
When Help Is Needed 
Pamela	Jane	Nye,	RN,	MS,	CNS-BC,	CNRN,	SCRN,	ENLS	

President:	Neuroscience	Nursing,	Ltd	
Associate	Professor	UCLA	School	of	Nursing,	Nurse	Practitioner	Program	



• “It	is	not	true	that	people	stop	pursuing	dreams	
because	they	grow	old,	they	grow	old	because	they	
stop	pursuing	dreams.”	

	 	 	 	 	―	Gabriel	García	Márquez	



This	is	not	an	endorsement	
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Who will the caregiver be? 

• Here	are	some	factors	to	consider	before	you	step	into	the	role	of	
family	caregiver.	
• Caregiving	Can	Lead	to	a	Variety	of	Emotions	and	Mood	Swings.	
•  It	May	Be	Physically	Challenging.	
•  You'll	Have	Less	Free	Time.	
•  You'll	Need	to	Remain	Positive	as	Your	Loved	One's	Health	Decreases.	
																																				Feb	2,	2018		https://www.homecareassistancemassachusetts.com/considerations-before-becoming-a-family-caregiver/	



How will I know when it’s time to provide 
caregiving? 
•  Is	the	person	thinking	clearly	and	rationally?	
• How	mobile	is	the	person?	
• What	is	the	current	degree	of	need?	
• How	likely/quickly	is	the	current	status	likely	to	change?	
	

Nye,	2019	



Rational   vs.   lack of insight 

• Anosognosia	(AH	nah	sag	nuzia)	

• Patients	with	neurological	disorders	are	often	partially	or	
completely	unaware	of	the	deficits	caused	by	their	disease.	This	
impairment	is	referred	to	as	anosognosia,	and	it	is	very	common	in	
neurodegenerative	disease,	particularly	in	frontotemporal	
dementia.	

	 	 	 	 	 	Rosen,	2011	https://doi.org/10.1080/13554794.2010.522588	



Approaches  if  Anosognosia  is  present 
 

• Recognize	the	symptoms	
•  Forgetting	appointments	or	special	
occasions	

•  Leaving	food	out	until	it	spoils	
•  Difficulty	finding	the	right	words	
•  Forgetting	to	turn	off	the	stove	
•  Anger	when	confronted	
•  Denial	of	need	for	help	

• Adjust	your	approach	
•  SAFETY	FIRST	
•  Keep	a	usual	sleep	schedule,		↓ daytime napping	
•  Use	reminders:	checklists,	medication	dispensers,	
set	the	cell	phone	as	a	chime	alarm,	daily	check-in	
calls.	

•  Involve	more	than	one	family	member,	each	has	a	
“job”	

•  Avoid	confronting	with	deficits	
•  When	symptoms	are	dangerous	in-patient	care	is	
probably	necessary.		

	 	 	 	 	Aging	Care.com	



Frontal  and Temporal 
lobes 

•  	Emotional	expression,	problem	solving,	memory,	
language,	judgment,	and	sexual	behaviors.		“control	panel”	
of	our	personality	and	our	ability	to	communicate.	

•  	Hearing	and	selective	listening.	It	receives	sensory	
information	such	as	sounds	and	speech	from	the	ears.	It	is	
also	key	to	being	able	to	comprehend	or	understand	
meaningful	speech.	

Frontal	

Temporal	



Continence 

• What	should	you	do	when	your	loved	one	is	resistant	to	using	
pads	or	protective	underwear?			
•  An	individual	asked	to	use	incontinence	products	daily	may	feel	that	
they	are	no	longer	capable	of	taking	care	of	themselves	at	the	most	
basic	level.	Their	response	to	you	might	be	one	of	denial,	anger,	
refusal,	or	passive	inaction.	
•  Start	small,	try	wearing	protection	at	night.		Be	discrete.	

• Be	tactful;	walking	in	and	saying	the	house	smells	may	offend	
the	care	receiver	and	cause	a	defensive	response	rather	than	
one	of	cooperation.												 Family	Caregiver	Alliance	

National	Center	on	Caregiving	
(415)	434-3388	|	(800)	445-8106	
Website:	www.caregiver.org	
E-mail:	info@caregiver.org	

FCA	CareJourney:	www.caregiver.org/carejourney	
Family	Care	Navigator:	www.caregiver.org/family-care-

navigator	



The Current Degree of Need: 
Barthel Index 



Barthel Index: Every 6 months 

•  Feeding	
•  Bathing	
•  Grooming	
•  Dressing	
•  Bowels	
•  Bladder	
•  Toileting	
•  Transfers	
•  Mobility	
•  Stairs	

•  Quantifies	the	amount	of	effort	required	by	
someone	else	to	provide	help	for	someone	who	
is	disabled.	
•  Validated	1965	tool	used	in	Acute	Rehab	settings.	

•  Starts	with	100	points,	subtract	5-10	points	for	
inability	to	independently	perform	an	activity.	

•  Higher	scores	indicate	greater	likelihood	of	
living	at	home	independently.	

•  Repeating	the	evaluation	
•  Rapidly	changing	debility	–	every	6	months	
•  Slowly	changing	debility	–	every	year	



Facing the 
Difficulties 



Phase I: 
Shock and 
Numbness 

Usually	occurs	in	the	hospital	
(i.e.	Emergency	Room,	
receiving	bad	news,	etc)	

Grief	
Denial	
Bargaining	
Anger		
Sadness	

Guilt	and	shame	

American	Psychological	Association,	2019	



Phase II:  Upon Discharge from Medical 
Management / Hospital 

•  First,	the	‘oh-geez-moment’	when	the	two	of	you	walk	into	the	house	and	realize	
you’re	on	your	own	without	the	doctor	or	nurse	nearby.	
•  Fear	is	often	the	first	reaction.			
•  Coping	begins:	that	means	you’re	both	on	the	same	page,	right?		Wrong!	

•  One	may	over-react	and	the	other	may	under-react.	
•  New	caregivers	tend	to	feel	the	person	deserves	to	have	everything	done	for	them	(by	
them).					

•  Serious	medical	problems	tend	to	change	people.			
•  Caregivers	need	to	learn	who	this	‘new	person’	is	and	show	patience/acceptance	as	he/she	
evolves.			



Phase III:  
Realizing the Enormity of it All 

•  Initially:	anger,	frustration	with	resources	(or	lack	
of	them),	financial	impact,	loss	of	the	‘old	life’,	
isolation,		acceptance	of	the	new	life,	learning	to	
navigate	leaving	the	house….	

•  Caregivers	tend	to	read	every	printed	word	written	
about	the	medical	condition,	searching	for	tips,	
answers,	etc.		

	

•  Thankfully,	this	changes	over	time.		 	 	
	 	 	 		



Phase IV: Normalization 

Take	back	control	over	
things	within	your	
control.	

Cut	back	on	obligations	
and	extras	(e.g.	
volunteerism).	

Trying	to	see	things	from	
your	partner’s	
perspective.	

Take	a	break,	not	from	
your	partner,	from	the	
caregiving.	(Respite	care)	



How can  you  tell if  thinking is a problem? 
• Anecdotal	explanations	by	the	spouse	/	partner	/	caregiver	

• Neuropsychological	evaluation	

• Cognitive	testing	by	a	healthcare	provider	



https://www.aarp.org/home-
family/caregiving/info-2017/dr-
phil-caregiving-fd.html	
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So	What’s	the	Answer?			
	
Proactivity – not reactivity 



Caregiver checklist: Things to begin as soon as possible 
•  Finances	
•  Insurance	
• Disability	Benefits	
• Professional	Nurse	vs	Kind,	
Caring	Non-Professional	
• Home	Modifications	
•  Therapy	(PT,	OT,	Speech)	vs	
Caregiver	Help	

• What	do	you	need?	
•  Education	
•  Resources	
•  Networking	
•  Support		(Family	/	Friends)	




