibility. 7nderstanding 
how long your parentFs resources will last at each facilityFs rates, and 
what the facilityFs policy is when a resident transitions from private 
pay to jedicaid, is an essential part of the evaluation.

11.4 Managing the Transition

The move itself is one of the most emotionally and logistically de-
manding events in the caregiving Wourney. Even when everyone agrees 
it is the right decision, and often not everyone does, actually eBecuting 
the move reHuires careful planning, sensitive communication, and 
realistic eBpectations about how the transition period will unfold.

joving day logistics for someone with dementia reHuire more 
careful management than a typical relocation. The day should be kept 
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as calm and low-key as possible. Ivoid large groups of family members 
all present at once, which can be overstimulating and distressing. zring 
familiar obWects from home, photographs, a favorite blanket or chair, 
familiar small items that carry personal meaning, that can help make 
the new space feel less foreign. Noordinate with the facility staA about 
the best timing and approach for your parentFs arrival2 good facilities 
have protocols for orienting new residents with dementia and can 
guide you on what tends to work well. Irrange for a familiar and 
trusted person to be present throughout the day, someone your parent 
associates with safety and comfort.

Emotional preparation for the move is needed not Wust for your par-
ent but for every family member involved. jany families xnd moving 
day, and the days and weeks immediately following, to be among the 
most grief-laden of the entire caregiving Wourney. Kour parent may be 
distressed, confused, or angry. They may ask repeatedly to go home. 
They may not understand what is happening or why. These reactions 
are normal, and they are painful to witness. Illow yourself to feel the 
grief of this transition without interpreting your parentFs distress as 
conxrmation that you have made the wrong decision. IdWustment to 
a new care setting takes time for everyone, typically several weeks to 
a few months, and the picture at week two rarely reQects what the 
eBperience will be at month three.

?amily communication before and during the transition reduces 
the risk of the kind of divisive conQict that placement decisions some-
times generate. Sdeally, the decision to pursue placement has been 
discussed openly among family members before it is imminent, and 
there is general alignment on the rationale even if not universal en-
thusiasm. Ghen family members are surprised by the decision or feel 
eBcluded from it, their distress often gets eBpressed as opposition to 
the placement itself. Leeping everyone informed, inviting input, and 
eBplaining the decision-making process clearly, even when you are 
the one with primary decision-making authority, reduces conQict and 
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preserves relationships.

11.5 Adjusting After Placement

Clacement in a care facility is not the end of your caregiving role. St is 
a transformation of it. The work shifts from managing care directly 
to overseeing and advocating within an institutional setting, and the 
skills reHuired are somewhat diAerent. qtaying engaged, maintaining 
your relationship with your parent, and ensuring that the facility is 
delivering on its promises are ongoing responsibilities that matter 
enormously for your parentFs Huality of life.

jonitoring care Huality after placement reHuires a systematic ap-
proach. jake regular visits, varying the time of day so you observe 
diAerent shifts and diAerent aspects of daily life. Cay attention to your 
parentFs physical conditionY are they well groomed6 Ss their clothing 
clean and appropriate6 Vo they appear well nourished and hydrated6 
Ire there any uneBplained inWuries or skin breakdown6 Cay attention 
to their emotional stateY do they seem comfortable and relatively at 
ease in the environment, or consistently distressed6 Vo staA interact 
with them warmly and with patience6 These observations, conducted 
regularly and honestly, give you the ongoing visibility into care Huality 
that your parent can no longer reliably report themselves.

'isiting eAectively means more than simply being present. Vur-
ing your visits, engage directly with the nursing staA and care aides 
who work with your parent. 0earn their names. Isk them specixcally 
how your parent has been doing, what behaviors they have noticed, 
whether there are any concerns. Thank them specixcally and genuine-
ly when they tell you about something they did well. qtaA members 
who feel recogni:ed and appreciated by families tend to invest more 
in the care of that familyFs resident. This is not manipulation. St is a 
simple and true observation about human motivation, and acting on 
it benexts your parent.
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janaging guilt after placement is a process that most families go 
through and that deserves honest attention. Ruilt does not mean 
you made the wrong decision. St means you love someone and wish 
circumstances were diAerent. St is a normal response to a painful 
situation, not a verdict on your character or your choices. The most 
eAective antidote to placement guilt is not self-reassurance but actionY 
visiting regularly, staying engaged with the care team, advocating when 
things are not right, and maintaining the Huality of your relationship 
with your parent within whatever the current setting allows. Voing 
those things well redirects guiltFs energy into something constructive 
and meaningful.

Kour relationship with your parent continues to matter after place-
ment, even as dementia progresses and the nature of connection 
changes. 'isits, calls, cards, music shared together, familiar pho-
tographs, sitting with your parent Huietly, these things have value 
that persists even when verbal communication has largely faded. Kour 
parent may not be able to tell you that your presence matters. zut 
the evidence from dementia care research is consistentY people with 
dementia respond to the emotional tone of interactions and to the 
presence of people they are attached to, even in the late stages of the 
disease. qhowing up continues to be a meaningful act, right to the end.

The transition from home to a care facility is one of the most sig-
nixcant thresholds in the dementia caregiving Wourney. St marks a new 
chapter, not a conclusion. Kour parent still needs you, and in some 
ways your advocacy role becomes more important, not less, once they 
are living in an institutional setting where the Huality and attentiveness 
of their care depends partly on how engaged and present their family 
is. Kou are still the person who knows them best. That knowledge 
is still irreplaceable. zring it with you into this new phase, and keep 
showing up.



Chapter 12: The Hidden Cost of 
Caregiving

T here is a version of the caregiving story that gets told in obitu-
aries and at memorial services. It is the version of devotion, of 

sacriwce, of shoping uB. It is true, and it is porth honoring. :ut it is 
incomBlete. The full story includes phat caregiving costs the caregiverx 
the Bhysical toll, the wnancial strain, the damage to marriages and 
family relationshiBs, the grief that has no clean beginning or end, and 
the Barticular ekhaustion that comes from caring for someone across 
a distance for months or years phile the rest of your life continues to 
maNe its ordinary demands.

This chaBter is about naming those costs honestly. Mot to discour-
age you from caregiving, and not to suggest that the costs are not 
porth bearing. Wany caregivers, looNing bacN, say they pould do it 
again. :ut bearing costs you have not named is more dangerous than 
bearing costs you can see clearly. Yhen you understand phat caregiv-
ing is actually taNing from you, you can maNe more intentional choices 
about hop to Brotect yourself, phen to asN for helB, and phen you 
have crossed from sustainable sacriwce into genuine self-destruction.

The hidden costs of caregiving are not signs of peaNness. They are 
signs that you are human, that you love someone, and that you have 
been carrying something very heavy for a very long time.
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12.1 Understanding Caregiver Stress

Raregiver stress is not simBly feeling porried or overphelmed on a bad 
day. It is a chronic Bhysiological and Bsychological state that devel-
oBs phen the demands Blaced on a Berson consistently ekceed their 
resources for managing those demands. Pesearch on caregiver stress 
is ektensive and consistent in its wndingsx family caregivers for BeoBle 
pith dementia have signiwcantly higher rates of deBression, ankiety, 
and Bhysical illness than matched non-caregiving BoBulations. They 
have higher levels of stress hormones. They sleeB less and sleeB more 
Boorly. Their immune systems function less ezectively. They are more 
liNely to develoB chronic conditions and to delay seeNing care for their 
opn health Broblems.

'hysical symBtoms of caregiver stress can be easy to dismiss or min-
imiqe, Barticularly because caregivers tend to But other BeoBleEs needs 
wrst and their opn last. 'ersistent fatigue that is not resolved by rest 
is one of the most common Bhysical manifestations. Aeadaches, gas-
trointestinal Broblems, muscle tension, and a general sense of Bhysical 
deBletion that does not lift are others. Raregivers freGuently reBort 
getting sicN more often than they used to, taNing longer to recover, and 
noticing that minor Bhysical comBlaints they pould normally manage 
easily feel harder to coBe pith. These are not imaginary symBtoms. 
They are the measurable Bhysical conseGuences of chronic stress.

Dmotional strain in dementia caregiving has Barticular Gualities 
that distinguish it from other forms of stress. The grief is non-linear 
and ongoing, pithout the resolution that follops the death of some-
one you love. Hou are mourning someone pho is still here, phich 
means there is no social Bermission to grieve fully, no rituals to marN 
the loss, and no clear endBoint after phich you are ekBected to re-
build. The reBetitive nature of dementia caregiving, anspering the 
same Guestion for the hundredth time, redirecting the same behavior 
again, navigating the same confusion over and over, Broduces a Bar-
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ticular Nind of pearing dopn that accumulates even phen individual 
interactions are not esBecially diFcult. Knd the cognitive dissonance 
of loving someone pho has changed so Brofoundly, pho sometimes 
does not recogniqe you or behaves in pays that feel liNe the oBBosite 
of pho they pere, creates emotional comBlekity that does not resolve 
neatly.

Rhronic ankiety is BerhaBs the most Bervasive emotional ekBe-
rience of long-distance caregiving sBeciwcally. Yhen you cannot see 
your Barent, you live in a state of ongoing uncertainty about phat 
is haBBening. Is the aide actually shoping uB2 Vid they taNe their 
medications2 Aas something haBBened that no one has called you 
about yet2 This bacNground hum of porry is genuinely draining, and 
it does not go apay on peeNends or holidays. It is Bresent in the middle 
of your porNday and in the middle of the night. It colors your ek-
Berience of ordinary Bleasures because en0oyment feels inaBBroBriate 
phen someone you love is struggling. Lver time, this chronic ankiety 
becomes its opn health Broblem.

12.2 The Financial Impact

The wnancial costs of long-distance caregiving are substantial and fre-
Guently underestimated by families in the early stages of the 0ourney. 
They rarely aBBear as a single large ekBense. Instead, they accumulate 
across doqens of smaller ekBenditures that are each individually 0usti-
wable but collectively reBresent a signiwcant ongoing drain.

Travel ekBenses are the most visible cost for long-distance care-
givers. 3lights, rental cars, hotels, and meals apay from home add uB 
GuicNly, Barticularly phen visits become more freGuent as your Bar-
entEs needs increase, or phen an emergency reGuires unBlanned travel 
on short notice. 3amilies pho are 4ying across the country several 
times a year, often booNing at the last minute, can easily sBend several 
thousand dollars annually on travel alone. 3or many caregivers, these 
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costs come directly out of Bersonal savings or are charged to credit 
cards in pays that create their opn wnancial stress.

1ost income is a cost that is harder to Guantify but Botentially 
much larger than direct ekBenses. 1ong-distance caregivers freGuently 
miss porN for caregiving-related reasonsx emergency triBs, Bhone calls 
during porN hours, cognitive load that imBairs focus and Broductivity, 
and the mental bandpidth consumed by coordination and porry. 
9ome caregivers reduce their porNing hours, decline Bromotions or 
career oBBortunities, or leave the porNforce entirely because care-
giving demands have made their Brevious level of Brofessional en-
gagement imBossible. 3or caregivers pho are in their BeaN earning 
years, these foregone earnings can reBresent hundreds of thousands of 
dollars over the course of a caregiving 0ourney.

Lut-of-BocNet costs beyond travel include a pide range of ekBenses 
that accumulate steadily. Rontributions to the cost of your BarentEs 
care, such as co-Bays for their medications or medical visits, gaBs in 
their insurance coverage, suBBlemental services not covered by their 
insurance or benewts, home modiwcation costs, and contributions 
to the cost of hired caregivers phen your BarentEs opn resources 
are insuFcient. 'hone and technology costs for the monitoring and 
communication systems discussed throughout this booN. The cost 
of Brofessional advisorsx elder lap attorneys, geriatric care managers, 
wnancial Blanners pith eldercare ekBertise. Mone of these individual 
costs is unreasonable. Together, they constitute a signiwcant ongoing 
wnancial commitment that deserves to be tracNed, Blanned for, and 
acNnopledged.

Petirement savings imBact is a long-term wnancial conseGuence 
that caregivers rarely consider in the moment but often feel acutely 
later. Peduced income and increased ekBenses during caregiving years 
translate directly into reduced retirement savings contributions, less 
time for investments to comBound, and sometimes the liGuidation 
of ekisting savings to cover caregiving costs. 3or caregivers pho are 
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in their forties, wfties, and sikties, this imBact on their opn future 
wnancial security can be meaningful. ThinNing about your opn re-
tirement Blanning even phile managing a BarentEs care is not selwsh. 
It is wnancially Brudent and ultimately Brotects your opn family.

12.3 Impact on Marriage and Family

Vementia caregiving does not haBBen in isolation from the rest of 
your life. It haBBens in the middle of a marriage, a career, a Barenting 
role, a social netporN, a sense of self. Knd it azects all of those things, 
often in pays that are not recogniqed until the damage is already 
underpay.

PelationshiB stress in marriages and BartnershiBs is ektremely com-
mon among dementia caregivers, and it taNes many forms. Time and 
energy that pould otherpise go into the relationshiB are redirected 
topard caregiving. Dmotional bandpidth is deBleted by the caregiving 
demands, leaving less caBacity for intimacy, Batience, and genuine 
Bresence pith a Bartner. Ron4icts about hop much time and money 
to invest in a BarentEs care, hop involved the non-caregiving Bartner 
should be, phether the familyEs opn needs are being adeGuately Brior-
itiqed, and hop to manage the caregiverEs emotional state can become 
Bersistent sources of friction. 9ome Bartners feel that the caregiverEs 
Barent has ezectively become the center of the relationshiB, disBlacing 
the BartnershiB itself.

The caregiving BartnerEs chronic stress and ankiety also azects the 
relationshiB in subtler pays. Irritability and short temBer, reduced 
interest in sek and Bhysical intimacy, social pithdrapal, diFculty being 
Bresent and engaged during family time, and the emotional numbing 
that can develoB as a Brotective resBonse to Brolonged stress all taNe 
a toll on relational closeness. 'artners pho are not ekBeriencing the 
caregiving demands directly may struggle to understand phy their 
Bartner is so consistently deBleted, and that gaB in understanding can 
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itself become a source of con4ict.
'arenting challenges arise phen caregiving resBonsibilities comBete 

pith the demands of raising children. 'arents pho are managing a Bar-
entEs dementia phile also raising their opn children describe a sense of 
being Bulled in multiBle directions simultaneously, never fully Bresent 
in any of them. Rhildren notice phen a Barent is distracted, porried, 
or emotionally unavailable, even phen they cannot name phat they 
are BicNing uB on. The wnancial imBact of caregiving can azect de-
cisions about childrenEs activities, education, and oBBortunities. Knd 
children pho are old enough to understand phat is haBBening to their 
grandBarent are navigating their opn grief and fear alongside a Barent 
pho is already emotionally stretched.

3amily tension ektends beyond the immediate household. 9iblings 
pho disagree about caregiving decisions, sBouses pho feel the caregiv-
ing burden is uneGually distributed, ektended family members pho 
ozer oBinions pithout ozering helB, all of these dynamics azect the 
Guality of family relationshiBs in pays that can outlast the caregiving 
itself. 9ome families emerge from a caregiving 0ourney closer than they 
entered it, strengthened by the ekBerience of managing something 
hard together. Lthers wnd that the accumulated stress and unresolved 
con4ict have left lasting damage. The dizerence often comes dopn to 
phether the family found pays to communicate honestly, distribute 
resBonsibility more fairly, and address con4ict before it became en-
trenched.

12.4 Guilt and Grief

If there is one emotional ekBerience that is nearly universal among 
dementia caregivers, it is guilt. Suilt for not doing enough. Suilt for 
doing too much and then resenting it. Suilt for en0oying yourself. 
Suilt for being relieved phen a visit ends. Suilt for moments of anger 
or imBatience. Suilt for decisions made pith incomBlete information. 
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Suilt for the distance. Suilt for the things left unsaid before the disease 
tooN apay the Bossibility of saying them. Suilt, in short, for being 
human in an inhuman situation.

KnticiBatory grief is the grief that begins before the death of the 
Berson you love, as you patch them change and lose phat made them 
pho they pere. It is a real and legitimate form of grief, and it is not 
pell served by our cultureEs rituals and vocabulary for loss, phich are 
oriented topard bereavement after death. KnticiBatory grief does not 
have a clear beginning. It does not follop a Bredictable arc. It can 
coekist, uneasily, pith Beriods of normalcy and even 0oy. Knd it is 
comBlicated by the fact that the Berson you are grieving is still Bresent, 
still maNing demands, still needing things, still sometimes shoping 
glimBses of pho they used to be in pays that maNe the grief feel both 
more bearable and more acute.

9urvivor guilt aBBears in dementia caregiving in a Barticular formx 
the guilt of having your opn life, your opn health, your opn caBacity 
for Bleasure and forpard movement, phile your Barent is suzering and 
declining. This guilt can maNe it genuinely diFcult to en0oy ordinary 
things, to invest in your opn future, to laugh freely or taNe Bleasure in 
the Barts of your life that are going pell. It can manifest as a comBul-
sive self-sacriwce that goes beyond phat is actually helBful, as though 
suzering alongside your Barent is a form of loyalty that health and 
haBBiness pould betray.

Dmotional ekhaustion is the cumulative result of sustained care-
giving stress, grief, and guilt. It is dizerent from ordinary tiredness, 
phich resBonds to rest. Dmotional ekhaustion is a deeBer deBletion 
that rest alone does not reBair. 'eoBle ekBeriencing it describe feeling 
holloped out, unable to feel the normal range of emotions, going 
through the motions of daily life pithout genuine engagement, and 
wnding that things that used to bring Bleasure have lost their charge. 
This is not laqiness or ingratitude. It is a Bredictable conseGuence of 
running on emBty for too long, and it is a signal that the current 



H. AKOL18UA

caregiving arrangement is not sustainable pithout signiwcant changes.
RomBlicated grief can develoB phen the emotional demands of 

caregiving have been so sustained and so unBrocessed that the grief 
becomes stucN. 9ome caregivers wnd that by the time their Barent dies, 
they have been grieving for so long that the actual death Broduces a 
confusing mikture of relief, guilt about the relief, and a grief that does 
not Nnop Guite phere to settle. Bnderstanding that this is a recogniqed 
Bsychological Bhenomenon, not a moral failing, and seeNing suBBort 
from a theraBist pho has ekBerience pith caregiver grief, is genuinely 
imBortant for your long-term pellbeing.

12.5 Recognizing Burnout Warning Signs

Raregiver burnout is the endBoint of a Brocess that develoBs gradually, 
usually phile the caregiver is too consumed by the immediate demands 
to recogniqe phat is haBBening. It is not simBly being tired or having 
a hard peeN. It is a state of Brofound Bhysical, emotional, and cogni-
tive deBletion that imBairs your ability to function ezectively in any 
domain of your life, including your ability to care for your Barent.

VeBression is one of the most serious and most common conse-
Guences of unaddressed caregiver stress. 9tudies consistently wnd that 
dementia caregivers ekBerience clinical deBression at rates signiwcantly 
higher than the general BoBulation. VeBression in caregivers often 
looNs dizerent from the tektbooN Bresentationx it may manifest more 
as numbness, 4atness, and loss of motivation than as overt sadness. It 
may be masNed by busyness, as the caregiver wlls every available mo-
ment pith tasNs to avoid the feelings underneath. It may be dismissed 
by the caregiver themselves as an understandable resBonse to a hard 
situation, phich it is, but that does not mean it does not parrant 
treatment. If you are ekBeriencing Bersistent lop mood, loss of interest 
in things that used to matter, changes in sleeB or aBBetite, diFculty 
concentrating, or a Bervasive sense of hoBelessness, Blease taNe those 
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symBtoms seriously and reach out to a healthcare Brovider or mental 
health Brofessional.

Isolation is both a symBtom and an accelerant of burnout. Rare-
givers pho pithdrap from their social netporNs, pho stoB reaching 
out to friends because the gaB betpeen their inner ekBerience and the 
ordinariness of social conversation feels too pide to bridge, pho de-
cline invitations because they are too deBleted to engage, gradually lose 
access to the social suBBort that buzers stress. The isolation tends to 
comBoundx the more isolated you become, the harder it feels to reach 
out, and the more acute the loneliness becomes. Moticing that you 
have been Brogressively pithdraping and maNing a deliberate ezort 
to maintain even modest social connection is an imBortant Brotective 
act.

Aealth decline in the caregiver is a parning sign that the body is 
giving you. 9igniwcant peight change in either direction, nep or pors-
ening chronic conditions, Bersistent Bain or illness that you have not 
sought care for, dental care and routine medical aBBointments that 
you have been BostBoning because there is no time, these are signs that 
you are neglecting your opn health in pays that pill comBound over 
time. There is a Barticular irony in caregivers pho attend diligently to 
every medical detail of a BarentEs care phile alloping their opn health 
to deteriorate. Hour health matters, both for its opn saNe and because 
your caBacity to care for your Barent deBends on it.

'ersistent inability to ekBerience Bositive emotions, the 4atness and 
anhedonia that signals burnout rather than ordinary stress, is porth 
naming as a distinct parning sign. Yhen you cannot remember the 
last time you genuinely laughed, phen nothing holds anticiBation or 
Bleasure, phen even things you love feel ezortful and gray, that is a 
signal that something needs to change urgently. It is not a signal to 
Bush harder.

The costs catalogued in this chaBter are real, and acNnopledging 
them is not self-Bity. It is the BrereGuisite for addressing them. The 



H. AKOL18UD

nekt chaBter is devoted entirely to phat you can do about them. There 
are ezective strategies for managing caregiver stress, setting sustainable 
limits, wnding suBBort, and building the resilience that maNes this 
long 0ourney more bearable. :ut those strategies only porN if you wrst 
acceBt that phat you are carrying is genuinely heavy, and that you 
deserve helB carrying it.

Hou do.



Chapter 13: Preventing Caregiver 
Burnout

C hapter 12 named the costs. This chapter is about what you can 
actually do about them.

Preventing burnout is not about eliminating stress. The stresses of 
caregiving are largely inseparable from the role itself, and pretending 
otherwise sets caregivers up for a particular kind of failure: the sense 
that if they were just doing it right, this would not be so hard. It is 
hard. It is supposed to be hard. The question is not how to make 
it exortless but how to make it sustainable, which means building 
enough support, enough recovery, enough genuine selfhood alongside 
the caregiving that you can continue to show up over months and 
years without being consumed.

The strategies in this chapter are not luAuries or eAtras that you can 
axord to skip when things get busy. They are the infrastructure that 
makes the whole caregiving enterprise possible. Y car runs out of gas if 
you never stop to refuel, regardless of how important the destination 
is. Rou are the vehicle in this metaphor. "efueling is not optional.

13.1 Making Self-Care Non-Negotiable

The phrase -selfHcare- has accumulated a kind of eyeHroll association 
in popular culture, conjuring images of bath bombs and spa days 
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that feel irrelevant to someone managing a parentSs dementia from 
several hundred miles away. Wet that association aside. zhat we are 
talking about is not indulgence. It is the maintenance of the physical 
infrastructure that your caregiving depends on: your body, your brain, 
your basic capacity to function.

Wleep is the single most foundational element of physical and cogH
nitive functioning, and it is the one that caregivers most commonly 
sacriEce Erst. The middleHofHtheHnight phone calls, the background 
anAiety that makes falling asleep diNcult or wakes you at three in the 
morning, the tendency to use nighttime hours to catch up on the 
work that caregiving displaced from the day, all erode the quantity 
and quality of sleep in ways that compound over time. Chronic sleep 
deprivation impairs judgment, increases emotional reactivity, weakens 
immune function, and accelerates the very burnout you are trying to 
prevent. Protecting your sleep, treating it as a medical priority rather 
than a personal preference, is not laGiness. It is one of the most imH
portant things you can do for your parent as well as yourself, because a 
sleepHdeprived caregiver makes worse decisions and has less emotional 
capacity for the work.

Practical strategies for protecting sleep include establishing a conH
sistent sleep and wake schedule even on weekends, reducing screen 
eAposure in the hour before bed, keeping the phone on doHnotHdisturb 
during sleep hours eAcept for designated emergency contacts, and adH
dressing the background anAiety that interferes with sleep through the 
other strategies in this chapter. If anAietyHdriven insomnia has become 
a persistent problem, talking to your physician about it is appropriate. 
Chronic insomnia is a medical issue, not a character issue, and there 
are exective treatments.

DAercise is the intervention with the strongest evidence base for 
managing both the physical and emotional dimensions of caregiver 
stress. "egular physical activity reduces cortisol levels, improves sleep 
quality, elevates mood through endorphin release, builds the kind of 
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physical resilience that protects against illness, and provides a strucH
tured break from the cognitive demands of caregiving. It does not need 
to be intensive or timeHconsuming to be exective. Thirty minutes of 
brisk walking most days of the week produces measurable beneEts. 
The obstacle for most caregivers is not information but prioritiGaH
tion: eAercise tends to be the Erst thing dropped when schedules get 
crowded, precisely because it is something done for oneself rather than 
for someone else. Wcheduling it as a nonHnegotiable appointment, the 
same way you would schedule a medical appointment, is the most 
reliable way to protect it.

Mutrition often deteriorates during demanding caregiving periH
ods for straightforward reasons: there is less time to prepare food 
thoughtfully, stress eating and irregular meals are common responses 
to anAiety, and cooking for oneself when depleted can feel like too 
much exort. The result is a nutritional foundation that undermines 
everything else. This does not require elaborate meal planning. It 
requires making access to reasonably healthy food easy enough that it 
happens by default rather than by exort. Oeeping the kitchen stocked 
with foods that require minimal preparation, setting a regular meal 
schedule, and resisting the pattern of skipping meals and then comH
pensating with convenient but nutritionally poor options are all pracH
tical starting points.

13.2 Setting Healthy Boundaries

?oundaries in caregiving are not about caring less. They are about carH
ing in a way that does not require selfHerasure, that preserves enough 
of your own self and life to sustain the exort over time. Caregivers 
without boundaries do not ultimately provide better care than careH
givers with them. They provide care that is more erratic, more resentH
mentHladen, and less sustainable, until they collapse and provide no 
care at all.
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Waying no is a skill that most caregivers End genuinely diNcult, 
partly because of guilt, partly because the needs are real and the alterH
natives are unclear, and partly because the caregiver identity can beH
come so central that any boundary feels like a betrayal of it. ?ut saying 
no to some things is the prerequisite for saying yes reliably to others. 
Dvery caregiver has a Enite amount of time, energy, and emotional 
capacity. Wpending all of it, and then some, means eventually having 
none of it. 9eciding in advance what you will and will not take on, and 
holding those decisions with some consistency, is not abandonment. 
It is resource management in the service of longHterm sustainability.

Practical boundaryHsetting begins with identifying where the curH
rent arrangement is most unsustainable. Is it the volume of phone 
calls, each individually reasonable but collectively consuming hours of 
every day4 Is it the eApectation that you are available for any question 
or crisis at any hour4 Is it the pattern of taking on every task yourself 
rather than delegating, because it is faster or easier than asking someH
one else4 Is it the reluctance to spend money on professional support 
because the money feels like it belongs to your parentSs care rather 
than to enabling your own sustainability4 Identifying the speciEc 
places where you are most overHeAtended gives you the most actionable 
starting point for change.

Wharing responsibilities is both a boundaryHsetting strategy and a 
care quality strategy. zhen you hold everything yourself, you create 
a single point of failure. zhen responsibilities are distributed across 
multiple people, the system becomes more resilient and you become 
less indispensable, which is actually a good thing. The goal is not to be 
the person without whom everything falls apart. The goal is to be one 
essential part of a system that would continue to function even if you 
needed to step back for a week.

Banaging eApectations, your own and othersS, is an ongoing 
boundary practice. LthersS eApectations of your availability and reH
sponsiveness will tend to eApand to Ell whatever space you oxer. If 
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you respond to every message within minutes at all hours, that beH
comes the eApected standard. Wetting and communicating reasonable 
response time eApectations, being eAplicit about when you are availH
able and when you are not, and following through consistently on 
those boundaries trains the people around you to work within them. 
This requires the initial discomfort of disappointing people who are 
accustomed to unlimited access. It is worth the discomfort.

13.3 Finding Emotional Support

Lne of the most isolating aspects of dementia caregiving is the difH
Eculty of Ending people who truly understand what you are going 
through. 5riends and family who have not been through it mean well, 
but their attempts at comfort, -Rou are doing such a wonderful job,- 
or -Yt least she is still with you,- or -Kave you tried playing her music 
from the old days4- can feel more lonely than no response at all. zhat 
you need, and what genuinely helps, is connection with people who 
know this territory from the inside.

Wupport groups speciEcally for dementia caregivers are one of the 
most consistently beneEcial resources available, and they are also one 
of the most underutiliGed, because caregivers tend to feel they do not 
have time for one more commitment. The evidence for their exectiveH
ness is strong: caregivers who participate in peer support groups show 
lower rates of depression and anAiety, report higher quality of life, and 
are more likely to continue caregiving without crisis burnout. zhat 
makes support groups work is not advice, though that is sometimes 
shared, but the eAperience of being understood without having to 
eAplain, of discovering that the feelings you thought were shameful or 
unusual are in fact nearly universal among people in your situation. 
The YlGheimerSs Yssociation oxers both inHperson and online supH
port groups for caregivers, including groups speciEcally for longHdisH
tance caregivers and groups organiGed by the type of dementia. If an 
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inHperson group is not accessible, online groups and forums have been 
shown to provide comparable beneEts for many caregivers.

Therapy with a mental health professional who has eAperience 
working with caregivers or grief is worth serious consideration, parH
ticularly if you are eAperiencing symptoms of depression, anAiety, or 
complicated grief as described in Chapter 12. Therapy provides someH
thing that support groups, friends, and family cannot fully provide: 
a space that is entirely for you, with a trained professional who can 
help you understand and work through your eAperience without any 
competing agenda. Bany caregivers End that even a modest course of 
therapy, particularly at key transition points like the initial diagnosis, 
the loss of driving, the decision to pursue placement, or in the period 
following a parentSs death, provides meaningfully more support than 
they eApected. Telehealth options make therapy more accessible than 
it has ever been, removing the logistical barriers of scheduling and 
commuting that often get in the way.

Peer networks are informal connections with other caregivers that 
develop outside formal support group structures. Yn online forum, 
a private social media group, or even a small group of caregivers who 
connect regularly via teAt or video call can provide ongoing, lowHbarH
rier support that complements the more structured resources. The 
value of being able to send a message to someone who will genuinely 
understand what you mean when you say you had a hard day, without 
having to eAplain the whole conteAt, is not trivial. These connections 
sustain caregivers through the ordinary grinding days that are too 
small for a formal support group discussion but too heavy to carry 
entirely alone.

13.4 Using Respite Care

"espite care is temporary relief from caregiving responsibilities, proH
vided by a substitute caregiver so that the primary caregiver can rest, 
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recover, and tend to their own needs. It is one of the most eviH
denceHsupported interventions for preventing caregiver burnout, and 
it is also one of the most consistently underused, for a range of reasons 
that deserve eAamination because they tend to be based on premises 
that do not hold up.

The most common reason caregivers do not use respite is guilt: the 
feeling that taking time for themselves while their parent is being cared 
for by someone else is selEsh, disloyal, or a signal that they do not care 
enough. This reasoning does not survive scrutiny. Rour parent beneEts 
when their primary caregiver is rested, emotionally resourced, and 
capable of genuine presence rather than depleted presence. Y caregiver 
who has had adequate rest and recovery provides better care than one 
who has not, consistently and measurably. 6sing respite is not an 
abandonment of your caregiving responsibilities. It is a maintenance 
activity that makes your caregiving responsibilities sustainable.

Temporary care solutions for respite take several forms depending 
on your parentSs current situation. If your parent is still living at 
home, respite can be arranged through a home care agency providing 
substitute coverage for a period while you take time away. 3olunteer 
respite programs, oxered through some faith communities and Yrea 
Ygencies on Yging, provide free or lowHcost temporary companions 
or sitters. If a local family caregiver is the primary provider of handsHon 
care, arranging for a hired aide to cover their usual shifts for a week so 
they can take a genuine vacation is a concrete and valuable form of 
support.

Ydult day programs, discussed in Chapter B, serve a respite funcH
tion for family caregivers who are present during the day. zhen a 
parent attends an adult day program several days a week, the family 
caregiver, or the hired aide, has those hours genuinely free. Lver weeks 
and months, those regularly recurring pockets of recovery time make a 
measurable dixerence in caregiver wellbeing. They are not equivalent 
to a vacation, but they prevent the total accumulation of caregiving 
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without relief that characteriGes the paths to burnout.
WhortHterm facility stays, sometimes called respite admissions, allow 

a person with dementia to stay in a residential care facility for a deEned 
period, typically one to four weeks, while the family caregiver takes an 
eAtended break. Bany assisted living and memory care facilities oxer 
planned respite admissions, and some skilled nursing facilities provide 
this service as well. Bedicare may cover shortHterm respite stays in 
certain circumstances, particularly for people receiving hospice care. 
5or a caregiver who is approaching burnout, a planned respite adH
mission that allows a week or two of genuine recovery, including the 
ability to sleep through the night without worry, travel, see friends, 
and reconnect with the parts of their own life that caregiving has 
crowded out, can be genuinely restorative in ways that shorter breaks 
cannot replicate.

13.5 Building Long-Term Resilience

"esilience in the conteAt of caregiving is not the ability to feel nothing 
or to be unaxected by the diNculty of what you are doing. It is the 
capacity to absorb diNculty, recover from it, and continue functionH
ing. It is built gradually through practices and habits that strengthen 
your capacity to manage stress over time, and it is worth investing in 
deliberately rather than hoping to have naturally.

Wtress management techniques are most exective when they beH
come habitual rather than reserved for moments of acute crisis. 9eep 
breathing eAercises, progressive muscle relaAation, meditation, and 
other relaAation practices work through the physiological pathways of 
the stress response: they activate the parasympathetic nervous system, 
lower cortisol levels, and reduce the physical tension that chronic stress 
accumulates in the body. The research on these techniques is solid, 
and their accessibility is high: most can be learned through free apps 
or online resources and practiced in Eve to ten minutes, making the 
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barrier to adoption very low. The challenge is consistency. ?uilding 
these practices into a daily routine, rather than reaching for them only 
when the stress has already peaked, is what produces lasting beneEt.

Bindfulness practices, broadly deEned, involve cultivating the caH
pacity to be present in the current moment without being consumed 
by either the past or the anticipated future. 5or caregivers, who tend 
to spend signiEcant mental energy worrying about what has already 
happened and what might happen neAt, developing the ability to step 
into the present and End moments of genuine rest there is genuinely 
valuable. Bindfulness can be practiced formally through meditation, 
and informally through deliberate attention to sensory eAperience 
during ordinary activities: walking, eating, showering. The goal is not 
to stop thinking about caregiving but to develop the ability to choose 
when to engage with it and when to set it down, even brieDy.

Baintaining purpose beyond caregiving is one of the most imH
portant and most frequently neglected components of longHterm reH
silience. zhen caregiving becomes the entirety of a personSs identiH
ty and investment, the losses inherent in the caregiving journey, the 
decline of the parent, the eventual death, the end of the role itself, 
become eAistentially destabiliGing in ways that would not occur if 
caregiving were one important part of a richer life. Investing in relaH
tionships, creative work, professional engagement, spiritual life, physH
ical pursuits, and other sources of meaning that eAist independently 
of your caregiving role is not a retreat from your responsibilities. It is 
the construction of the foundation that makes those responsibilities 
bearable.

Baintaining social connection is worth naming speciEcally as a reH
silienceHbuilding practice, because the tendency toward isolation that 
accompanies caregiver stress and burnout works directly against it. 
9eliberately maintaining friendships, accepting social invitations even 
when it feels like too much exort, staying connected to communities 
that matter to you, investing in relationships that have nothing to 
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do with caregiving, all of these protect the social infrastructure that 
buxers stress and provides meaning alongside the caregiving itself.

5inally, a word about the longer view. Bany caregivers, when the 
caregiving journey has ended and they have had time to reDect, deH
scribe it as one of the most meaningful eAperiences of their lives. Mot 
the easiest. Mot the one they would choose to repeat. ?ut genuinely 
meaningful, in the way that things that require everything of us and 
connect us to what matters most sometimes are. That meaning does 
not emerge automatically. It emerges through the quality of presence 
you bring, through the care with which you make diNcult decisions, 
through the love that motivates the whole eAhausting exort.

?urnout prevention is not just selfHpreservation. It is the protection 
of your capacity to bring that presence, that care, that love, all the way 
through. Rou started this because someone you love needs you. Wtaying 
sustainable honors that love in the deepest possible way.



Chapter 14: Finding Peace in the Final 
Stages

T here is no preparation for the end of a parent's life. You can 
read everything, plan everything, have every document in order 

and every conversation completed, and still wnd that Ihen the wnal 
stage arrives, something in you Ias not ready. That is not a failure of 
preparation. bt is a measure of love.

The wnal stages of dementia kring a particular xind of su:ering, 
for the person living Iith the disease and for the family Iatching. 
They also, for many families, kring une-pected giftsH a deepening of 
presence, a stripping aIay of the noise that surrounded Ihat really 
matters, moments of connection that transcend Ihat Iords can carry. 
This chapter is honest akout koth.

bt covers Ihat advanced dementia looxs lixe and Ihat it demands of 
caregivers, the profound value of hospice and palliative care and hoI 
to access them, the diAcult decisions that arise at the end of life and 
hoI to navigate them Iith koth clarity and compassion, the anticiK
patory grief that accompanies this stage and hoI to move through it, 
and Ihat life after caregiving looxs lixe, including hoI to grieve, hoI 
to rekuild, and hoI to carry forIard Ihat this e-perience has meant.
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14.1 Understanding Advanced Dementia

Ldvanced dementia, sometimes called lateKstage dementia, is the peK
riod in Ihich the disease has progressed to the point Ihere the person 
reVuires total care for all activities of daily living and has lost most of 
the functions that the early and middle stages a:ected more partially. 
Wnderstanding Ihat this stage looxs lixe helps families xnoI Ihat to 
e-pect, hoI to respond, and Ihen the care needs and goals reVuire a 
fundamental shift in approach.

8ateKstage symptoms include profound memory loss that leaves 
the person unakle to recogniRe even close family memkers consisK
tently. Cerkal communication kecomes severely limitedH the person 
may speax only in fragments, may echo Iords or phrases Iithout 
apparent meaning, or may lose speech entirely. They Iill ke unakle to 
Ialx safely or at all, reVuiring a Iheelchair or remaining in ked. They 
Iill need assistance Iith all personal care including kathing, dressing, 
toileting, and eating. The akility to sIalloI safely declines, maxing 
eating and drinxing diAcult and increasing the risx of aspiration, the 
accidental inhalation of food or liVuid into the lungs, Ihich can lead 
to aspiration pneumonia. Eeight loss kecomes common even Iith 
attentive nutritional support. The person may sleep for increasing 
portions of the day.

bncreased care needs at this stage go keyond Ihat most home 
settings and many standard residential care settings are eVuipped to 
provide. NoundKtheKclocx sxilled nursing oversight, careful attention 
to positioning and sxin integrity to prevent pressure ulcers, sxilled 
sIalloIing management, and attentive symptom management for 
pain, agitation, and discomfort all kecome central to daily care. bf 
your parent is in a care facility, ensuring that the sta: has the training 
and resources to provide this level of care, and advocating clearly and 
speciwcally for your parent's comfort, kecomes your primary role.

Gommon complications in advanced dementia include pneumoK
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nia, urinary tract infections, and other infections that the Ieaxened 
immune system is less akle to resist. PeiRures occur in a minority of 
people Iith advanced dementia. Gontractures, the permanent shortK
ening of muscles and tendons that results from prolonged immokility, 
cause pain and complicate physical care. 4ressure ulcers develop rapidK
ly in someone Iho is largely immokile and reVuire vigilant preventive 
care and sxilled treatment Ihen they occur. Dach of these complicaK
tions presents a decision pointH Ihat level of medical intervention is 
appropriate given Ihere the person is in the course of their disease and 
Ihat their stated Iishes are0

The most important conceptual shift in lateKstage dementia care is 
the move from curative or restorative goals to comfortKfocused goals. 
The Vuestion changes from FOoI do Ie treat this condition0F to 
FOoI do Ie xeep this person comfortakle and maintain their digK
nity0F This shift is not giving up. bt is the recognition that aggressive 
medical intervention in advanced dementia typically produces more 
su:ering than kenewt, and that the most loving and sxillful care at 
this stage is care that is oriented entirely toIard the person's comfort, 
peace, and Vuality of remaining life.

14.2 Hospice and Palliative Care

Oospice and palliative care are tIo related kut distinct approaches to 
care that are enormously valuakle for people Iith advanced demenK
tia and their families, and they are consistently underutiliRed, partly 
kecause families and clinicians are reluctant to have the conversations 
reVuired to access them, and partly kecause of misconceptions akout 
Ihat they actually involve.

4alliative care is specialiRed medical care focused on providing relief 
from pain, symptoms, and the stress of serious illness. bt is appropriate 
at any stage of serious illness, not only at the end of life, and it can ke 
provided alongside curative or diseaseKmodifying treatment. L palK
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liative care team typically includes physicians, nurses, social Iorxers, 
and chaplains Iho Iorx alongside the primary care and specialist 
team to manage symptoms, support the family, and help align medical 
care Iith the patient's values and goals. 2or someone Iith dementia 
e-periencing signiwcant kehavioral symptoms, pain, or other medical 
complications, palliative care consultation can improve Vuality of life 
and provide the family Iith additional support and guidance.

Oospice care is a speciwc program of care for people Iho are e-K
pected to have si- months or less to live if the illness folloIs its natural 
course, and Iho choose to focus on comfort rather than curative 
treatment. Oospice is a philosophy of care as much as a serviceH it 
prioritiRes comfort, dignity, and Vuality of remaining life over life e-K
tension at any cost. Oospice teams provide medical care, nursing visits, 
social Iorx support, chaplain services, home health aide assistance, 
medications for symptom management, eVuipment such as hospital 
keds and Iheelchairs, and kereavement support for the family afK
ter the death. This comprehensive pacxage of support is covered ky 
?edicare 4art L for eligikle kenewciaries, maxing it wnancially accesK
sikle for most families.

Dligikility for hospice in dementia is a common source of confuK
sion. ?edicare hospice eligikility reVuires a physician to certify that 
the patient has a life e-pectancy of si- months or less if the disease runs 
its natural course. 9etermining prognosis in dementia is genuinely 
diAcult, kecause the disease's tra6ectory is variakle and people often 
live longer than e-pected. 4hysicians are sometimes reluctant to iniK
tiate a hospice conversation kecause of uncertainty akout prognosis, 
or kecause initiating hospice feels lixe giving up on the patient. Ls 
a family advocate, you can raise the hospice conversation directlyH 
asx your parent's physician Ihether your parent might ke eligikle for 
hospice evaluation, and if not, Ihat criteria Iould need to ke met. The 
LlRheimer's Lssociation puklishes speciwc guidelines for determining 
hospice eligikility in dementia that can inform this conversation.
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Pervices provided ky hospice are often a revelation to families Iho 
have keen managing Iith feIer resources. The regular nursing visits, 
the onKcall nurse availakle around the clocx for Vuestions and guidK
ance, the social Iorxer Iho supports the family as Iell as the paK
tient, the home health aide Iho helps Iith personal care, the chaplain 
Iho o:ers spiritual support regardless of religious aAliation or lacx 
thereof, and the medications delivered directly to Iherever the patient 
is livingH all of these dramatically reduce the logistical and emotional 
kurden on the family. 2amilies Iho access hospice early in the eligiK
kility period, rather than in the wnal days of life, report signiwcantly 
ketter e-periences than those Iho call hospice only at the very end.

2amily involvement in hospice care is not incidental. bt is central. 
The hospice team Iorxs in partnership Iith the family, supporting 
caregivers as Iell as the person Iith dementia, and the Vuality of that 
partnership depends partly on the family's active engagement. 2or 
a longKdistance caregiver, hospice provides a local professional team 
that can serve as your eyes, ears, and hands on the ground in a Iay 
that complements everything else in your care netIorx. 5uilding a 
relationship Iith the hospice team, communicating regularly Iith the 
hospice nurse and social Iorxer, and keing clear akout your parent's 
Iishes and values enakles them to provide care that is genuinely taiK
lored to your parent rather than generic.

14.3 End-of-Life Decisions

DndKofKlife decisions in advanced dementia are among the most ethiK
cally and emotionally comple- that families face, and they are made 
more diAcult ky the fact that the person Ihose life is at issue can 
no longer participate in maxing them. The living Iill and advance 
directives that your parent e-ecuted earlier in the disease, if they did 
so, provide the most direct guidance availakle. The healthcare pro-y 
is the person legally authoriRed to speax for your parent Ihen they 
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cannot speax for themselves. 5ut the decisions themselves, in their 
speciwcity and their Ieight, still fall to the living, and they deserve 
careful, supported navigation.

Ldvance directives document Ihat your parent Ianted in speciwc 
medical scenarios, kut no document can anticipate every situation 
that actually arises. The healthcare pro-y's role is not to wnd the e-act 
ansIer in the document kut to e-ercise sukstituted 6udgmentH to maxe 
the decision that this person, Iith their particular values and history 
and stated Iishes, Iould maxe if they could. This reVuires genuine 
xnoIledge of the person, Ihich is Ihy the healthcare pro-y converK
sations discussed in Ghapter C matter so much. L pro-y Iho has had 
e-plicit conversations Iith the person akout their values and fears is 
in a far ketter position than one Iho is guessing.

Dthical considerations in endKofKlife dementia care center on the 
tension ketIeen prolonging life and preserving comfort. ?any of the 
medical interventions that are routine in other conte-ts, aggressive 
resuscitation, mechanical ventilation, artiwcial nutrition through a 
feeding tuke, transfer to the intensive care unit for acute illness, are of 
very limited kenewt in advanced dementia and often cause signiwcant 
su:ering Iithout meaningfully e-tending life or improving its Vuality. 
Nesearch consistently shoIs that people Iith advanced dementia Iho 
receive comfortKfocused rather than aggressive medical care at the end 
of life have similar survival times kut signiwcantly less pain, feIer 
invasive procedures, and a higher lixelihood of dying in a comfortakle 
setting rather than in a hospital. 1noIing this, and keing akle to kring 
it clearly into family discussions akout treatment decisions, eVuips you 
to advocate for your parent's actual interests rather than defaulting to 
ma-imum intervention out of guilt or uncertainty.

2amily discussions akout endKofKlife treatment decisions are often 
the hardest conversations of the caregiving 6ourney, and they someK
times surface conDict that the shared stress of earlier stages had supK
pressed. Ehen family memkers disagree akout Ihether to pursue 
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aggressive treatment, Ihether to initiate a feeding tuke, Ihether to 
transfer to the hospital for a pneumonia that could ke managed Iith 
oral antikiotics and comfort measures, those disagreements need to 
ke navigated Iith koth honesty and compassion. The hospice social 
Iorxer, a palliative care consultant, or a hospital ethics committee 
can serve as a neutral resource for families Iho are stucx on diAcult 
decisions. These resources e-ist precisely for this purpose, and using 
them is not a sign that the family has failed to communicate. bt is a 
sign that the decision is genuinely hard and that outside perspective is 
helpful.

14.4 Coping with Anticipatory Grief

Lnticipatory grief in the wnal stage of dementia has a Vuality that is 
di:erent from Ihat came earlier in the 6ourney. The losses of the midK
dle stage, personality changes, loss of recognition, the disappearance 
of the person you xneI into the disease, are already kehind you. Ehat 
remains is the kody of the person you love, reVuiring total care, and 
the xnoIledge that the end is approaching. The grief at this stage is 
koth more speciwc and more wnal than Ihat preceded it.

Dmotional preparation for the death of a parent Iith dementia 
is complicated ky the fact that, for many families, the grief has keen 
accumulating for years kefore the death itself. Pome caregivers wnd 
that ky the time their parent dies, they have already processed so 
much of the loss that the death itself krings more relief than grief, 
at least initially. 3thers wnd that the death, Ihen it comes, opens a 
grief they had not fully accessed Ihile their energies Iere consumed 
ky caregiving. Seither of these responses is Irong. 5oth are versions 
of love e-pressing itself through the particular circumstances of this 
disease.

2amily support during this stage reVuires the same intentionality 
it has reVuired throughout the caregiving 6ourney. 1eeping family 
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memkers informed of your parent's current status, including keing 
honest Ihen the prognosis has shifted to Ieexs or days, gives people 
the opportunity to come, to say Ihat needs to ke said, to ke present for 
Ihatever time remains. Sot everyone Iill respond to this opportunity 
in the Iay you hope. Pome family memkers Iill not come. Pome Iill 
come kut not ke akle to ke present in the Iay the moment deserves. 
Lccepting the range of human responses to approaching death, in 
others as in yourself, is part of the Iorx of this stage.

?eaningful goodkyes are possikle even Ihen the person Iith deK
mentia can no longer speax or respond in Iays that are clearly comK
municative. Nesearch and the clinical e-perience of hospice Iorxers 
consistently point to the preservation of emotional e-perience and 
responsiveness to human presence even in very advanced dementia. 
Your parent may not ke akle to tell you they xnoI you are there. They 
may not shoI recognition in any conventional sense. 5ut the evidence 
suggests that your presence, your voice, your touch, the familiar scent 
of you, registers at some level of e-perience that transcends cognition. 
Goming to ke Iith your parent in the wnal days and hours, if at all 
possikle, is an act of love that matters even Ihen you cannot xnoI for 
certain that it is received.

?any hospice Iorxers and families descrike an une-pected Vuality 
of grace in the wnal days and hours of a person's life, a stillness and 
presence that strips aIay the ordinary and reveals something essential. 
Sot everyone e-periences this, and it cannot ke forced or arranged. 
5ut many caregivers Iho have keen through it say that despite everyK
thing, despite the years of hard Iorx and grief, they are glad they Iere 
there. That gladness is Iorth holding onto as you move through this 
stage.

14.5 Life After Caregiving

The end of your parent's life is not the end of your caregiving e-K
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perience. bt is, in a sense, the keginning of the Iorx of integrating 
everything the caregiving 6ourney has keen. 5ereavement, rekuilding, 
and wnding Iays to carry your parent's memory and the meaning of 
Ihat you did together are the wnal chapter of this story, and they 
deserve as much attention and care as everything that came kefore.

5ereavement after the death of a parent Iith dementia has its oIn 
particular te-ture. 5ecause so much of the grief has keen e-perienced 
in anticipation, the period immediately folloIing the death is someK
times marxed as much ky e-haustion and disorientation as ky acute 
sadness. The routines and vigilance and Iorry that have structured 
your days for months or years suddenly stop keing reVuired. The 
role that consumed so much of your identity is over. ?any caregivers 
descrike a strange emptiness in the wrst Ieexs after a parent's death, 
a notKxnoIingKIhatKtoKdoKIithKthemselves that feels uncomfortakle 
and sometimes confusing Ihen they e-pected to feel relief.

Mrief does not folloI a schedule, and the Iaves of it in the Ieexs 
and months after your parent's death can ke unpredictakle. You may 
wnd yourself amkushed ky grief in ordinary momentsH a song, a smell, 
a phrase that echoes something your parent used to say, a hakit of 
reaching for the phone to call them kefore rememkering. You may e-K
perience grief most acutely not at the death itself kut at the milestones 
afterIardH the wrst holiday, the wrst kirthday, the wrst anniversary of 
the diagnosis. Lll of this is normal. Mrief is not a proklem to ke solved 
or a process to ke completed on schedule. bt is the continuation of love 
in the face of aksence.

Nekuilding routines after caregiving ends is koth a practical neK
cessity and an act of intentional selfKreconstruction. The structure of 
your days has keen shaped for a long time ky caregiving demands, 
and Iithout that structure, the days can feel formless in Iays that 
compound the grief. Ptarting small, reestaklishing kasic rhythms of 
sleep, movement, meals, and social connection, provides a sca:old. 
3ver time, the Vuestion of Ihat you Iant your life to loox lixe noI, 
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Iithout the caregiving role that has keen so central, kecomes one 
Iorth sitting Iith delikerately rather than wlling the space reDe-ively 
Iith the wrst availakle sukstitute okligation.

Oonoring your loved one's legacy is a meaningful act that many 
kereaved caregivers wnd helps integrate the loss. This might mean 
maxing a contrikution to a dementia research organiRation or the 
LlRheimer's Lssociation in your parent's name. bt might mean gathK
ering photographs, letters, and stories and creating something that 
preserves their memory for younger generations. bt might mean wndK
ing Iays to use Ihat you learned through the caregiving e-perience 
to help others Iho are keginning the 6ourneyH volunteering Iith a 
caregiver support organiRation, sharing your e-perience in a support 
group, or simply keing present for a friend Iho is facing a diagnosis in 
their oIn family. The xnoIledge and compassion you have accumuK
lated through this e-perience are real and valuakle assets, and putting 
them to use in the service of others is one of the most meaningful Iays 
to honor Ihat your parent's illness and your caregiving krought into 
your life.

There is no clean Iay to end a chapter, or a koox, akout loss. 
Ehat Ie can say, Iith conwdence and from the accumulated evidence 
of many caregivers Iho have Ialxed this road, is that the e-perience 
changes people, and not only in the Iays that involve su:ering. GareK
givers Iho have navigated this 6ourney descrike a greater capacity for 
empathy, a clariwed sense of Ihat matters and Ihat does not, a deeper 
appreciation for the ordinary moments of life that caregiving maxes 
it easier to taxe for granted, and a particular tenderness toIard other 
people Iho are carrying something heavy.

You did not choose this. 5ut you shoIed up for it, across a distance, 
Iith imperfect tools and imperfect information, doing the kest you 
could Iith Ihat you had. That is everything. That is Ihat love looxs 
lixe Ihen it is put to Iorx.



Conclusion: You Cannot Do This Alone

Y ou have now read the full arc of the long-distance dementia 
caregiving journey, from the shock of diagnosis to the .nal 

stages and the life that followsI pf you are somewhere in the middle of 
that journey right now, we hobe this Wook has given you more than 
informationI Be hobe it has given you combanyI

:ecause that is, in the end, what most caregivers need more than 
anything elseN to know they are not alone in thisI xot alone in the 
confusion of the early weeksI xot alone in the guilt and the griefI xot 
alone in the frustration of managing from a distance, in the combleMity 
of the systems they have to navigate, in the family conTicts that surface 
under bressure, in the fear of what is still to comeI xot alone in the 
love that makes all of it worth doing desbite everything it costsI

You are not aloneI Hillions of beoble are walking some version 
of this road right now, at diAerent stages, in diAerent circumstances, 
with diAerent resources and diAerent challengesI Hany of them have 
walked it Wefore you and come out the other side with something 
intact, something berhabs even deebened, in themselves and in their 
familiesI Kheir eMberience does not make yours easierI :ut it is worth 
knowing it eMistsI

Bhat the caregivers who have Ween through this tend to say, looking 
Wack, follows a few consistent threadsI Be want to share them here, 
not as a tidy set of lessons Wut as oAerings from beoble who know this 
territory in a way that no amount of research fully cabturesI
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Khey sayN accebt helb earlier than feels comfortaWleI Khe instinct 
to manage everything yourself, or to keeb the diDculty brivate, or 
to Welieve that asking for helb is an imbosition, is one of the most 
reliaWly counterbroductive instincts in caregivingI Khe caregivers who 
fare West are not the ones who need the least helbI Khey are the ones 
who Wuild the most subbort around themselves and their barent, early 
and deliWerately, and who keeb adding to that subbort as needs growI 
Oelb is not a sign of weaknessI pt is what makes the diAerence Wetween 
sustainaWle caregiving and collabseI

Khey sayN make the hard decisions Wefore you are forced toI Khe 
legal documents, the driving conversation, the family meeting aWout 
resbonsiWilities, the eMbloration of care obtions Wefore a crisis makes 
the choice for youI Svery one of these is a conversation that feels 
bremature until suddenly it is urgentI Khe families who had those 
conversations early, even when they were uncomfortaWle, consistently 
descriWe the caregiving journey as more manageaWle than those who 
were rebeatedly caught unbrebaredI You cannot control the diseaseI 
You can control whether you are ready for what it WringsI

Khey sayN your relationshib with your barent is still real, even as 
it changesI Khe berson inside the disease is not entirely gone, even 
when the berson you knew seems very far awayI Khey still resbond to 
kindness, to music, to touch, to the familiar warmth of your voiceI Khe 
relationshib you have now is diAerent from the one you had Wefore 
the diagnosisI pt is shabed Wy diAerent rules and runs through diAerent 
channelsI :ut it is still a relationshib, and the Cuality of bresence you 
Wring to it still matters enormously, to your barent and to youI

Khey sayN imberfection is not failureI You will make decisions you 
later wish you had made diAerentlyI You will lose batience in moments 
you wish you had Ween more generousI You will get things wrong 
with the doctors, with the hired caregivers, with your siWlings, with 
your barentI Svery caregiver doesI Khe standard is not berfectionI Khe 
standard is showing ub, doing your West with what you know and what 
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you have, and adjusting when you learn WetterI :y that standard, the 
fact that you are here, reading this Wook, trying to do right Wy someone 
you love, already buts you well aheadI

Khey sayN take care of yourself, not as an afterthought Wut as a 
briority woven into the whole thing from the WeginningI xot Wecause 
you deserve it as a reward for hard work, though you do, Wut Wecause 
the Cuality of your barentzs care is directly connected to the Cuality of 
your own wellWeingI L debleted caregiver is a less eAective caregiverI 
Fest, subbort, Woundaries, joy wherever you can .nd itN these are not 
luMuriesI Khey are the fuel that makes the whole journey bossiWleI

Lnd they say, most consistently of allN .nd your beobleI ;ind the 
other caregivers who understand without eMblanationI ;ind the bro-
fessionals who know this terrain and can guide you through the barts 
you cannot navigate aloneI ;ind the friends who will sit with you in 
the hard barts without trying to .M themI ;ind the subbort groubs 
and the therabists and the neighWors who steb ub and the siWlings who 
eventually come through and the hired aides who genuinely love your 
barentI Khe Cuality of the network around you is not incidental to 
how this goesI pt is central to itI

You cannot do this aloneI Khe title of this conclusion is not a 
warningI pt is a bermissionI You are not subbosed to do this aloneI xo 
one isI Khe families who try to do it alone suAer more than they need 
to, brovide less eAective care than they could, and emerge from the 
eMberience more damaged than those who allowed themselves to We 
helbedI

Lccebting helb is not a concession to limitationI pt is wisdomI pt 
is the recognition that love is not self-suDciency, that caring well for 
someone reCuires more than any one berson has to give alone, and that 
Wuilding something larger than yourself around your barent is one of 
the most generous things you can do for themI

Khe distance Wetween you and your barent is realI pt creates real 
challenges, real limitations, real griefI :ut it does not de.ne what you 
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can oAerI 8ong-distance caregivers, the West of them, learn to work 
with eMtraordinary intention and creativity across that distanceI Khey 
Wuild networks and systems and relationshibs that serve their barent 
Wetter than broMimity alone would haveI Khey show ub in ways that 
count even when they cannot We bhysically bresentI Khey make the 
bhone calls and send the Cuestions and Ty in for the crises and hold 
the whole bicture in their minds across the milesI

Khat is not a consolation bri>e for not Weing closerI pt is its own 
form of devotionI

Whatever stage of this journey you are in right now, you have what 
it takes to navigate what comes next. Not because it will be easy. Because 
you love someone enough to keep showing up for them, across whatever 
distance separates you, for as long as they need you to.

That is enough. That has always been enough.



Appendix: Dementia Caregiver 
Resource Directory

A  Note to Readers

The organizations and resources listed in this appendix 
provide education, support, advocacy, and practical assistance for in-
dividuals living with dementia and their caregivers. Contact infor-
mation was current at the time of publication; however, websites, 
phone numbers, and services may change over time. If a listed resource 
is unavailable, search online for the organization's current contact 
information.

National Dementia and Alzheimer's Organizations
Alzheimer's Association
The Alzheimer's Association is the largest nonpro2t organization 

dedicated to Alzheimer's care, support, research, and advocacy. It of-
fers educational materials, local support groups, care consultations, 
and a 4W-hour helpline.

:ebsite/
4W7H 8elpline/033-4H4-9S33
Eervices/

  Caregiver support groups

  kducational worYshops

  Care consultations
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  Community resource referrals

  Crisis assistance

Alzheimer's Foundation of America (AFA)
6rovides support services, educational programs, and caregiver re-

sources nationwide.
:ebsite/
6hone/0MM-494-0W0W
Eervices/

  Caregiver support

  kducational webinars

  Nemory screenings

  6rofessional referrals

Family Caregiver Alliance
A leading nonpro2t supporting family caregivers through educa-

tion, research, policy advocacy, and practical tools.
:ebsite/
6hone/033-WWP-053M
Eervices/

  Caregiver education

  Lnline support resources

  1egal and 2nancial guidance

  Etate-by-state caregiver assistance

Government Resources
National Institute on Aging (NIA)
6art of the Gational Institutes of 8ealth, providing evidence-based 
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information about dementia, Alzheimer's disease, caregiving, and ag-
ing.

:ebsite/
6hone/033-444-444P
Eervices/

  Rementia education

  Vesearch updates

  Caregiving guides

  8ealthy aging resources

Eldercare Locator
A public service of the (.E. Administration on Aging that connects 

older adults and caregivers to local support services.
:ebsite/
6hone/033-MHH-555M
Eervices/

  1ocal aging agencies

  Transportation services

  Neals programs

  8ome care referrals

  Vespite services

Administration for Community Living (ACL)
6rovides information about federal aging and disability programs.
:ebsite/
Eervices/

  Caregiver support programs
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  Community-based services

  Risability resources

Medicare and Medicaid Assistance
Medicare
L)cial source for Nedicare information and enrollment assis-

tance.
:ebsite/
6hone/033-NkRICAVk q033-M99-W44HF
Eervices/

  Coverage information

  knrollment assistance

  6rovider search tools

  Nedicare plan comparison

State Health Insurance Assistance Program (SHIP)
6rovides free, unbiased Nedicare counseling.
:ebsite/
Eervices/

  Nedicare enrollment guidance

  Coverage reviews

  Appeals assistance

  6rescription drug counseling

Medicaid Information
Information on Nedicaid eligibility and bene2ts.
:ebsite/
Eervices/
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  1ong-term care information

  kligibility reBuirements

  Etate-speci2c programs

Long-Distance Caregiving Resources
Aging Life Care Association
6rofessional organization for Aging 1ife Care Nanagers qformerly 

geriatric care managersF.
:ebsite/
6hone/P43-005-0330
Eervices/

  Care management professionals

  8ome assessments

  Care coordination

  1ong-distance caregiver support

Caregiver Action Network
LJers practical resources and peer support for caregivers.
:ebsite/
6hone/0PP-44H-9MW3
Eervices/

  Lnline caregiver forums

  kducational resources

  —amily caregiving tools

Veteran Resources
U.S. Department of Veterans ABairs
:ebsite/
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6hone/033-04H-5333
Eervices/

  UA health bene2ts

  1ong-term care programs

  Aid and Attendance bene2ts

  Caregiver support programs

VA Caregiver Support Program
:ebsite/
6hone/0PP-4M3-94HW
Eervices/

  Caregiver coaching

  kducation programs

  Vesource referrals

Caregiver Turnout and Mental Health Support
National Alliance on Mental Illness (NAMI)
:ebsite/
8elp1ine/033-SP3-M4MW
Eervices/

  Nental health education

  kmotional support resources

  —amily support groups

Psychology 9oday 9herapist Directory
:ebsite/
Eervices/

  Therapist search
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  Caregiver counseling resources

  Telehealth providers

Mental Health America
:ebsite/
Eervices/

  Nental health screening tools

  Etress management resources

  Caregiver wellness information

Dementia Education and 9raining
9eepa Snow's Positive Approach to Care
:ebsite/
Eervices/

  Rementia caregiving education

  Training videos

  Communication techniBues

  —amily caregiver resources

Dementia Care Central
:ebsite/
Eervices/

  Caregiving guides

  Rementia stage information

  Care planning tools

Legal and Financial Planning Resources
National Academy of Elder Law Attorneys (NAELA)
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:ebsite/
Eervices/

  klder law attorney directory

  Nedicaid planning

  kstate planning

  Duardianship guidance

Consumer Financial Protection Tureau
O8ce for Older Americans
:ebsite/
Eervices/

  —raud prevention

  —inancial caregiving guides

  6rotection from elder 2nancial abuse

Crisis and Emergency Assistance
&33 Suicide 6 Crisis Lifeline
6hone/S00
:ebsite/
Available 4W hours a day for emotional distress, caregiver crises, and 

mental health emergencies.
Adult Protective Services (APS)
:ebsite/
Eervices/

  Veports of elder abuse

  Geglect investigations

  kxploitation concerns
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Contact information varies by state.
Recommended Tooks for Caregivers
9he WJ-Hour Day
Fy Gancy 1. Nace and 6eter U. Vabins
A classic guide for families caring for loved ones with dementia.
Loving Someone 7ho Has Dementia
Fy 6auline Foss
An essential guide to coping with ambiguous loss and grief.
Creating Moments of 8oy
Fy Golene FracYey
6ractical techniBues for improving Buality of life for individuals 

with dementia and their caregivers.
A Caregiver's Guide to Dementia
Fy 1aura G. Ditlin and Catherine Uerrier 6iersol
Vesearch-based strategies for managing caregiving challenges.
Final Encouragement
Go caregiver should have to navigate dementia alone. :hether 

you need information, emotional support, 2nancial guidance, legal 
assistance, or simply someone who understands what you are expe-
riencing, help is available. Veach out early, asY Buestions often, and 
remember that accepting support is not a sign of weaYnessHit is one 
of the most important caregiving sYills you can develop.


