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Foreword
he National Consensus Development Conference for Caregiver    

    Assessment brought together 54 invited experts to advance policy and  
practice on behalf  of  family and informal caregivers. The conference, con-

vened by the National Center on Caregiving at Family Caregiver Alliance (FCA)  
on September 7-9, 2005 in San Francisco, had two goals: (1) to generate principles and 
guidelines for caregiver assessment; and (2) to build common ground among leaders com-
mitted to innovation, experimentation and the systematic generation of  new knowledge. 

This special report provides background information on the topic of  caregiver  
assessment from various professional perspectives, and also highlights the lived experi-
ences of  two family caregivers, Dan Ahern and Carol Levine, who shared their stories 
at the conference. The personal accounts provide important insights into the direct and 
powerful consequences of  caregiving, and the lack of  recognition and assessment of  
their own support needs. 

The four papers were commissioned by leading experts in preparation for the con-
ference to enhance deliberations and inform the exchange during the consensus process. 
Steven H. Zarit, PhD, focuses on the fundamental question of  why, when and how care-
givers should be assessed from a research perspective. Nancy Guberman synthesizes the 
state of  the art on caregiver assessment from a practice perspective. Katie Maslow, Carol 
Levine and Susan Reinhard, PhD, propose policy options for increasing and supporting 
the use of  caregiver assessment in home and community-based programs, as well as in 
hospital settings and discharge planning. Finally, Anne Montgomery offers an interna-
tional comparison of  the role that caregivers play in assessment processes in the long-
term care systems of  six countries. 

We owe a special debt of  gratitude to our authors. Their meaningful papers and  
personal stories provide a thoughtful presentation of  critical issues and perspectives in 
assessment of  family caregivers. 

This volume is intended to complement Volume I of  this report, Caregiver Assessment: 
Principles, Guidelines and Strategies for Change. That publication includes the professional 
consensus achieved at the conference.  Both documents (Volumes I and II) are available 
online at www.caregiver.org, or as printed reports, available from Family Caregiver Alliance.

We hope that readers will fi nd this publication a valuable resource for further research, dis-
cussion and action to improve policy and practice for America’s caregiving families. 

Kathleen A. Kelly
Executive Director

Lynn Friss Feinberg 
Deputy Director
National Center on Caregiving

Family Caregiver Alliance
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Ho ld ing a Mir ror to Caregiv ing
Dan Ahern, JD, MEd

                 y name is Dan Ahern. I am a San Franciscan, born and raised. 
I’m married, have three children under the age of  12 and spent 

my 30s and part of  my 40s as a caregiver to my Mom and Dad. 
My Mom, Rose, died 13 years ago after a courageous ten-plus 

year battle with Alzheimer’s. My Dad, Dave, died six years ago, the 
life drained out of  him from trying to take care of  Mom.

Family Caregiver Alliance asked me to speak to you for ten minutes. You have a 
lot to do today. I won’t take any more time than that.

 It’s a beautiful September day here in my home town. It’s the favorite season 
of  the year for San Franciscans. 

But, it’s early in the morning, isn’t it? Some of  you folks here are still waking 
up. Reviewing the agenda. Making some preliminary decisions about what workshops 
look interesting. Wondering who in the heck this invited speaker is without any aca-
demic or research credentials.

My only admission ticket today is that I was a caregiver and, in many ways, 
hope to God that I still am.

How many of  you here are caregivers? Welcome. How did you sleep last night? 
Did you get more than ten minutes solid rest? I sure hope so.

Ten minutes. That’s all some caregivers ask for now and then. They say, “ If  I 
just had ten minutes to myself….”

I’m 51. Twenty-one years ago one of  my best friends from childhood, one of  
my blood brothers, collapsed at home, was rushed to San Francisco General Hospital, 
where doctors discovered a brain aneurism.... Ten minutes. That’s all it took me to drive 
from my parent’s house to SF General and to nearly faint, for the fi rst and only time in 
my life, at the sight of  my friend with tubes in his hastily shorn head.

Today, the same friend still remains in a skilled nursing home. He can’t walk. 
Can’t swallow unless prompted. Can’t understand that 20 years have passed. Still plans 
on driving his truck to Tahoe. 

Ten minutes. That’s all it took for me when I attended my fi rst family support 
group, hosted way back when by Family Survival Project, to hear that “when someone 
suffers a brain injury, besides the cognitive and physical losses, he also is vulnerable to 
the loss of  friends and loved ones.”
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 You see, none of  us likes to look in a mirror like that. My kids and I are fans 
of  Harry Potter. In one of  the books Harry stumbles across the Mirror of  Erised. In 
this magical object, one sees what one desires. It is alluring, truly alluring. And, one can 
lose one’s mind just staring at what one desires...so says wise Professor Dumbledore.

And what fate awaits the caregiver who stares into the brokenness of  a loved  
one and is perhaps reminded of  what could be his own fate? Perhaps it is the mirror 
of  mortality.

Twenty one years ago my friend’s life changed forever. As did his Mom’s life. 
His Mom is one of  my only true heroes in this world. She has weathered a variety 
of  back problems, the occasional mugging, and the whims of  three public buses to 
visit her son nearly every day of  his hospitalization. Over these years she has asked 
for nothing for herself  but has fought with every ounce of  wit to protect her son’s 
dignity. Without her dedication, her son—my friend—would no doubt have had even 
more troubles than he has had.

How ironic then, when but one year after my friend’s brain aneurysm, my sister’s 
and my worse suspicions about our Mom’s faltering memory and odd behavior were con-
fi rmed: she was in the middle stages of  Alzheimer’s disease. Remembering that Family 
Survival Project (now Family Caregiver Alliance) had information and resources that re-
ally hit my heart when I attended their meeting at my friend’s nursing home, I placed my 
fi rst call to them.

They directed me to help that empowered my sister and me to make the best 
informed decisions that we could make. They helped us think of  and even talk about 
our own survival—and believe me, that is much easier said than done when one is a 
caregiver, isn’t it?

Today, my heart still aches for my parents and I cherish their legacy of  love, 
courage, and dignity. My sister and I do whatever we can for friends and their friends 
when we’re called upon to lend an ear or advice about everything from nursing  
home placement to dealing with a well-spouse or parent who refuses to accept medi-
cal treatment. 

 The other day I was telling my nine-year-old Donovan and my soon-to-be-
11-year-old Elizabeth Rose, that when you love someone, you do what is right. Even 
if  what is right doesn’t seem fair or even loving for the person for whom you are 
making decisions. In thinking about this time with you, I told them how I faked a call 
to 911 when my Dad refused to be seen for medical treatment for what we thought 
was a cancerous growth (that ended up being just a horribly infected scab that in his 
anxiety, depression, and emotional collapse he made worse). When my Dad begged 
me to call 911 back and cancel the cops, I said, “Dad, I never made the call. I’ll do 
whatever I have to do to get you help even if  it means you’ll hate me the rest of  your 
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life. You and Mom took care of  me and Judy when we were kids and life is such now 
that it is our turn to take care of  you”.

 Ten minutes. That’s how long my sister jabbed her fi nger in my dad’s chest 
and told him in no uncertain terms that he was going to the hospital (a locked psych 
unit) for the help he needed.

By the way, did I mention that my fi ercely proud son of  immigrants Irish fa-
ther would never let anyone know that he was hurting and needed help?

Ten minutes. Like these ten minutes here…. That’s how long my mother 
pounded on my chest at the nursing home when she realized that she was going to 
move in. Ten minutes. That’s how long she cried and screamed at me for “trying to 
kill” her. 

Ten minutes. That’s about one third of  the time I cried in the hallway in my 
sister’s arms when we left Mom in the nursing home by herself.

All I have is ten minutes this morning. And now, half  of  that is gone. What 
are you going to do with ten minutes when you have the opportunity as decision-
makers, leaders, persuaders, educators and directors? 

Will you leave this conference and view caregivers as being extraordinary 
people who happened to be dealt a tough hand? You see, that’s not what caregivers 
want from you. What caregivers want and need is the formal recognition, that is the 
commitment of  your intelligence, your resources, and your acknowledgment that with-
out family caregivers, we have missed the real truth to this whole caregiving agenda.

Will you remember what I said about my dear friend in his nursing home and 
think only of  a 50-year-old who will spend each and every remaining day of  his life 
dependent on others for all of  his basic daily needs? Or will you please remember 
his elderly mother too? Will you think of  her needs and how she is his lifeline to his 
sanity and to his emotional well being and who without fanfare has spent the last 20 
years of  her life re-parenting a man she already raised?

I love being a father. It is the most precious, most gratifying, most rewarding 
thing I have ever done. Beyond my wildest imagination. And it scares me. I am con-
vinced that one day I will get a knock on my door and that faceless agency in charge 
of  defrocking dads will say, “Excuse me, Dan, we know that you have no stinking 
idea of  what you’re doing as a dad. You’ll have to come with us. Your license has 
been revoked!” And I’ll go – guilty as charged.

But one of  the most valuable lessons I pray to God I’ve learned about par-
enting I learned from accepting and trying to honor the privilege of  taking care of  
and orchestrating care of  both of  my parents.

Ten minutes. That’s how long it took me to change my fi rst diaper. Ah, the 
great sense of  relief  one conveys when changing a diaper. Any parents here? You 
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know how rewarding that is right? But it was on my Mom at the nursing home be-
cause there were no staff  available. I prayed with all my might that I would not com-
promise my Mother’s dignity at that moment. I prayed with all my might that some-
one, somewhere would one day tell other sons that they may have to change their 
own mother’s diaper.

Ten minutes. Who here has read Good Night Moon? What a glorious testament 
to the ritual of  saying goodnight to our innocent children. God how I miss reading 
that book! But, it only takes about ten minutes, cover to cover. And, in ten minutes 
one night when I was with my Mom while she was still at her home, she and I talked 
about a silvery object in the sky. As she pointed out the window of  my old bedroom, 
up at that beautiful orb, my Mom said, “Danny, what do they call that thing?” “Mom, 
they call that the ‘moon’.” Dear God, please help me not bawl my eyes out in front 
of  my Mom…that was my silent prayer right then and there.

Ten minutes. That’s about how much time was allotted when I fi rst met a 
U.S. Senator on one of  my public policy visits as a volunteer for Family Caregiver 
Alliance. In that time that very fi ne elected offi cial told me that he just got fi nished 
hearing arguments from colleagues that yachts should be classifi ed for tax purposes 
as second homes. Then he asked me how he thought I could get the attention of  
his colleagues whose focus was clearly not on caregiving. I gave him my best in ten 
minutes – I told him then, as I beseech you now, to look at the caregiver as part of  
the caring itself. I urged him, and I implore you, to look at caregivers as the key to caregiving 
on all levels. Couch it in fi nancial terms, measure it in lost production, assess it in sky-
rocketing health claims for the caregiver…compartmentalize it in every rubric you 
can think of  for analyzing a problem and your yield is the same answer. There is no 
“care” without “caregivers.”

Ten minutes. That’s how long it took me at my very fi rst support group, host-
ed by the Alzheimer’s Association, to see that what I was up against was much, much 
bigger than just my faith and love for my parents. 

Ten minutes. That’s how long it took me to drive to my parents’ house one 
Sunday morning when my dad called and apologized but asked if  I wouldn’t mind 
driving him to the hospital to get his head stitched up. You see, because he was so 
exhausted from getting up several times every night to keep an eye on our then wan-
dering Mom, when he fi nally dozed off  he had a nightmare and fell out of  bed and 
cut open his head on the nightstand.

Ten minutes. That’s all it took for me to call the director of  the special care 
unit of  my Mom’s nursing home and threaten to call the media to see for themselves 
the travesty of  having Alzheimer’s patients on a “dedicated unit” be left unattended 
on a cold and rainy San Francisco night, with no blankets, windows wide open, no 
heat and not even the faintest attention by the nursing staff—all because someone 
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forgot to issue a memo that the electricity was turned off  for elevator repair. The 
coup de gras: the evening snack was ice cold lemonade! 

Epilogue: the next day that same director asked me to help him with in- 
service training for their nursing aides and would I mind not calling the State   
Ombudsman? Sorry, pal. Too late for that.

That was then. Today from this conference’s list of  who’s who, I know that 
I am in the presence of  “difference-makers.” I heard that term last week on a sports 
talk show, as “when Harrison is in the game, he is a difference-maker.” I am a sports 
fan. I was even an athlete way back when. But the only outcome I’m interested in is 
what we, caregivers and you, can achieve by working together. I’ve never been strong 
at math but if  you were to add up the difference-makers in this room, right here, right 
now, we’d go even further to protecting the dignity of  our loved ones and keep our 
caregivers doing what they want to do: provide care and comfort to their beloved.

Today and when you leave here, you will need more than ten minutes to di-
gest and appreciate the many excellently researched and written monographs you’ve 
received at this conference. You’ll need more than ten minutes you’ll say, to persuade 
the other “difference-makers” you know that caregiving is as much about caregivers 
as it is about the diseases and the victims of  those diseases. You see, caregivers really 
do not want sympathy. We have no time for that.

And, you’ll need more than ten minutes to accept your own “mirror of   
mortality” when you somehow stumble across it on your own journey and wonder 
how others could possibly cope with such a burden.

And if  you are as blessed as I have been during this journey, you will need 
the rest of  your lifetime to come to peace with the both the nightmares of  caregiving 
and the Grace that indeed manifest themselves when you love and hold your Mom’s 
hand as she takes her last breath.

Ten minutes. I thank you for this time. On behalf  of  my friend and his  
Mom, my own Mom, Dad, sister and her family and now my own family, I thank 
Family Caregiver Alliance and its incredible staff  for what you have done for us and 
for caregivers everywhere. To you professionals who gathered in this wonderful city 
to further this most important cause, I thank you for what you will do.



Caregi ver Assessment: Vo ices and V iews f rom the Fie ld

7

have been a caregiver for almost 16 years. Many of  you have heard 
me speak or have read my articles about caregiving – how my husband 

was grievously injured both in body and mind in an automobile accident 
from which I walked away with only a broken heart, how I began to align 

my health care and medical ethics career with my personal experience, and how 
I continue to care for my husband at home. 

Not for me the slow dawning of  caregiverhood, the gradual assumption of  
responsibilities as an aging parent declines into frailty or dementia. I was thrown 
into the black hole of  long-term, chronic care for my life partner, my lover, and my 
best friend and writing critic, and there I remain. However much my relationship 
with my husband has changed, I am still my children’s mother and their children’s 
grandmother, relationships I cherish and nurture. I have no extended family-friends-
community network of  support. For the help I need to keep my husband at home, I 
have the ultimate in consumer-directed care: I hire, I fi re, I pay.

In all these years, through crises major and minor, intensive care, surgeries, 
rehab, more surgeries, more rehab, short-term home care agency services, I have 
never had a formal caregiver assessment--that is, if  a formal caregiver assessment 
means a discussion with a professional involved in my husband’s care about my 
needs, my strengths, my weaknesses, my health, my well-being, my fi nances, my job, 
my other family responsibilities. Nor have I had a formal caregiver assessment if  that 
means a series of  questions to see whether I am entitled to or would benefi t from 
any publicly funded service. 

This does not mean, however, that I have not been assessed. That has 
happened many times, if  an assessment means a discussion about me, without my 
presence or contribution, or a judgment about me, based on my demeanor, my 
attitude, my presumed resources, or whatever else might infl uence the assessor. In 
these informal assessments, I have been found to be (a) insuffi ciently self-sacrifi cing; 
(b) too demanding; or (c) so competent that I need no assistance. 

 Let me give you a few examples.
Throughout the many months my husband was in a rehab facility a team 

made up of  doctors, nurses, PTs, OTs, psychologists, and a social worker met 
regularly to discuss his case. Although I repeatedly asked to attend these meetings, 

Notes from the Edge of the Abyss
Caro l Lev ine, MA
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I was never allowed to do so. I know that I was discussed at these sessions because 
soon after they were held I would be informed about how diffi cult he was to 
manage and how it was my responsibility to make him more compliant. “Tell him 
not to shout,” I was told. “Tell him to work harder at PT.” And “If  you were here 
all the time, instead of  going to work, he might be less combative.” Remember, this 
man had just emerged from a four-month coma and had substantial brain injury. 
Being at his bedside from 4 p.m. to 10 p.m. every day and all day on the weekends, 
communicating daily with the therapists, bringing music, pictures, calendars, and 
videos to orient him and stimulate his thinking—all this was not good enough. 

At one point I thought things might get better because the psychologist 
seeing my husband asked if  she could see me. “At last,” I thought, “someone who 
will understand what it’s like to go through this nightmare.” When I sat down in 
her offi ce, she started the conversation by saying, “We would like to know why you 
are not more involved in your husband’s care.” And then things got worse. Her job, 
as she understood it, was to act as my husband’s spokesperson, riding roughshod 
over my self-esteem and my identity, in the interests of  establishing that his needs 
came fi rst, last, now, and forever. The culture of  this rehab facility seemed to be to 
indoctrinate the caregiver into the role brusquely and, if  necessary, brutally. There is 
a classic article called “Hate in the Rehabilitation Setting.” I can attest that it exists. I 
felt hated, and I hated that I hated in return.

The social worker in the rehab facility repeatedly told me that I should 
“get real” and “stop working, spend down, and get on Medicaid.” I refused all of  
the above and said I would not take him home without some guarantee of  home 
care. He was a two-person transfer, (that is, not a job for any person on her own), 
incontinent, requiring maximum assistance in everything. He was either in a rage or 
catatonic. Think Christopher Reeve without the charisma and charm—and without 
the resources to hire multiple, round-the clock helpers. Eventually my lawyer did 
get some promise of  home care through my husband’s employer-based insurance, 
promptly broken when we got home, of  course, but at least we made the transition.

At other times when I was able to get a little paid home care—respiratory 
therapy, for example—the assessment involved a quick look around my pleasant 
apartment, books on the shelves, clean kitchen and bathrooms, and a brief  
conversation in which I speak in complete English sentences. “No problems here!” I 
can sense the therapist’s relief. The self-protective mechanism seems to be: don’t ask 
questions. Don’t go near the abyss. There might be chaos and despair just below the 
surface, and you might get caught in the undertow.

I don’t blame the home care workers for making these quick judgments. 
They have nothing else to go on but intuition and experience. At the United Hospital 
Fund we recently completed a major study of  caregivers’ transitions when formal 
home care services are terminated. One arm included a series of  focus groups with 



Caregi ver Assessment: Vo ices and V iews f rom the Fie ld

9

clinicians. Nurses, social workers, PTs, OTs all said things like, “As soon as I open the 
door, I can tell what this family is going to be like—cooperative, really nice, or hostile 
and dysfunctional.” And through the magic of  the self-fulfi lling prophecy, they are 
usually right. Staff  need better tools to more systematically and without stereotypes assess 
the caregiver’s strengths and limitations and to plan for services accordingly, to the extent 
possible, and to suggest other resources where available. 

While I understand the value of  consistency and uniformity in assessments, 
whatever instruments are used should also be fl exible enough to accommodate 
specifi c information about caregivers. When I began to read the caregiving literature, 
way back in the early 90s, I was baffl ed by the emphasis on ADLs and IADLs. What 
were these things anyway? And why did professionals think that this was the core 
of  the caregiving experience? My husband needs maximum assistance in all the 
Activities of  Daily Living—bathing, eating, transferring, and the rest—and I do all 
the Instrumental Activities of  Daily Living—shopping, bill-paying, telephone calling, 
and so on. If  anyone needs help in ADLs and IADLs, it’s me. But that’s just part of  
what I do, or manage, or pay for, much less go through. Where is the question about 
dealing with the hospital, transportation company, insurance company? Where is the 
question about WHEN do you do all these things? Who asks about sleep deprivation? 

Where are the questions about degree of  diffi culty in, for example, bathing? 
Where is the question about “just being there, waiting for the next time to do 
something, the next time there is a call for water, changing the TV channel, fi xing the 
pillow, or any of  countless uncategorizable requests? One of  the participants in our 
study – a man caring for his father -- described this as being on “lockdown.” I can 
relate to that. 

My early dissatisfaction with ADLs and IADLs as a measure of  caregiving 
activities led to a United Hospital Fund project supported by the Robert Wood 
Johnson Foundation and a book called “Family Caregivers on the Job: Moving 
Beyond ADLs and IADLs,” which the Fund published in 2004 and which was a 
precursor to this consensus conference. What lies beyond ADLs and IADLs is 
all the stuff  of  human relationships, dealing with an indifferent and unresponsive 
health care system, trying to maintain a semblance of  normality when your home 
has become not a safe haven but a mini-hospital clinic, when you as the caregiver are 
always at the edge of  the abyss. 

There are so many aspects of  caregiving and different people approach them 
in different ways: they may enjoy it, tolerate it, cannot physically or intellectually do 
it, or absolutely fi nd it abhorrent. Shouldn’t an assessment ask about the caregiver’s 
reaction to different tasks, instead of  just whether they do it or not, and how many 
hours or minutes it takes? 

On one occasion, after minor but unpleasant surgery for a cyst on my 
husband’s back, the home care nurse took out a long implement and began probing 
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the deep wound. “This is how you clean the site,” she said. “No,” I said, “This is 
how you clean the site. I’m not a nurse and I’m not trained to do this.” “Wife refuses 
to provide care,” she wrote on the form, but she did come back until the wound was 
partially healed and I could take over. 

Another caregiver might have had no problem with that level of  nursing care 
but couldn’t manage all the fi nancial aspects of  care. Most of  us, I think, sit on one 
side or other of  the personal care and incontinence divide —“I won’t, I can’t” or “What’s 
the big deal?” We’re also on one side or another of  the “personal rewards” divide. Some 
may say, “It’s so gratifying, I’ve become a better person” or, as a devoted caregiver in our 
study said, “Rewards? What kind of  a stupid question is that!” We are entitled to respect 
from professionals – and from each other – for these different perspectives. 

Finding ways to relieve a caregiver of  aspects of  caregiving he or she fi nds 
most onerous would go a long way toward preventing exhaustion and burnout and 
delaying nursing home placement. But in order to do this, someone has to ask the 
right questions. 

I trust that at the end of  this conference we will all have a better idea of  what 
are the right questions, who should be asking them, and how we change practice and 
policy to bring caregiver assessment to its rightful place in the health care and social 
service arenas. 
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Abstract
This paper focuses on the fundamental questions of  why, when and how 

caregivers should be assessed. It provides a conceptual foundation for caregiver 
assessment and the selection of  domains for inclusion in an assessment. There is 
no “best” assessment battery that fi ts every situation. Instead, a multidimensional 
model of  caregiver stress can guide assessment design for a particular program and 
given population. The stress process model of  caregiving (SPM) provides a useful 
framework for assessment, differentiating among the different types of  stressors that 
caregivers face, resources that can ameliorate specifi c stressors, and outcomes for the 
caregiver’s health and well-being. A case example is used to illustrate how assessment 
can be tailored to identify specifi c goals and hypothesized effects. Conclusions about 
the implications of  research for assessment of  caregivers and recommendations for 
the future are offered.

♦ ♦ ♦ ♦ ♦

Introduction 
Although the charge given to me is to discuss research perspectives on as-

sessing caregivers, a discussion of  research cannot be divorced from consideration of  
clinical principles and perspectives. I was trained both as a researcher and a clinician, 
and worked for several years directing a program that provided services to family 
caregivers. From my experiences in both realms, I believe that it is possible and nec-
essary to bridge the usual gap between research and practice in order to deliver the 
best possible services for older people and their caregivers. 

Assessment of Family Caregivers:
A Research Perspecti ve
Steven H. Zar i t , PhD
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Purpose and Structure of Paper
This paper will begin by addressing the fundamental question of  why and 

when caregivers should be assessed. Next, I will discuss a framework for assessment, 
including which domains might be assessed and practical issues in conducting assess-
ments. I will also give an example of  how the use of  a conceptual model of  assess-
ment was useful in planning a study of  the outcomes of  a service program.

My goal is to provide a conceptual foundation for why caregivers should be 
assessed and what possible domains should be assessed. I will emphasize two main 
points throughout. First, the implications of  research as well as principles of  good 
practice unequivocally support the premise that assessing caregivers is a necessary 
and essential part of  working with older clients in virtually every setting. Second, 
while assessment of  caregivers should be a basic component of  a program, there is 
no “best” assessment battery that fi ts every situation. Although there may be a core 
of  common information that almost everyone would want to obtain, the task of  
trying to fi t all programs and services to a broad-based assessment tool would likely 
yield time-wasting procedures that do not give programs the information they need. 
A better approach is to utilize the principles of  caregiver assessment to devise a bat-
tery tailored to the specifi c needs of  a particular program and service and to the 
populations served. 

Another fundamental issue is that an assessment battery needs to include op-
tions that assess disease-specifi c characteristics. If  you went to the doctor because 
of  pain in the back, you would expect an evaluation of  the symptom, not a general 
health screening. In the same way, a psychosocial assessment needs to target the rel-
evant problems, obtaining information for identifying those problems accurately and 
planning an intervention for that problem. Sometimes that information has to do 
with a client’s underlying disease and/or with the specifi c functional problems  
associated with that disease. Negative outcomes are particularly common among 
family caregivers of  persons with dementia, so my discussion of  assessment topics 
and measures includes issues, such as behavioral problems, that are primarily a con-
sideration with dementia. 

Finally, I will give examples of  measures for specifi c domains, but I will not 
provide a comprehensive review of  measures. That has been done extensively in oth-
er places (e.g., Brodaty, Green, Banerjee et al., 2002; Feinberg, 2004; Family Caregiver 
Alliance, 2002; Deeken, Taylor, Mangan, Yabroff, & Ingham, 2003). 
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Why and When Should Caregivers Be Assessed?
Research Ev idence on the Need for Assessment 
of Caregivers

Caregiver assessment is an essential component of  working with older people, 
particularly those with cognitive problems. The importance of  assessing caregivers is un-
derscored both by research fi ndings as well as best practice approaches with older adults. 

Caregivers face an array of  problems that can quickly erode their physical, 
psychological and fi nancial re-
sources. Research over the past 25 
years has documented exhaustively 
that care of  older persons with 
dementia and with other cogni-
tive and emotional problems is 
extremely challenging and stressful 
for family caregivers (e.g., Anesh-
ensel, Pearlin, Mullen, Zarit, & 

Whitlatch, 1995; Anthony-Bergstone, Zarit, & Gatz, 1988; Max, Weber, & Fox, 1995; 
Pruchno, Kleban, Michaels, & Dempsey, 1990; Schulz, Visintainer & Williamson, 
1990; Schulz, O’Brien, Bookwala, & Fleissner, 1995; Schulz & Beach, 1999; Wright, 
Clipp & George, 1993). Caregivers suffer from high rates of  depressive and anxiety 
symptoms and feelings of  anger when compared to people matched on age and 
gender who are not caregivers. Estimates show that between 40 to 70 percent of  
caregivers of  older adults with various types of  disorders have clinically signifi cant 
symptoms of  depression, with approximately one quarter to one half  of  these care-
givers meeting the diagnostic criteria for major depression (Coppel, Burton, Becker, 

& Fiore, 1985; Drinka, 
Smith & Drinka, 1987; 
Gallagher, Rose, Rivera, 
Lovett & Thompson, 1989; 
Redinbaugh, MacCallum 
& Kiecolt-Glaser, 1995). 
Symptoms of  anger and 
anxiety are also quite com-
mon. These mental health 

symptoms, in turn, may be part of  a cascading process in which caregivers become 
demoralized and exhausted. Higher depression and other care-related strain increase 
the likelihood that caregivers will yield the caregiving role and place their relative in a 
nursing home (e.g., Aneshensel et al., 1995; Gaugler et al., 2000). The chronic stress of  

Estimates show that between 40 to 70 percent of caregi vers 
of o lder adults w ith var ious types of disorders have cl in ica l l y 

s igni f icant symptoms of depression, w ith approx imately one 
quar ter to one ha l f of these caregi vers meeting the diagnostic 
cr i ter ia for major depression.

Caregiver assessment is an essentia l component 
of work ing w ith o lder peop le, par t icular l y those 

w ith cognit i ve problems. The impor tance of assessing 
caregi vers is underscored both by research f indings as 
wel l as best practice approaches w ith o lder adults. 
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assisting a relative with signifi cant disabilities can also 
lead to physiological changes, increased medical ill-
ness and a greater risk of  mortality compared to age 
and gender-matched controls (Schulz & Beach, 1999). 

Caregivers’ lives can be affected in a variety 
of  other ways as well. Caregivers who are employed 
outside the home may experience lost wages or even 
leave the workforce entirely. Care demands can lead 
to marital and family confl ict (Semple, 1992). Leisure, social and religious activities 
may be abandoned. Caregivers may even fi nd their sense of  identity absorbed in the 
caregiving role. 

These fi ndings are dramatic and indisputable. They clearly suggest the need 
to consider both the “patient” and the caregiver in assessments. From the earliest 
studies, family caregivers were characterized as the “hidden patients” who needed 
care themselves to address the impact their relative’s illness was having on them 
(Thompson & Doll, 1982; Zarit, Orr, & Zarit, 1985).

Cl in ica l Perspecti ves on Caregiver Assessment
Whose Problem Is It? From a practice perspective, there are also compel-

ling reasons to focus on caregivers. In a landmark paper, Kanfer and Saslow (1965) 
posed a central question for assessment, “Whose problem is it?” They observed that 
people who seek help often ask providers to “fi x” someone else’s problems. The per-
son who is bringing the problem to the attention of  the clinician, however, has de-
fi ned the situation as a problem. The designated “patient” may deny there is anything 
wrong. When the “patient” is unwilling or unable to participate in treatment, the best 
course is to help the person who initiates the contact to deal more effectively with 
the situation. 

This assessment principle applies in many clinical situations involving older 
adults, particularly when the identifi ed client suffers from a cognitive impairment 
(Zarit, 1980; Zarit & Zarit, 1998). Except during the earliest stages of  dementia, 
people with cognitive impairment rarely seek help for themselves. Instead, a family 
member or other concerned individual seeks help on their behalf, and/or because the 
problems have begun to impact on the family member’s life. The specifi c problems 
presented depend on the family member’s appraisal of  the situation and of  his/her 
own responsibility for that older person. The older person, however, usually does not 
acknowledge these problems and may even resist or resent the family member’s inter-
vention. Furthermore, the potential solutions almost always involve working with the 
caregiver to make changes in the situation. The caregiver must take responsibility and 

Higher depression and other 
care - related stra in increase the 

l ikel ihood that caregi vers w i l l y ield 
the caregi v ing ro le and p lace their 
relat i ve in a nurs ing home.



R EPORT f rom a Nat iona l Consensus Development Conference

1616

action, whether the goal is obtaining and giving medications to the patient, learning to 
cope more effectively with dementia-related problems or letting a service provider into 
the home. In effect, caregivers present problems that trouble them and seek help to re-
lieve their concerns and distress. To not assess them in a systematic way is to obscure 
the real focus of  the problem as an interaction of  older person and family member.

Benefi ts of  Caregiver Assessment. A structured assessment of  caregiv-
ers can contribute to clinical settings in several ways. First, a systematic assessment will 
make it possible to identify clearly and precisely what problems are present in the situa-
tion. Second, the assessment can clarify the family’s role and resources for caregiving, as 
well as the strains that care is placing on their lives. Rather than making inferences about 
the family’s needs, this information should be obtained in a direct way. Third, an assess-
ment may reveal that the caregiver has pressing personal needs that should be addressed. 
Finally, the goal of  many interventions is, directly or indirectly, to relieve stress of  family 
caregivers. An assessment can provide evidence of  need as well as of  the effectiveness of  
the intervention in addressing the caregiver’s problems.

I have sometimes encountered programs that are reluctant to involve caregiv-
ers or to even ask them a few questions. After having conducted thousands of  clinical 
and research interviews with family caregivers, my experience has been that most of  
them want to be involved and do not mind even a lengthy assessment interview. When a 
caregiver does not want to be involved, and imagines that he/she can just drop the older 
person off  to be taken care of, that is itself  valuable clinical information that needs to be 
taken into account in planning treatment. 

A recent study demonstrates the benefi ts from use of  a caregiver assessment in-
strument (Guberman, Nicholas, Nolan, Rembicki, Lundh & Keefe, 2003). Across service 
settings in three countries, it found that assessment of  caregivers helped identify impor-
tant issues that otherwise might have been overlooked and improved the focus of  the in-
formation collected. Conducting the assessment also gave the family a defi ned role in the 
treatment process and validated their knowledge and experiences. In other words, families 
recognize that they are already involved when they bring an older person in for treatment. 

From both research and clinical perspectives, then, involving the caregiver is an 
indispensable part of  the overall assessment process. A successful intervention will often 
begin with the caregiver, and not just the patient, whose ability to respond to treatment 
may be more limited.
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Should Ever y Caregiver Be Assessed?
Should caregivers always be assessed? A fundamental goal for clinical prac-

tice with older adults is to support autonomy and independence whenever possible. 
Just as it is poor practice to talk only to an older client suffering from dementia and 
ignore the perspective of  the family members who brought the elder to the clinic, it is 
not appropriate to disregard the perspective of  the older person. When an older client 
is competent to make decisions, a family member cannot be involved without the spe-
cifi c consent of  the client. People with early, mild dementia and with chronic mental ill-
ness can retain the competency to manage their own health care and other affairs. Even 
when an older person cannot report accurately, as in cases of  more advanced dementia, 
we always treat them with respect and give them time to tell their story. 

Gener ic versus Disease -Speci f ic Assessments
Another fundamental issue is whether it is possible to conduct a generic as-

sessment for all caregivers or if  assessments should be disease-specifi c. As noted 
already, disease and/or problem-specifi c information is necessary and essential. 
When agencies serve a heterogeneous population, a single instrument is unlikely to 
be informative for every client. It is possible, however, to build an assessment tool with 
branch points that, depending on the caregiver’s responses, lead into specifi c inquiries 
about the problems that this client’s relative has. That is what good clinicians have al-
ways done in conducting an assessment. Even if  an agency only served one type of  client 
(e.g., families of  people with dementia), branching points in the assessment still would be 
needed to allow for investigation of  the relevant variability in each person’s situation.

Assessment as an Ongoing Process
There are good reasons to consider regular reassessments of  family caregivers. 

Caregiving is often a long-term commitment, spanning a period of  several years. 
Changes in the elder’s or caregiver’s health and functioning may necessitate altering 
the treatment approach or the mix of  services. Reassessment also creates the oppor-
tunity to evaluate if  treatment 
was implemented as planned, 
how well it has been work-
ing, whether goals have been 
reached and if  there are any 
unmet needs. The frequency 
of  reassessment depends on 

Reassessment a lso creates the oppor tunity to eva luate i f 
treatment was implemented as p lanned, how wel l i t has 

been work ing, whether goa ls have been reached and i f there 
are any unmet needs. 
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the population and goals of  the program. It also can involve an abbreviated version 
of  the original assessment instrument, thereby reducing the time demands on care-
givers and the service agency.

Domains for Assessing Caregivers
Research provides a useful framework for identifying the domains to consider in  
developing assessments for caregivers.

Mult id imensiona l Model of Stress
Many people discuss the stress or burden on caregivers as if  it were a single 

entity, assuming we only need to ask a few questions or use a single measure of  stress 
to gather the information we need about caregivers. Caregiving stress, however, is a 
multidimensional process (e.g., Aneshensel et al., 1995; Pearlin, Mullan, Semple & 
Skaff, 1990; Lawton, Brody & Saperstein, 1989; Vitaliano, Maiuro, Ochs, & Russo, 
1989). In other words, caregiving can result in many different kinds of  stress. If  we 
focus on identifying one dimension of  caregiving stress, we may omit another dimen-
sion that is really critical in a particular person’s situation. No single measure, whether 
of  behavior or cognitive problems, ADL impairment, burden or anything else, can 
encompass the many ways that people caring for an older relative might be affected. 

Using a multidimensional model of  caregiving stress to guide assessment 
has three main advantages. First, these multidimensional models can identify which 
dimensions might be included in an assessment. A model can help us think about 
the domains that would be most important for treatment planning and identify di-
mensions not immediately obvious or that we might not otherwise have considered. 
Second, a model can differentiate among distinct features of  the stress process. Some 
measures combine, often in unsystematic ways, several different domains or aspects 
of  stress. These composite measures have limited usefulness because it is not clear 
to what extent each aspect or dimension contributes most to the total score. Specifi c 
measures are also more useful for evaluating treatment outcomes, because they can 
target the precise changes occurring as a result of  a particular intervention. Third, use 
of  a multidimensional model of  the stress process can help service providers think 
more precisely about what effects they are likely to be having on clients and family 
caregivers. In other words, before drawing up an assessment battery, it is important to 
examine the assumptions we have about how a program or intervention works, what 
is likely to change and why. Identifying these hypothesized treatment mechanisms 
makes it possible to design a specifi c assessment battery useful for evaluating the need 
for this treatment, and for obtaining good outcome data on the program’s benefi ts. 
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Using a comprehensive, multidimensional model as a guide does not mean in-
corporating every feature of  the model into the assessment battery. Some dimensions 
will not be relevant to the program or agency. The reason to begin with a conceptual 
model, in fact, is to identify those processes which are most important for a particular 
program, and then tailor the assessment around them. 

Stress Process Model. There are several useful models of  caregiving stress 
in the literature (e.g., Aneshensel et al., 1995; Pearlin et al., 1990; Lawton et al., 1989; 
Vitaliano, et al., 1989; Yates, Tennstedt & Chang, 1999), but I fi nd Pearlin’s Stress Pro-
cess Model (SPM) the most helpful for guiding assessment. The SPM has fi ve main 
components: (1) caregiving context; (2) primary stressors; (3) secondary stressors; (4) 
resources; and (5) outcomes (see Figure 1). Each component of  the model will be de-
scribed briefl y, with examples of  measures (see Pearlin et al., 1990; Aneshensel et al., 
1995, for more complete discussions, and Zarit & Leitsch, 2001, for application of  the 
model to design and evaluation of  services and other interventions). More compre-
hensive lists of  measures are available from several sources (e.g., Brodaty et al., 2002; 
Feinberg, 2004; Family Caregiver Alliance, 2002; Deeken et al., 2003).

Objective Stressors:
Cognitive Status ADLs

Behavior Problems
Family Conflict

Job-care Conflict
Economic ProblemsSubjective Stressors:

Overload 
Loss of Relationship 
Stress Appraisals

Mastery
Self-esteem
Loss of Self
Competence

Gain

Well-being
Health

Yielding of Role

Resources:
Coping

Social support

Caregiving Context:
Sociodemographics

History of Care

Primary Stressors
Secondary Stressors:
Role Strains

Secondary Stressors:
Intrapsychic Strains Outcomes

Figure 1: Pearlin’s Stress Process Model

Sources: Pearlin, et al., 1990
Aneshensel et al., 1995
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Caregiv ing Context 
Caregiving context includes social and demographic characteristics of  the care-

giver and person needing care, such as age, education, gender and whether the caregiver 
is employed outside the home. Context also includes the history of  the illness or prob-
lem and the history of  caregiving, specifi cally, when a problem was fi rst noticed, was a 
medical diagnosis made (and when) and how long the person has provided care.

Perhaps the most important contextual features have to do with caregiving 
arrangements, that is, whether the caregiver is primary or secondary, and the kin  
relationship between caregiver and older person. Often it is clear that the person who  
accompanies an elder to an appointment is the primary caregiver, that is, the individ-
ual who has the main responsibility for providing care and making decisions. Some-
times that is not the case. A daughter may accompany a parent to an appointment, 
but the other parent who has not come is really the person who gives most of  the 
care. In that event, it is usually necessary to talk directly with the caregiving parent 
in order to understand the situation. Sometimes there are disagreements over who 
should be in charge of  an elder’s care. Two siblings, for example, might both want to 
be in charge of  care, or, conversely, want the other person to take on the lion’s share 
of  the responsibility. Finally, some families work out shared caregiving arrangements. 

When the primary caregiver has accompanied the older person, it is still use-
ful to determine what other family members are involved. These secondary caregiv-
ers may be helpful or may add to the primary caregiver’s stress. 

Kin relationship, whether the caregiver is a spouse, daughter or other rela-
tive, probably makes more difference than any other factor in determining the degree 
of  commitment to providing care. When there is a competent spouse, that person 

almost always is the primary care-
giver and needs to be involved in 
assessment and treatment. With 
children, including daughters-in-
law, the degree of  commitment is 
more varied. We know least about 
the motivation and commitment 

of  other relatives and non-kin who take on the role. Clinical experience suggests 
some of  these people are very involved, others have limited time and interest in care-
giving responsibilities, and a few may be exploiting the older person.

Kin relat ionship, whether the caregiver is a spouse, 
daughter or other relat i ve, probably makes more 

di f ference than any other factor in determining the degree 
of commitment to prov id ing care.
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Pr imar y and Secondar y Stressors
Primary Stressors. Events and experiences that derive directly from the 

person’s illness are primary stressors. Consistent with most theoretical models of  
stress, Pearlin et al. (1990) distinguish between objective and subjective components 
of  primary stressors (Figure 2). 

Objective primary stressors include ability to perform activities of  daily liv-
ing (ADLs), cognitive defi cits and behavior problems. Assessments typically determine 
if  these problems are present and how severe (in the case of  ADL problems) or how 
often they occur (for memory and behavior problems). Knowing what defi cits or prob-
lems are occurring is very important for planning treatment. 

We also need to know about the subjective impact these stressors have on 
caregivers. Caregivers vary considerably in what they fi nd stressful. Some caregivers, 
for example, become overwhelmed when a relative with dementia becomes incon-
tinent, but many manage incontinence without much diffi culty. Even for problems 
that most of  us would agree would be very diffi cult to manage, such as being awak-
ened frequently at night, there will be caregivers who are able to manage effectively. 
This subjective component is essential for planning and evaluating treatment. We 

Primary Stressors AUTHOR MEASURE
Lawton & Brody
(1969)

Personal and Instrumental 
Activities of Daily Living

Teri, et al.
(1991)

Revised Memory & Behavior 
Problems Checklist

Kinney & Stephens
(1989)

Caregiving Hassles (but contains 
some social items)

Vitaliano, et al.
(1991)

Screen for Caregiving Burden (but 
contains items from other domains)

Pearlin, et al.
(1990)

Overload, Loss of Relationship, Role 
Captivity

Zarit, et al.
(1998)

Expanded Overload, Strain & Worry

Objective
Cognitive Status

ADLs
Behavior Problems

Subjective
Overload

Loss of Relationship
Stress Appraisals

Figure 2: Examples of Measures of Primary Stressors
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should target interventions to the problems that caregivers fi nd stressful, not to the 
ones that we think are stressful. 

There are several ways of  capturing this subjective component of  stressors 
(Figure 2). One approach, building on the work of  Lazarus and Folkman (1984), is 
to assess the degree to which the caregiver perceives each event (ADL impairment, 

cognitive diffi culties, behavior problems) to 
be a “hassle” (e.g., Kinney & Stephens, 1989; 
Vitaliano, Russo, Young, Becker & Maiuro, 
1991) or upsetting (Teri et al., 1992). Another 
approach focuses on three processes affected 
by primary stressors: role overload, role cap-

tivity and loss of  the relationship (Pearlin et al., 1990). Role overload assesses the 
impact that caring has on the caregiver’s time and energy. A sample item is “I have 
more things to do than I can handle.” Role captivity represents a feeling of  being 
trapped or unable to lead one’s own life. The third measure, loss of  the relationship, 
examines caregivers’ perception of  the extent that they have lost intimacy and social 
exchanges with the ill person. This focus on the relationship is an important yet typi-
cally overlooked aspect of  caregiving.

Secondary Stressors. According to the SPM, primary stressors spill over or 
“proliferate” into other areas of  the person’s life. Secondary stressors are not second-
ary in terms of  their importance. Indeed, any of  these areas may be quite stressful 
for a particular caregiver. Rather, they are called “secondary” because they do not 

arise directly in the patient’s illness. Pearlin 
and colleagues (1990) propose two types of  
secondary stressors, role strains and intrapsy-
chic strains (see Figure 3). Role strains are the 
tensions and confl ict arising from maintaining 
other roles in one’s life, such as employment 

and family relationships. Pearlin et al. (1990) include economic or fi nancial strain in 
this category. 

The extent to which caregivers may experience role strains varies consider-
ably. The fact that a caregiver occupies multiple roles does not necessarily mean that 
he/she will experience strain in those roles. For example, less than half  of  caregivers 
experience confl ict in their family or work roles (Stephens, Townsend, Martire & 
Druly, 2001). Some caregivers report that work may actually buffer the impact  
of  caregiving, giving them time away from the patient (Aneshensel, et al., 1995;  
Stephens, Townsend, Matire & Druley, 2001). 

From the perspective of  assessment, it is relevant to identify what other roles 
caregivers have, including if  they are married, if  they have children or grandchildren, 
if  they have care responsibilities for children, grandchildren or anyone else, and if  

The fact that a caregi ver occup ies mult ip le 
ro les does not necessar i l y mean that he/

she w i l l exper ience stra in in those ro les.

We should target inter ventions to the 
problems that caregi vers f ind stressful, 

not to the ones that we think are stressful. 
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they are employed outside the home. It is then possible to assess to what extent their 
caregiving activities may be leading to confl ict or tension in performing these other 
roles (see Figure 3). It is also important to determine the family’s fi nancial resources 
and, particularly, the extent to which care-related expenses or the loss of  employ-
ment income place a strain on the family. 

Intrapsychic strains arise when primary stressors begin to erode a person’s self-
concept. Erosion can occur in fi ve domains: mastery, self-esteem, competence in the 
caregiving role, feelings of  gain in caregiving and one’s sense of  self  (Pearlin et al., 1990; 
see Figure 3). Probably more than role strain, the erosion of  self-concept has more direct 
and deleterious impact on well-being. In particular, erosion of  one’s sense of  self  can lead 
to a cascading deterioration in other psychological domains (Skaff  & Pearlin, 1992). 

Although the SPM stresses the potential for deterioration in these areas, inter-
est is increasing in the possibility that caregivers can experience improvements in some 
of  these areas, such as achieving a sense of  gain or satisfaction from one’s activities. It 
has been hypothesized that these positive experiences may help buffer some of  the ad-
verse effects of  care-related stressors (Rapp & Chao, 2000; Lawton et al., 1989).

Figure 3: Secondary Role Strains and Intrapsychic Strains

AUTHOR MEASURE AUTHOR MEASURE
Semple
(1992)

Family Conflict Pearlin et al.
(1990)

Mastery, Loss of Self, 
Competence, Gains

Pearlin et al.
(1990)

Work-family Conflict Lawton, et al.
(1989)

Caregiving Appraisals:
Satisfaction

Pearlin et al.
(1990)

Economic Strain Kinney & Stephens
(1989)

Caregiver Uplifts

Rapp & Chao
(2000)

Gains

Steffen et al.
(2002)

Self-efficacy

Family Conflict
Job-care Conflict

Economic Problems

Mastery
Self-esteem
Loss of Self
Competence

Gain

Caregiving Context

Primary Stressors Secondary Role Strains Secondary Intrapsychic Strains Outcomes
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Psycho logica l and Socia l Resources
The resources that caregivers have can lessen the impact of  stressors on well-

being. Two types of  resources have been investigated extensively: coping and social 
support. Coping includes how well caregivers manage primary stressors such as be-
havior problems as well as their ways of  dealing with the multiple roles in their lives. 
Some caregivers take an organized and effi cient approach to the demands placed 
on them, while others become passive and paralyzed or even make things worse by 
lashing out at the patient or other family members. Many interventions have been 
designed to improve how caregivers manage these various problems (e.g., Whitlatch, 
Zarit, & von Eye, 1991; Mittelman et al.,1995; Mittleman, Roth, Coon & Haley, 2004; 
Schulz et al., 2003). 

Coping. Lazarus and Folkman (1984) developed concepts of  coping from 
which most measures have been derived. Their formulation differentiated between 
problem-focused and emotion-focused coping. Problem-focused coping involves 
generating strategies to solve a problem, while emotion-focused coping involves 
managing the emotional response to stressors. Although problem-focused coping 
tends to be viewed as more adaptive, emotion-focused coping can be a better strat-
egy when it is not possible to have a direct effect on a stressor. People can also use 
cognitive strategies, which involve reframing events, or changing one’s goals (e.g., 
Schulz, Wrosch, & Heckhausen, 2003). As an example, a caregiver who is faced with 
limited time for leisure activities might rationalize that it would be best to put them 
off  while a spouse or parent needed care. 

There are some general measures of  coping, but Lazarus and Folkman 
(1984) and others have maintained that coping is not a trait applicable in similar ways 

in every situation. Rather, coping is seen 
as a situation-specifi c response. As a 
result, the available measures of  cop-
ing usually assess tendencies to behave 
in certain ways and may not be specifi c 
enough to identify how a caregiver will 

actually behave in critical situations. One caregiver-specifi c coping measure has been 
developed (Nolan, Grant, & Keady, 1995). Another approach to assessing coping is 
to ask open-ended questions to determine what caregivers are doing and thinking 
when confronted with the situations they fi nd most diffi cult or pressing. 

Social Support. Like many other constructs, social support is multidimen-
sional. Two broad dimensions relevant for assessment are the sources and types of  
support. Social support can be provided by informal sources, that is, from other family 
members, friends or volunteers, and from formal, paid helpers. The types of  support 
include information, material (e.g., fi nancial support), instrumental and emotional. 

Assessment of informal suppor t f rom family and 
other sources includes who helps and what help 

they prov ide, and who doesn’t help and why.
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Assessment of  informal support from family and other sources includes  
who helps and what help they provide, and who doesn’t help and why. How much 
people do is important, but so are the ways in which they provide help, whether will-
ingly or reluctantly, and whether the help directly addresses the caregiver’s needs. 
Family members are often quick to give advice, and though well-meaning, this advice 
may actually make caregivers feel worse (MaloneBeach & Zarit, 1995). Information 
about how the family functions, that is, how well they get along and how they solve 
problems, can also be useful. There are also measures of  caregivers’ perceived emo-
tional support (e.g., Pearlin et al., 1990). Interventions that increase the useful help 
that families give the primary caregiver, and reduce family confl ict, have been among 
the most successful in improving the caregiver’s well-being (Eisdorfer et al., 2003; 
Mittelman et al., 1995; Mittleman, Ferris, Shulman, Steinberg & Levin, 1996; Mittle-
man, et al., 2004; Whitlatch, et al., 1991). 

Formal services are assessed in a similar way, determining what help is being 
provided by whom and how often. Information about costs, particularly if  caregivers 
are experiencing fi nancial burden, would also be relevant. Formal services encompass 
a wide range of  community programs: care management, home health, home respite, 
adult day services and transportation, among others. Caregivers may have previously 
had bad experiences with a program they used. For that reason, it can be helpful to 
ask what services they may have tried previously and what diffi culties they might 
have encountered with past or current programs. 

Outcomes of Caregiv ing
The fi nal domain is the outcomes of  caregiving. Outcomes in the SPM are 

changes in health and emotional well-being, and nursing home placement. Other rel-
evant outcomes are utilization of  health care services and the costs of  services. 

Health. Simple ratings of  subjective health typically measure health. More 
relevant is whether caregivers perceive their health to be changing, if  they currently 
have any health problems, including diagnosed illnesses and symptoms, and if  they are 
getting treatment currently for these problems. With their heavy caregiving demands, 
at least some people put off  going to the doctor or taking care of  their health needs 
in other ways. Some caregivers may also engage in behaviors that worsen their health, 
such as overuse of  alcohol and drugs, lack of  exercise and poor nutrition.

Emotional Well-Being. The most frequently assessed domain for emotional 
well-being is depression. The Center for Epidemiological Studies Depression Scale 
(CES-D; Radloff, 1977) has been widely used in caregiving studies. Easy to administer, 
it includes cut-off  scores for when people should be referred for treatment for depres-
sion. People experience emotional distress, however, in different ways. Some caregiv-
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ers may get angry or worry and become anxious (Anthony-Bergstone, Zarit, & Gatz, 
1988). These other emotional domains should also be assessed.

Facility Placement. Another important outcome is placement of  the elder in 
a nursing home or other care facility. From a policy perspective, helping caregivers keep 
a relative at home has been viewed as a positive outcome, since it is associated with 
lower costs. Of  course, home care is not an unequivocal positive outcome. Sustained 
home care can be detrimental to caregivers, if  they do not have suffi cient resources to 
provide the help that is needed (Aneshensel et al., 1995), and detrimental to elders if  
there is abuse or neglect. 

Delay of  institutionalization is a problematic measure of  program outcome for 
another reason. Caregivers often put off  using formal services until fairly late in the 
disease process. As a result, some of  these caregivers turn to formal programs such as 
adult day care as a last resort after they are already burned out, or as a kind of  trial for 
placement (Zarit, Stephens, Townsend, Greene & Leitsch, 1999). The result is an as-
sociation between service use and increased placement. Helping caregivers keep some-
one at home when the caregiver wants to do so, and can manage without undue cost, 
is a worthwhile goal. That type of  outcome, however, needs to be differentiated from 
other situations where caregivers do not want to continue providing home care or have 
already made up their mind before beginning a service program. Delay of  institutional-
ization, then, is a useful measure when that is both the caregiver’s goal and a target of  
the intervention.

Service Utilization and Cost. Finally, service utilization and costs are relevant 
outcomes for many interventions. The amount of  service provided as well as its cost 
can be assessed. An assessment also can be made of  whether the costs of  providing as-
sistance are offset by savings in some other area; for example, does lowering the prima-
ry caregiver’s stress lead to lower use of  medical services for either caregiver or patient?

The Place of Burden in Caregiver Assessment
In reviewing this assessment framework, I have mostly avoided the term “bur-

den”. Researchers have defi ned burden in so many different ways that it has lost its use-
fulness as a construct. At one time or another, virtually every dimension of  the stress 
process (primary stressors, secondary stressors, outcomes) has been referred to as bur-
den. Rather than adding further to the confusion by suggesting the inclusion of  burden 
measures in an assessment battery, I recommend instead thinking carefully about which 
domains in the stress process should be included. In some cases, burden measures may 
provide a very good assessment of  the specifi c domains under consideration, but for 
conceptual clarity, it is best to start with an understanding of  the specifi c processes to 
be included as part of  the assessment.
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Use of the Stress Process Model to Guide Assessment
I want to highlight how an assessment can be tailored to identify the specifi c 

goals and hypothesized effects of  a particular program. 
A clear and realistic examination of  what a program can accomplish will lead 

to a more focused assessment that, in turn, will be more useful for planning treat-
ment and for providing evidence about the program’s effectiveness. In situations like 
those faced by family caregivers, where many potential factors contribute to stress, 
it would take considerable resources to address every aspect of  the stress process. 
A program with limited resources is not likely to have an impact in every relevant 
domain, but it may be able to treat one aspect of  the situation well. A program that 
sets one specifi c goal and achieves it will make a better contribution than another 
that tries to do everything, but fails to commit enough resources to accomplish any 
specifi c objective.

Case Example
Goals Clarifi cation. As an example of  the value of  clarifying goals, my col-

leagues and I conducted an evaluation of  adult day services for caregivers of  people 
with dementia (Zarit, Stephens, Townsend, & Greene, 1998). As in many programs, 
the program directors and staff  providing adult day services identifi ed many poten-
tial benefi ts that the program might have. The benefi ts were often quite broad and 
addressed many dimensions in the stress process. Prior studies, however, that had 
used global measures to assess outcomes, had not found much evidence for benefi ts. 
Cautioned by this knowledge, my colleagues and I spent considerable time thinking 
about what the effects of  adult day services were. 

We decided that the immediate impact of  adult day services is to provide 
a predictable amount of  time that caregivers can use for other activities. Using the 
SPM as a framework, we felt that giving caregivers a block of  time to do other things 
would have its biggest impact on primary subjective stressors, that is, that caregivers 
would experience lower feelings of  overload and less strain or tension when trying to 
get everything done (Figure 4). 

We also gave considerable thought to the issue of  dosage, in other words, 
how much day care was necessary to have benefi cial effects for caregivers. Drawing 
upon the clinical experience of  program staff, we set a minimum threshold for thera-
peutic effects—twice a week for three months or more. Although not directly related 
to caregiver assessment, treatment dosage gets at the issue of  what a program might 
actually be able to accomplish. In addition to measuring primary subjective stressors, 
we also assessed some other domains to help understand the caregiver’s experience 
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better, particularly depression, anger and positive emotion, but we thought these do-
mains would not be affected directly by adult day service use.

Results. Our results showed that caregivers using adult day services twice 
a week for three months or more had signifi cantly lower feelings of  overload and 
strain. To our surprise, we also found reductions in feelings of  depression and anger, 
more global results that we did not expect.

Implications. The point of  this example is the importance of  thinking care-
fully about what an intervention can reasonably accomplish, given how it works, and 
how much help the client is actually receiving. By going beyond idealistic expecta-
tions that everything might change, we were able to focus on those domains that the 
intervention, adult day care, is likely to affect. Those targeted domains can become 
part of  an assessment, which then, as this example shows, can provide valuable out-
come data about the effectiveness of  the intervention.

I ssues in Selection of a Caregiver Assessment Batter y
One of  the major issues that programs face in the selection of  assessment in-

struments is whether to use an established measure or one that has been developed and 
tailored specifi cally for the program. Each approach has advantages and disadvantages.

Adult Day Care

Primary
Object

Stressors

Primary
Subjective
Stressors

Outcomes:
Well-being

Secondary
Role Strains

Figure 4: Using the SPM to Guide Assessment and Evaluation
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Establ ished Measures
Advantages. Established measures have been shown to have reliability and 

validity, and in some cases population norms are available. Reliability refers both to 
internal consistency, that is, that the measure assesses one dimension or construct, 
and not several constructs, and to short-term stability of  the responses, that is, that 
what a caregiver answers today would be consistent with the responses that same 
person gives tomorrow. Validity is evidence that the measure assesses the intended 
construct and not a different construct. Although there are many technical ways of  
assessing validity, one of  the most important and straightforward is to evaluate the 
face validity, that is, do the items refl ect content consistent with the construct that 
we want to assess. For that purpose, it is essential to read the items carefully, and not 
just assume that the title represents accurately the underlying construct. We have 
seen that the term “burden” is used in many different ways; it is not unusual to fi nd 
considerable discrepancy for other constructs, too, between what the measure is sup-
posed to assess and the actual content of  the items. 

Some measures may also provide population norms or clinical cut-offs useful 
for deciding which people receive which services. Those kinds of  norms, however, 
are still fairly rare and may not be useful if  applied to a very different population. 
The obvious example would be if  the norms were established on a predominantly 
white, middle class population, and the program designing the assessment instrument 
served a poor and racially diverse population. The established cut-off  score would 
probably not be of  much use in that case. 

Disadvantages. Established measures also have drawbacks. These measures 
have been developed for purposes other than the type of  assessment a program or 
service may want to conduct and may be too long or include dimensions that are not 
relevant. There is no gold standard for assessment measures that applies to every 
context. One alternative is to select parts of  an instrument. There may, in fact, be 
information that justifi es use of  a short-form, or of  a component of  a larger, mul-
tidimensional assessment instrument. If  no prior work has used these abbreviated 
forms, a psychometric evaluation of  the new version would be useful, possibly in 
partnership with a researcher at a nearby university. 

Ad-Hoc, Ta i lored Measures
Another alternative is to construct a new ad-hoc measure that is tailored to 

the specifi c needs and purposes of  the program. The drawback of  this approach is 
that while it seems like an easy task to construct a few questions, it actually can take 
considerable time to write items that are interpreted clearly by the intended clients, 
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that are not leading or biased, and that reliably and validly assess the intended do-
main. Many of  the ad-hoc measures I have reviewed have been poorly worded and 
constructed and did not yield helpful information. In other words, while these mea-
sures were on the right track in identifying information that would be most useful to 
the program, they needed more refi nement. Again, a partnership with a researcher 
who could help develop the instrument could be productive.

Systematic Administrat ion
Whether using an ad-hoc or established measure, a critical point is to admin-

ister the battery in a systematic way to all clients. There should be a set of  procedures 
for how the assessment is administered, and that 
should be followed as closely as possible. That means 
not skipping items that should be asked, changing the 
wording of  items, skipping around in the instrument 
or other deviation from a basic protocol. I have often 
found that inexperienced clinicians want to take short-
cuts or make decisions based on initial impressions that 

parts of  a battery are not relevant. These short-cuts often lead to clinical errors. Being 
systematic helps build up clinical understanding of  clients and allows practitioners to 
make better, more insightful judgments. 

Cultura l Relevance and Appropr iateness 
One other important consideration is that assessment instruments need to 

be culturally relevant and appropriate (Geron, 1997). We cannot assume that the 
wording of  items, or even how a construct is operationalized, translates to minority 
groups. Despite the recognition of  the importance of  diversity in our society, and 

the growing diversity of  the older population, little 
attention has been given to the need for specifi c 
modifi cations of  wording of  instruments or to the 
use of  culturally relevant constructs and wording 
in assessments with particular groups. Increasingly, 

research has been including more diverse populations, but fi nding tests of  the spe-
cifi c construct of  interest for a given population may still be diffi cult. Under these 
circumstances, it is possible to conduct preliminary tests of  any instrument, getting 
feedback from participants as well as clinicians familiar with the culture. Translation 
from English to another language adds another level of  complexity. Getting the right 
dialect of  languages such as Spanish and Chinese is also important.

Whether using an ad -hoc or 
establ ished measure, a cr i t ica l 

po int is to administer the batter y in 
a systematic way to a l l cl ients. 

Assessment instruments need to be 
cultura l l y relevant and appropr iate.
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These complexities should not prevent the use of  a structured assessment with 
minority populations. I have heard people say in a blanket way that it is not appropriate 
to do assessments with this or that group, but in both my clinical and research work, 
I have always found that the families from diverse groups with whom I have worked 
have appreciated the opportunity to give their views in response to a structured in-
terview. The key is treating people with respect. The more we learn about the cultural 
background of  a particular group, the better we will be able to do that, as well as to 
learn how to tailor the assessment to specifi c cultural issues relevant to caregiving.

No Simple Formula to Choose Tools
There is, in the end, no simple formula to determine the optimal set of  as-

sessment tools. The stress process model and similar theoretical perspectives provide 
a broad template and examples of  standardized measures for key domains, but pro-
grams need to tailor these assessments to their own specifi c needs. Consultation with 
experienced clinicians and researchers will help to identify the best approaches. The 
search for optimal measures will necessarily encounter the gap that exists between 
research and practice. Research measures often are not constructed with a clinical 
setting or clinical problem in mind. A research measure will not be available for every 
need, or those available may not fi t the needs or questions raised by a given program.

Practica l Issues in Assessing Caregivers
How staff  implements an assessment battery will determine its effective-

ness. Clinicians not familiar with using a structured approach to assessment are often 
reluctant to follow a protocol, or to ask more than a few structured, informational 
questions. They are concerned that the 
number of  questions will make it diffi cult to 
establish rapport or will seem intrusive and 
discourage the client or caregiver from seek-
ing further help.

These concerns represent a lack of  familiarity with using structured assess-
ments. Although the assessment is systematic and thorough, questions need not be 
asked in a stilted manner. The assessor can adopt a conversational tone and follow 
up important digressions. Paradoxically, an assessment battery can be used to keep 
overly digressive clients focused. It is possible to say to these clients that there are a 
lot of  questions to go through, and that they will have time at the end to discuss is-
sues that are not covered suffi ciently. 

How staf f implements an assessment 
batter y w i l l determine i ts ef fecti veness. 
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Another advantage of  a structured assessment is that it helps the clinician cov-
er all the relevant areas. It is all-too-easy to get distracted by an interesting story or to 
follow digressions and not to gather all the information needed to begin treatment. 

Conclusions
The implications of  research for assessment of  caregivers are straightforward 

and include:
1. Research shows that caregivers are at high risk for a variety of  adverse 

consequences of  caregiving and are in need of  services to reduce that risk.
2. Clinical experience demonstrates that caregivers are integrally involved in 

defi ning caregiving problems and need to be part of  the solution.
3. Extensive evidence shows that caregiving stress is a multidimensional 

process, with each dimension 
having only low to moderate 
associations with other dimen-
sions. Thus, we need to assess 
an array of  components of  the 
stress process to understand 

caregivers’ experiences and outcomes. Not every dimension needs to 
be assessed in every situation. A program or agency needs to consider 
which dimensions are most relevant to its clients and goals.

4. Structured assessments can be useful in clarifying a program’s goals and 
in providing evidence of  effectiveness.

5. Although some providers are reluctant to conduct a structured assess-
ment, most clients will accept a focused instrument and it will lead to 
better identifi cation of  needs for services.

Research shows that caregi vers are at high r isk for 
a var iety of adverse consequences of caregi v ing 

and are in need of ser v ices to reduce that r isk .
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Recommendations for the Future
Research can contribute to the development of  assessment for caregivers in 

some key ways:

1. Research can refi ne measures and determine their psychometric properties.

2. Research can evaluate the acceptability of  assessment instruments with clients, as 
well as gain useful information on how to modify instruments with those clients.

3. Findings from the assessment battery can be used to create a profi le of  caregiv-
ers served and their needs and functioning.

4. Research can help programs develop ongoing evaluations of  implementation 
and effectiveness. Basic questions include whether the services implemented 
match the initial needs identifi ed by the assessment and whether the immediate 
goals of  the program are met in terms of  the amount of  service provided and 
the proximal impact on caregivers.
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Abstract
The need to assess caregivers systematically is becoming a practice imperative 

if  we are to assure their well-being and ultimately, that of  the people for whom they 
care. The purpose of  this paper is to synthesize, from a practice perspective, the state 
of  the art relative to assessment of  family and informal caregivers of  older people 
and adults with disabilities. In this paper the key practice issues are explored, begin-
ning with questions of  values and moving to the what, how and where of  caregiver 
assessment; the links between assessment, interventions and outcomes; implementa-
tion concerns and strategies; and fi nally, questions for further research. 

♦ ♦ ♦ ♦ ♦

Introduction
Family caregivers are assuming between 70 and 80 percent of  care to disabled 

and ill people (Stone, 2000; Thompson, 2004) and saving society $257 billion dollars 
per year in unpaid labor (Arno, 2002). 
Still, they do so with little recognition or 
support from policy makers, health care 
practitioners and service providers. The 
need to assess caregivers systematically is 
becoming a practice imperative if  we are 
to assure their well-being and ultimately, 
that of  the people for whom they care.

Caregivers’ status with regard to service agencies is particularly ambiguous. Gen-
erally, caregivers are not offi cially clients of  the health and social service system: fi les are 
opened in the name of  the care recipient. Hospital, home care and long-term care practitio-
ners’ evaluations and interventions rarely consider caregivers’ needs (Levine, Reinhard, Fein-
berg, Albert & Hart, 2004; Guberman & Maheu, 2002). The care recipient’s characteristics, 
rather than an evaluation of  the caregiver’s needs determines services offered to caregivers, 
and support offered without assessment is most often on a “one size fi ts all” basis. For ex-

The need to assess caregivers systematica l l y 
is becoming a practice imperati ve i f we are to 

assure their wel l -being and ult imately, that of the 
peop le for whom they care.

Assessment of Family Caregivers:
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ample, programs such as respite or support groups for caregivers of  persons suffering with 
Alzheimer’s disease are set up in the hopes that they will correspond to caregivers’ needs. 
Research shows that this often does not occur.

We cannot afford to maintain the current situation without seriously com-
promising the well-being of  millions of  Americans. Despite the many rewarding 
aspects of  caregiving (Kramer, 1997), research shows that caregivers face many is-
sues in adjusting to the caregiving role. These include: work overload; role confl ict 
and overload due to multiple caregiver responsibilities; permanent state of  worry 
given the unpredictable situation; serious restrictions imposed by the demands of  
caregiving, which can lead to a feeling of  entrapment; fi nancial worries from medical 
expenses, indirect expenses and loss of  income; and legal problems around mental 
incompetence, living wills and inheritance issues (Dhopper, 1991; Guberman, Maheu 
& Maillé, 1991; 1993; Keefe & Fancey, 1997). Those that quit their jobs diminish 
their opportunity for future employment and reduce their pension incomes (Neal, 
Chapman, Ingersoll-Dayton & Emlen, 1993; Scharlach et al., 1991; U.S. Social Secu-
rity Administration, 2002; Wakabayashi & Donato, 2004). Many studies document 
how caregiving compromises caregivers’ physical and mental health (Canuscio, Jones, 
Kawachi, Colditz, Berkman & Rimme, 2002; Kiecolt-Glaser & Glaser, 2003; Lee, 
Colditz, Berkman, & Kawachi, 2003; Schulz, O’Brien, Bookwala & Fleissner, 1995; 
Schulz & Beach, 1999; Yee & Schulz, 2000; Zarit & Edwards, 1996). If  the levels of  
stress, distress and illness found in caregivers were found in any other “profession,” 
health agencies and workers’ compensation boards would undoubtedly be waging 
major prevention campaigns, yet these impacts on caregivers are barely addressed in 
public policy.

Purpose of Paper
The purpose of  this paper is to synthesize, from a practice perspective, the 

state of  the art relative to assessment of  informal and family caregivers of  the elderly 
and adults with disabilities. In this paper the key practice issues are explored, begin-
ning with questions of  values and moving to the what, how and where of  caregiver 
assessment; the links between assessment, interventions and outcomes; implementa-
tion concerns and strategies; and questions for further research. 

Methodology
This paper is based on a literature review and interviews with key informants 

experienced in caregiver assessment. Caregiver assessment is mandated in the United 
Kingdom (UK), so the literature refl ects more on the British than the North Ameri-
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can experience. To compensate, the majority of  key informant interviews focused on 
North America. 

States highlighted in this document (California, New Jersey, Utah) were  
chosen because of  their experience in at least one of  the home and community-
based (HCBS) programs with a specifi c caregiver assessment tool. Some states  
(California, New Jersey, Pennsylvania and Washington) have well-established care-
giver support programs that pre-date the enactment of  the Older American Act’s 
National Family Caregiver Support Program (NFCSP). In California, uniform assess-
ment of  family caregivers’ needs has occurred since 1988 through the state-funded 
Caregiver Resource Center (CRC) network. For most states, however, policy atten-
tion to caregivers has emerged only recently and because of  the NFCSP (Feinberg & 
Newman, 2004). No state has evaluated the outcomes of  assessing caregivers. 

Why Assess Caregivers?
From a practice perspective, many reasons justify caregiver assessment. A 

better understanding of  caregivers’ circumstances helps to evaluate risks to their 
well-being and the caregiving situation (Pickard, 2004), to reduce burden (New Zea-
land Guidelines Group, 2003) and to counter the negative consequences of  caregiv-
ing (Gaugler, Kane & Langlois, 2000). The Southern Caregiver Resource Center in 
San Diego (one of  California’s 11 CRCs) found that learning about the caregiving 
situation and caregiver needs through a systematic caregiver assessment process 
enabled staff  to decrease crises and ensure that caregivers could provide a safe envi-
ronment for the care recipient and themselves (L. Van Tilburg, interview, March 18, 
2005)1. Effective assessment can be the key to getting maximum value for caregivers 
from limited resources (Audit Commission, 2004). Spending more time to look at 
caregiver circumstances and options, as well as equipping them to make informed 
choices, may be more effective than a “quick service fi x” (Ellis, 1993). In Utah, since 
the passage of  the NFCSP in 2000, an assessment process has helped draw a better 
picture of  the caregiving situation than previously, when caregivers called in for a 
specifi c service (respite). With a home visit assessment, case managers can see other 
environmental factors and issues to broaden the scope of  services offered (S. Yudell, in-
terview, March 31, 2005). While research has clearly demonstrated that no single interven-
tion works for all, the NFCSP, without assessment, gives no guidance to case managers 
about how best to help caregivers (R. Montgomery, interview, April 1, 2005). Assessment 
enables one to know when, why and how to use the different interventions. 

1 Interviews with key informants were completed between March 18 and April 8, 2005. See references 
for complete information.
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In addition, assessment can identify low or no cost ways of  helping the caregiver 
(e.g., information, referral, advice, sympathetic ear).

Assessments provide practitioners a standardized format to get specifi c in-
formation and orient the dialogue with caregivers (C. Furman, interview, March 30, 
2005). Assessment also leads to practi-
tioner recognition that caregivers’ needs 
may differ from those of  the care recipi-
ent, helping them plan support services 
accordingly (Feinberg, 2004). Several au-
thors point to improved care for the care 
recipient as a reason for assessing and addressing caregiver needs (Feinberg, 2004; 
Maddock, Kilner & Isam, 1998). 

What Is Caregiver Assessment?
Wide-ranging defi nitions of  caregiver assessment are used in practice set-

tings, including:
♦ A process to determine eligibility for services;
♦ A process of  information gathering that describes a caregiving situ-

ation, identifi es problems or concerns that may be addressed by 
intervention and provides a rationale for developing a care plan to 
improve the caregiving situation (Bass, 2001);

♦ A purposive conversation to uncover hidden needs, to gain insights 
into the complexities in the lives of  caregivers and to plan appropri-
ately (Victorian Order of  Nurses, 2004);

♦ An interactive, personalized, contextually determined helping rela-
tionship aimed at the provision of  effective support of  caregiver and 
care recipient within the limits of  available resources and which pro-
motes caregivers’ well-being and freedom to have a life of  their own 
(Borgermans, Nolan & Philp, 2001).

How assessment is conceptualized depends much on one’s beliefs about the role 
of  family in care to disabled and ill people and the respective responsibilities of  caregiv-
ers and services. Research reveals that policy makers and practitioners see caregivers 
in different lights, sometimes as co-clients with the care recipient, sometimes as re-
sources which must be mobilized and educated to meet the needs of  the care recipi-
ent and to relieve over-burdened services, and occasionally as co-workers or partners 
(Maheu & Guberman, 1998; Twigg, 1988; Twigg & Atkins, 1994). On one hand 
some believe that care is mainly a family responsibility with services acting only when 

Assessments prov ide practi t ioners a standardized 
format to get speci f ic information and or ient 

the dia logue w ith caregi vers.
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and if  families are unable to pursue this role. Others believe that caregivers have the 
right to take up or decide not to take up, to continue or to end caring. The fi rst belief  
leads to assessments aimed at determining who is at the breaking-point in order to 
put short-term, often intensive, services into place to maintain caregivers in their role 
for as long as possible; the second view leads to assessments more focused on the 
caregiver’s perspective and needs. 

Another way to characterize these differing practice perspectives is “ser-
vice-oriented” versus “user-centered” caregiver assessment (Richards, 2000). The 
former takes a gate-keeper approach, focused on protecting against the “woodwork 
syndrome” which holds that large numbers of  caregivers would “come out of  the 
woodwork” to claim services if  they were widely offered. Thus, service-oriented 
assessments are designed to ensure that services are rationally allocated based on eli-
gibility criteria (e.g., high levels of  burden, depression or other measures of  caregiver 
distress). They tend to be prescriptive, administered by professionals, often based 
on checklists, and rarely take into account the caregiver’s perceptions and expectations. 
Such assessments may result in a denial of  services to a caregiver deemed too compe-
tent, too healthy or having too many fi nancial or other resources to deserve support. 

In contrast, the user-driven approach embraces the view that the “wood-
work” concern is groundless, as most caregivers seem to want few services. Nolan 
(interview, March 24, 2005) expresses this view: “Caregivers are more modest than 
excessive in their demands for services after assessment.” Proponents of  this pers-
pective say some of  the most cost-effective care packages result when caregivers are 
central to the package and offered suffi cient supports to enhance their well-being 
and maintain their own health (Carers UK, 2002). Thus, the user-oriented assess-
ment, seen as the fi rst stage of  intervention, emphasizes the assessment process 
itself. Aimed at developing an individualized, contextualized understanding of  the 
person’s needs, this type of  assessment does not use predetermined closed questions 
and makes no assumptions about the caregiver’s willingness to undertake a range of  
tasks or to continue caring at the current level. It recognizes that the stress of  caring is 
highly mediated through factors particular to the individual, with the outcomes of  in-
tervention being defi ned at least in part from the caregiver’s perspective (Qureshi, 2000; 
Twigg, 1993). Thus, it focuses on raising caregiver awareness of  their situation, facilitat-
ing discussion and interaction between family and professionals to help both partners 
gain a complete a picture of  the caregiving situation in order to devise the most appro-
priate and timely kinds of  support (Lundh & Nolan, 2003). 
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Content of Caregiver Assessment Tools
Consensus on what to include in caregiver assessment tools is growing (Fein-

berg, 2004; Fancey & Keefe, 1999). Most tools, refl ecting recognition of  the com-
plexity of  caregiving, use a combination of  caregiver-specifi c (burden) and generic 
(health status) dimensions. Typically seen are these themes: type and frequency of  
care provision, such as help for activities of  daily living and instrumental activities of  
daily living (ADLs and IADLs); other responsibilities that may interfere with caregiv-
ing, such as employment; informal support; formal service needs; personal health, 
often as a barrier to providing care; burden and emotional reactions to giving care; 
caregiver ability to continue with care; basic demographic and contextual information, 
such as living arrangements and ethnicity. Some tools also include fi nancial and legal in-
formation needs (e.g., out-of-pocket expenses, emergency contacts, knowledge and use 
of  advance directives, guardianship and other legal planning tools); information about 
specifi c tasks; and information about housing and home environment. 

Feinberg (2004) and others (M. Nolan, interview, March 24, 2005; Guber-
man et al., 2001) point to some areas that are often neglected: actual tasks performed 
beyond personal care; quality of  care provided; skills necessary to provide the care; 
values and preferences of  the caregiver and the care recipient; positive aspects of  
caregiving; the history, quality and potential stresses of  the care recipient-caregiver 
relationship; the relationship with other members of  the family; crisis and future 
planning; relationships with formal providers and access to information. According 
to Nolan (interview, March 24, 2005) questions about the caregiver’s willingness and 
ability to assume or pursue caregiving should be central to any assessment. Caregiv-
ers should know exactly what they are getting into and what is involved, and should 
they agree to go forward, assessment should determine what skills and support they 
need to do so.

What Should Tr igger a Caregiver Assessment? 
When Should I t Occur?

Ideally, all caregivers who come into contact with the health and social ser-
vice systems should be assessed routinely as early as possible to involve them in care 
planning and to identify their own needs. Any change in the acute health status of  a 
person should act as an assessment trigger, particularly before discharge from hospi-
tal, rehabilitation facility and nursing home. In this approach, caregiver assessment is 
contingent on the care recipient’s qualifying for and accepting formal services, thus 
denying many caregivers access. In Sweden, a project currently underway is sending 
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simple self-administered assessment to all potential caregivers. Those who identify 
issues they would like to address then receive a face-to-face assessment. 

When intake or discharge of  a care recipient triggers caregiver assessment, a 
short, rapid screening tool may be administered, with those scoring high then being 
more fully assessed. A study conducted by Guberman and colleagues (2001), as well 
as British experiences suggest that caregiver assessment, at least in agencies that pro-
vide services to the person requiring care, should take place after the care recipient’s 
services are in place, because most caregivers are too focused on the care recipient to 
think about their own situation and needs prior to then. The care trajectory, the care 
situation and caregiver needs all change over time, calling for regular reassessment to 
be part of  assessment practice. Generally, a review is recommended every four to six 
months or when caregivers say their situation or needs have changed.

Who Assesses Caregivers? Who Should Be Invo l ved in 
the Caregiver Assessment?

Most often, professional social workers, and sometimes nurses or rehabili-
tation professionals, perform caregiver assessments. As to who participates in the 
assessment, some focus on the self-identifi ed caregiver, some on the “primary care-
giver” (who can be more than one person), and others on the entire family system 
(Feinberg, 2004). Having the same professional assess both care recipient and care-
giver, who may have confl icting interests, raises an ethical issue. Assessments may be 
done separately if  more than one person is involved. 

Where Should a Caregiver Assessment Take Place?
Ideally, assessment should take place in the caregiver’s home or another place 

where the care situation can be discussed freely and openly with the assessor (Guber-
man, Keefe, Fancey, Nahmiash & Barylak, 2001; Robinson & Williams, 2003; Stanley, 
1999). Substitute care provisions may be necessary to free up the caregiver for the 
assessment. Stanley (1999), shadowed assessors, noting that when assessments took 
place in the presence of  the care recipient, the caregiver was not able to speak about 
areas where their interests did not coincide. Home assessments have been shown to 
be better than clinic-based assessments at identifying potentially serious caregiver is-
sues (Ramsdell, Jackson, Guy & Renvall, 2004).
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How Do the Caregiver Assessment, the Care Recip ient’s 
Assessment and the Care Plan Link Up?

A caregiver assessment may be part of  a state’s uniform assessment tool for 
its Medicaid waiver or other home and community-based programs, as in the cases 
of  Washington State, Minnesota and Pennsylvania. In some cases, such as in Minne-
sota, the caregiver component is 
optional and left to the discretion 
of  the assessor. Another, still rare, 
approach is for state service sys-
tems to use a separate assessment 
tool aimed specifi cally at care-
givers (e.g., California Caregiver 
Resource Centers’ Uniform Assess-
ment Tool, Utah Caregiver Support 
Program Assessment). 

Combining the caregiver and care recipient assessment may overcome staff  and 
caregiver resistance to “yet another assessment form,” but assessing two (or more) indi-
viduals with one tool raises many questions. Is it possible to meet with caregivers alone 
to answer the questions that concern them? Can the assessor gain a full understanding 
of  the caregiver’s situation, given the limited areas touched upon? What weight will be 
given to the caregiver’s reality in determining priorities for services? Can an assessment 
indicating high levels of  need on the part of  the caregiver lead to services even if  the care 
recipient’s assessment does not? Caregiver sections in an overall tool aimed mainly at the 
care recipient often do not link to an intervention plan for the caregiver, even though as-
sessors may learn that the caregiver is stressed, burdened or otherwise in diffi culty. Most 
combined tools have a distinct “caregiver as resource” focus, rather than attempting to 
understand the caregiver’s perspective and needs. 

In both approaches, the link between assessment and ensuing care plans are not 
always obvious, especially when using standardized measures. For example, high scores 
on depression or burden scales, do not necessarily point clearly to appropriate interven-
tions. An assessment tool under development (R. Montgomery, interview, April 1, 2005) 
includes protocols on what to do with the information gathered. The tool will elicit where 
the caregiver is in the caregiving process and the pressure points so to determine the fi t 
with appropriate services. The C.A.R.E. Tool (Guberman, et al., 2001), a comprehensive 
caregiver-led assessment tool, also enables assessors to indicate the key areas of  con-
cern and immediately link these to services or resources which address the concern.2

2 See Appendix 1 (page 57), which presents a case study demonstrating how assessment links to  
intervention and caregiver outcomes.

Caregiver sections in an overa l l too l a imed main ly at 
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How Should Assessors Be Tra ined?
According to the Audit Commission Report (2004) from the UK, assessors 

need a particular mindset and skill set to undertake caregiver assessment, especially 
to promote the caregiver-as-partner approach. Training should address both aware-

ness of  caregivers and assess-
ment itself. Caregiver awareness 
training, the report suggests, 
should be part of  the program 
curriculum for all health care 
workers (e.g., doctors, nurses, 
social workers). Others point to 
further areas for training: inter-
viewing skills; knowledge of  hu-

man behavior; family and caregiving dynamics; aging and disability issues; awareness 
of  resources and options available to caregivers in the community; anti-discrimina-
tion training; and skills at working with interpreters (Geron, 1997; Ellis, 1993).

Van Tilburg (interview, March 18, 2005) feels assessors need specifi c skills 
to keep on track, give the caregiver room to tell her/his story and answer the assess-
ment questions. She recommends that practitioners be trained with a standardized 
assessment tool to give them a clear direction and focus for intervention and that the 
clinical relevance of  each question be clear so assessors know what to probe for in 
the conversation around each question. 

Training and supervision should be ongoing. Seddon and Robinson (2001) 
suggest that assessors be adequately supported to keep abreast of  policy and practice 
developments and stay up to date in their community-resources knowledge.

Studies on what caregivers consider to be good assessment practice provide 
other elements to be included in training (Qureshi, Arksey & Nicholas, 2003). Care-
givers appreciate being informed of  the purpose of  the assessment, having a face-to-
face encounter centered on their defi nition of  their needs, being shown that they are 
valued and recognized as experts and having the assessment form be a guide, not the 
center of  the process.

What Outcomes Does Caregiver Assessment Af fect?
Caregiver assessment may impact caregivers, care recipients, practitioners, 

practice and system development. Nicholas (2003) suggests that for caregivers, the 
outcomes of  caregiver assessment should be: freedom to have a life of  one’s own, 
maintaining one’s own health and well-being, preventing social isolation, providing 

Caregivers appreciate being informed of the purpose 
of the assessment, hav ing a face -to -face encounter 

centered on their def in i t ion of their needs, being shown that 
they are va lued and recognized as exper ts and hav ing the 
assessment form be a guide, not the center of the process.
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peace of  mind and providing appropriate support if  one chooses to become a care-
giver. Studies have documented the therapeutic impact of  assessment that takes a 
caregiver’s situation seriously. Experiences in the UK and Australia point to numer-
ous outcomes related to caregiver assessment: recognition of  their role, a chance to 
talk through their issues and consider their own needs, self-understanding of  their 
situation, feelings and the caring 
role, new insights into why they are 
caring and what they have achieved, 
expression of  bottled-up emotions, 
permission to talk about diffi cult 
and delicate subjects, validation of  
their feelings, acceptance of  support, 
peace of  mind in knowing how to 
make contact in the future, informa-
tion and referral information, a sense 
of  shared responsibility, increased confi dence to take up services, confi rmation as 
people of  value, recognition and validation (Lundh & Nolan, 2003; Carers UK, 2002; 
Hepworth, 2003; Maddock et al., 1998). 

According to the practitioners who were interviewed (L. Van Tilburg, March 
18, 2005; C. Furman, March 30, 2005), assessment leads to a concrete plan that helps 
move caregivers from point A to point B, reducing levels of  stress and burden and 
increasing their knowledge, competency and general mastery of  their role as a care-
giver. Whether a one-hour phone interview or a three-hour home visit, assessment 
makes a difference in the caregiver’s world. The services the caregiver taps into as a 
result make a difference in their ability to cope.

 Few documented studies systematically explore the impact of  assessment 
in and of  itself, in terms of  outcomes to well-being. Research on the C.A.R.E. tool 
by Keefe and colleagues in Canada is undertaking this challenge. In their carer needs 
assessment trial, Maddock and colleagues (1998) found that one month after assess-
ment, caregivers (n=51) stated they were more able to continue in their role because 
of  the assistance/support provided by nurses (67%), and had higher perceived levels 
of  social support (58%), decreased information needs (46%) and decreased levels of  
strain (50%). A pilot project in Maine suggests that caregivers screened by primary 
health professionals and referred to their local Area Agency on Aging’s (AAA) care-
giver services have increased knowledge levels and decreased levels of  depression 
at six months after service initiation, despite increased task frequency and diffi culty 
(Kaye, Turner, Butler, Downey & Cotton, 2003).

Research on the impact of  caregiver assessment on the care recipient also 
is lacking. Three practitioners interviewed for this paper (L. Van Tilburg, March 18, 
2005; C. Furman, March 30, 2005; S. Yudell, March 31, 2005) believe the care recipi-

Assessment leads to a concrete p lan that helps 
move caregivers f rom point A to po int B, 

reducing levels of stress and burden and increasing 
their know ledge, competency and genera l master y of 
their ro le as a caregiver.
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ent benefi ts from the caregiver’s assessment, particularly when it leads to decreasing 
caregiver stress and increasing caregiver confi dence and skills in behavior manage-
ment and communication.

Caregiver assessments raise practitioner awareness of  caregiving situations 
and change taken-for-granted assumptions. They provide insights about what it 
means to be a caregiver and the daily realities of  care; enhance understanding of  the 
complexities of  caregiving; challenge existing perceptions/expectations; enable a bet-
ter response to caregiver needs, going beyond symptoms to understanding the under-

lying causes of  caregiver diffi culties; and 
release innate creativity (Guberman et al., 
2003; Lundh & Nolan, 2003; Maddock et 
al., 1998; Nicholas, 2003). 

Focusing on family caregivers 
changes the notion of  the client within 
the health and social service systems 
and transforms the relationship between 

caregivers and the system. It legitimizes caregivers’ right to be heard, provides a ratio-
nale for directing services to caregivers, justifi es practitioners’ intervention strategies 
and highlights information that can contribute to future service development (Audit 
Commission, 2004; Guberman et al., 2003; Lundh & Nolan, 2003; Maddock et al., 
1998). Assessment elicits a more accurate profi le of  caregiving situations and a clear-
er identifi cation of  caregiver needs that leads to the development of  new services 
and resources to fi ll the gaps (Guberman et al., 2001; 2003; Nicholas, 2003).

In terms of  long-term care systems development, the inclusion of  system-
atic, uniform caregiver assessment throughout the myriad of  home and community-
based services can help to reduce fragmentation. Uniform, aggregated assessment 
information on caregivers can enable administrators to measure the impact of  ser-
vices on caregivers and provide data needed to support and drive decision-making 
(Feinberg, Newman, Gray, Kolb & Fox-Grage, 2004).

Cha l lenges to Implementation 
To implement caregiver assessment in practice requires buy-in from all the 

stakeholders. Assessment must be part of  a multi-dimensional approach to caregivers 
that sets out how agencies/governments are proposing to support them and clarifi es 
underlying philosophies and caregiver status. Commitment from senior management, 
policymakers and funders toward caregivers and their assessment is essential for suc-
cess (Maddock et al., 1998).

Focusing on family caregi vers changes the 
notion of the cl ient w ithin the hea lth and 

socia l ser v ice systems and transforms the 
relat ionship between caregivers and the system.
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For example, are caregivers to be seen as resources to the system, with em-
phasis placed on training and educating them to take on more care activities? If  so, 
services play a secondary role and intervention supplies only what they are unable 
to provide. Or are caregivers seen as potential clients of  services and as potential 
partners in supporting people with disabilities in the community? This view would 
require a shift in thinking and practice. Many researchers and practitioners concur 
that getting assessors to see the caregiver as the client is the major challenge in imple-
menting assessment and having a specifi c tool and training is key (Feinberg & New-
man, 2004; C. Dennis, interview, April 8, 2005; S. Yudell, interview, March 31, 2005). 
“The caregiver as client model is great,” says Furman. “But I wouldn’t have said that 
two years ago because then my focus was completely on the patient.… When I actu-
ally saw for myself  what was happening in the home and the community, I realized 
that the caregiver is key to keeping everything going.” 

For such a signifi cant shift to take place, it must be an agency priority at all 
levels. Administrators and supervisors must be in full agreement to give front-line 
workers the necessary support. Administrative considerations include whether care-
givers will have their own client records and the impact on current organizational and 
budgetary practices. 

Several concerns lie behind practitioner resistance to caregiver assessment: 
excessive paperwork, lack of  time due to care recipients’ already overwhelming 
needs, lack of  resources to meet the assessed needs of  caregivers and fear of  intrud-
ing into caregiver’s time and privacy, including raising sensitive issues with which they 
are not prepared to deal. 

The constraints of  limited resources and the need to balance the interests of  
a range of  stakeholders challenge practitioners. When resources are rare, practitio-
ners feel powerless and fi nd it easier not to make caregiver needs explicit (Nicholas, 
2003). In the UK, the biggest factor determining how case managers approached 
caregiver assessment was caseload size (Audit Commission, 2004). The issue of  time 
surfaces in almost all discussions of  caregiver assessment. Practitioners see lengthy 
assessment tools as a waste of  direct service time, especially if  items are irrelevant 
for a particular caregiver or for available services (Bass, 2001). An assessment can 
and should take from 1½ to 2 hours although it need not be done in one meeting. 
Indeed, two or even three meetings with the caregiver may be preferable. The unpre-
dictability of  the situation often leads caregivers to reply differently about the stress-
es of  caregiving from one day to the next (Guberman et al., 2001; Maddock, 1998). 
In actual practice situations, when assessors have the training to raise issues with the 
understanding that the caregiver has the power to decide whether or not to explore 
them, few caregivers feel assessment is too intrusive or time-consuming (Nicholas, 
2003; Baxter, 2000; L. Van Tilburg, interview, March 18, 2005). 
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Generally, practitioner resistance must be faced head-on. Montgomery (inter-
view, April 1, 2005) feels case managers will buy in when they understand why they 
are collecting the data and how it is used to advance the care plan. Bass (2001) sug-
gests introducing fl exibility into the process, including fl exibility in the timing of  full 
assessment and in the administration of  the assessment tool. Others underscore the 
importance of  educating staff  to the benefi ts of  assessing caregiver issues, to the op-
tions and services available and to their responsibility to respond to caregiver needs. 
Manageable caseloads and on-going supervision must back up training (Maddock et 
al., 1998; Audit Commission, 2004).

A further challenge to implementing caregiver assessment is identifying care-
givers and mobilizing them for assessment. The terms “caregiver” and “assessment” 
may turn people away because they see themselves as family members, not as caregiv-
ers, and because the term assessment is interpreted as a process of  passing judgment 
on their fi tness to care rather than on their situation and their needs. Identifying care-
givers also is daunting since this population constantly changes. In the UK, for exam-
ple, more than one-third of  caregivers cease to provide or begin assuming care in any 
one year (Hepworth, 2003). Even where assessment is mandated, an estimated half  
of  caregivers are not known to service agencies (Audit Commission, 2004). The rea-
sons, besides lack of  awareness and self-identifi cation as caregivers, include lack of  
knowledge of  entitlement, ambiguity as to the outcomes of  assessment and diffi culty 
asking for help. The Audit Commission has proposed that primary care providers 
identify and refer caregivers and suggested that: (1) physicians distribute a letter to all 
potential caregivers addressing the issues and the right to assessment, (2) posters and 
leafl ets be placed in GP’s offi ces, and (3) promotional activities be organized, such as 
Carers’ Week or Carers’ Rights Day. 

The multi-cultural composition of  the American population poses yet other 
implementation challenges, including the issues of  language and cultural values 
around caregiving and service use. User-centered tools that allow caregivers to re-
spond in a contextualized manner seem to work better with people from minority 
ethno-racial groups (Guberman et al., 2001; Hepworth, 2003), but research in this 
area is scarce. Specifi c strategies to encourage minority caregivers to self-identify and 
participate in assessment must be developed.

What Fur ther Research Is Needed?
Many questions surrounding caregiver assessment remain unanswered. First 

and foremost, does assessment, per se, pursued under real world conditions make a 
difference in caregiver well-being? Does it lead to lowered levels of  burden, depres-
sion, etc.? A few controlled intervention studies positively link assessment, inter-
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vention and outcome (Gitlin, Hauck, Dennis, & Winter, 2005; Hoskins, Coleman 
& McNeely, 2005; Mittelman, Roth, Coon & Haley, 2004). However, they may not 
be generalizable to the context of  real practice when caregiver assessment and inter-
vention is integrated into ongoing caseloads and overworked professionals. It would 
be interesting to evaluate, using a quasi-experimental design, the specifi c impact of  
assessment in practice settings, not only in terms of  immediate outcomes for caregiv-
ers but also in terms of  changes in services plans, relations between service providers 
and caregivers, and system development. Such research may lead us to affi rm more 
confi dently that the investment of  time, money and human resources to perform 
caregiver assessment would lead to desired outcomes for caregivers. 

Another question concerns the relative merits of  the vast, and growing, array 
of  caregiver assessment tools. A study comparing the effi ciency, appropriateness and 
adaptability to everyday practice of  these tools might be appropriate, bringing into 
play the benefi ts and drawbacks of  standardized versus open-ended, caregiver-driven 
assessment and leading us back to the philosophy underlying assessment. The tool 
employed may turn out to be less important than the act of  sitting down to hear and 
then act upon the caregiver’s story. 

Finally, we need further research to consolidate our knowledge of  the appro-
priateness of  different types of  tools in different settings, and with different popu-
lations. What are the advantages and disadvantages of  standardizing assessment and 
using a uniform caregiver tool across settings and disease groups? Certainly, minimal 
evidence available (Guberman et al., 2001) suggests that a comprehensive tool touch-
ing on the major elements of  the caregiving experience can be employed appropriately 
with a vast array of  caregivers (varying in age, relation to the care recipient, ethnic ori-
gin, level of  involvement in care) caring for diverse groups of  people (e.g., frail elderly 
and other adults with all types of  physical, mental and cognitive disabilities). Is stan-
dardized assessment more helpful with caregivers who have fewer skills in understand-
ing and negotiating the system, or at specifi c moments in the caregiving trajectory? 

Conclusion
Many caregivers are endangering 

their health and mental well-being, sacrifi c-
ing their professional lives and economic 
futures, and, in some cases, dying, in order 
to care for ill and disabled friends and relatives (Schulz & Beach, 1999). They are 
making an invaluable contribution to American society. Can we remain blind to their 
situation? Can we continue to study and work with caregivers and document their 
realities but not intervene in a way that takes into account their own well-being?

Can we continue to study and work w ith 
caregivers and document their rea l i t ies but 

not inter vene in a way that takes into account 
their own wel l -being?
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Assessment tools legitimize the right of  practitioners to open the door to 
caregivers, to hear their stories and to determine service plans based on a full un-
derstanding of  the global care situation, not just the needs and reality of  the person 
needing care. An effective caregiver assessment tool enables practitioners to identify 
key areas of  concern to the caregiver and to develop ways to respond creatively. 
Having a clear rationale, including a holistic understanding of  the caregiver’s view 
and desired outcomes, along with the care recipient’s perspective, enables limited 
resources to be targeted appropriately and interventions to be improved. Even when 
little change can be made in service delivery, the very act of  recognizing caregivers as 
separate individuals with their own needs has been shown to have positive impacts. 

But caregiver assessment is only a tool, not an end in itself. For assessment to 
matter, the rationale and philosophy underlying support to caregivers and the status 

of  caregivers within the health system need to be 
made explicit. Values with regard to the roles and 
responsibilities of  families, friends and neighbors, 
and the private and public sectors, are central. Are 
caregivers to be assessed only to control their ac-

cess to resources, to offer them minimal support so they can carry on despite major 
hardships and long-term dangers to themselves? Or will assessment give them an 
opportunity to take stock of  their situation and participate in a process that enables 
them to better balance their own needs with caregiving and other responsibilities?

Are we ready to make the paradigm shift that moves caregivers from the 
shadows to the forefront of  policy, agency and worker attention? Indeed, the actual-
ization of  the benefi ts of  caregiver assessment depends greatly on political will. 

Since the Older American Act’s NFCSP began, new resources have provided 
caregivers with basic information and support services. Medicaid HCBS waiver pro-
grams and state-funded programs also offer some services, mainly respite care. Still, 
less than half  of  these programs uniformly assess caregiver needs (Feinberg et al., 
2004). Further, many current assessments only determine eligibility and do not ex-
amine caregivers’ situations and needs. How then are services determined? Research 
clearly shows that no single intervention works for all, and that caregiver support 
must be tailored to individual situations. According to Nolan and associates (2005), 
individualized assessment leads to timely, appropriate services and resources which 
will impact on caregivers’ well-being. Caregivers save the health and long-term care 
system billions of  dollars and they are people with their own unanswered needs. Sup-
porting them is a sound economic and moral investment. Systematic, mandated, rou-
tine assessment is the key to ensuring a full return on this investment. 

Caregiver assessment is only a too l, 
not an end in i tsel f.
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Appendix 1 – Case Study: Mrs. K
Mrs. K, age 71, cares for her 82-year-old husband. A stroke left him with 

limited mobility on the right side, making walking and transfers diffi cult. He is cared 
for at home with some limited Medicaid home care support. Mrs. K feels she must 
care for her husband to the end, at home, but she was experiencing sleeplessness, 
abdominal problems, irregular heartbeats and general anxiety. She shared her anxiety 
and ailments with the home care worker, who spoke to the agency social worker. The 
social worker proposed a home assessment visit to better understand the sources of  
her distress and better support her.

In the assessment, Mrs. K revealed that her husband was extremely fearful of  
falling and constantly asked Mrs. K to fetch things or help him from one place to an-
other. Mrs. K ran up and down the stairs many times a day. Physically exhausted, she 
had shoulder and back pains. Mr. K, often depressed by his physical losses, required 
constant moral support. Mrs. K. had stopped volunteering, given up many social ac-
tivities and had little time to enjoy her grandchildren who used to visit regularly. Mrs. 
K had not seen her doctor recently because she couldn’t fi nd time; thus no one has 
looked into her physical problems. She felt overwhelmed by loss and powerlessness, of-
ten teary and listless, but tried to hide this from her husband. At times, she was so over-
whelmed and exhausted she went to the basement and turned on the radio so as not 
to hear her husband. Once, when he couldn’t get her attention, he tried going to the 
bathroom by himself, fell, dirtied himself  and remained like this for half  an hour. Her 
guilt led to her incapacity to set limits with him. Her two sons provided some support 
but she did not feel she could share her emotional state with them. Mrs. K’s growing 
inability to meet her husband’s needs and demands put herself  and her husband at risk.

Mrs. K was referred for short-term counseling (fi ve sessions), where she dis-
cussed her feelings of  guilt and total responsibility for Mr. K and received validation 
to take care of  herself. Encouraged, she enlisted the social worker to help her negoti-
ate with her husband around his constant demands and his need to have her continu-
ally at his side so that she could get time to take care of  her physical health and re-
new herself  with some social activities. She also learned about adult day centers. Mrs. 
K saw her doctor, who now follows her physical and emotional condition. A physio-
therapist trained her to help her husband during transfers without injuring herself.

Four months after the assessment, Mrs. K feels more positive. Mr. K goes 
to a day center twice a week, freeing up time for her and putting him in contact with 
professionals and peers who are helping him reframe his own situation, reinforce 
his autonomy and change his outlook. Mrs. K has arranged for two of  the couple’s 
grandchildren to visit their grandfather once a month each for an hour after which 
they join the couple for supper. Mrs. K has resumed playing cards once a week with 
her friends while one of  her sons visits with Mr. K. 

Mrs. K’s assessment may have avoided a crisis situation whereby she would have 
become a client herself, and her husband would have been placed in a nursing home.
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Abstract
Increasing the use of  family caregiver assessment could serve various public 

policy goals. This paper discusses those goals and describes the current use of  family 
caregiver assessment in publicly funded programs that pay for home and commu-
nity-based services. It proposes policy options for increasing and supporting the use 
of  family caregiver assessment in those programs and in hospital and nursing home 
discharge planning for frail older people and adults with disabilities. The paper is in-
tended to assist in evaluating and prioritizing policy options, and it proposes criteria 
for this purpose. It also identifi es important questions about assessment instruments 
and procedures that are important in thinking about the likely effects of  various  
public policy changes. 

♦ ♦ ♦ ♦ ♦

Introduction
At fi rst glance, public policy and family caregiving seem unlikely co-depen-

dents. Family caregiving exists in the quintessentially private realm of  intimate and 
longstanding relationships and personal obligations based on love, duty, cultural and 
religious values. Public policy, on the other hand, is the framework for marshaling and 
allocating resources and establishing the rules and regulations that govern rights and 

responsibilities in the civic realm. 
But long-term care for people in 

the U.S. who are ill, disabled or elderly 
brings the two together. In this arena, 
public policy depends on unpaid family 
caregivers.3 Their work is essentially 

3 In this paper, the terms “family”, “families” and “family caregivers” are defi ned broadly and include relatives, 
partners, friends, or neighbors who have a signifi cant relationship with, and provide a broad range of  assistance 
for, an older person or an adult with a chronic illness or a disabling condition. These individuals may be primary 
or secondary caregivers; those who provide either part-time or full-time help; and those who live with the care 
recipient or live separately. 

Family caregi v ing ex ists in the quintessentia l l y 
pr i vate rea lm of int imate and longstanding 

relat ionships and persona l obl igat ions based on 
love, duty, cul tura l and rel ig ious va lues.

Assessment of Family Caregivers:
A Publ ic Po l icy Perspecti ve
Katie Maslow, MSW, Caro l Lev ine, MA, and Susan Reinhard, PhD, RN
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irreplaceable, both because of  their longstanding, often deeply personal, bonds with 
the person who needs care and because providing an alternate source of  care is 
costly and diffi cult. Without family caregivers, long-term care could not be sustained. 
And for their part, family caregivers depend on public policy, directly and in less ob-
vious ways. In this relationship, the question 
might be phrased: Who depends on whom? 

Family caregiver assessment is part 
of  the public-policy and family-caregiving 
relationship. Caregivers directly benefi t from 
caregiver assessments, which generally make them feel recognized as individuals, not 
just adjuncts to their ill or elderly family member. Caregiver assessments that determine 
eligibility or appropriateness for a service offer indirect benefi ts to the caregiver, ope-
ning up opportunities for assistance of  various kinds; however, they also may foreclose 
entrance to these services.

Purpose of Paper
This paper discusses the various public policy goals that could be served by 

increased use of  family caregiver assessment. It provides background on the growth in 
awareness of  family caregiving and attention to family caregiver assessment in the U.S.; 
describes the current use of  family caregiver assessment in publicly funded programs 
that pay for home and community-based services (HCBS); and identifi es possible  
policy options for increasing and supporting the use of  family caregiver assessment. 

The paper is intended to assist in evaluating and prioritizing policy options 
and proposes criteria for this purpose. Rather than recommend particular options, 
it presents an array of  possibilities for consideration. In some instances, the same 
option is proposed for different programs because implementing the same general 
option raises distinct challenges in different programs. For example, adding family 
caregiver assessment to the Older Americans Act’s National Family Caregiver  
Support Program is very different from adding it to Medicaid. Different laws,  
legislative histories, committee processes and vocal stakeholders (for and against 
change) are involved—to name a few. 

Without family caregi vers, long-term 
care could not be susta ined.
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Background: Grow th in Awareness of Family Caregiv ing 
and Caregiver Assessment

Family Caregiving. For most of  American history, family caregiving was 
entirely a family or small-community responsibility. Only people who had no family 
or who were homeless and destitute came to the attention of  city fathers (there were 
few city mothers in those days). Public health authorities in the late 19th and early 20th 
century began to provide home nursing care to poor people, mainly immigrants, and 
to educate their families in an attempt to stem infectious disease and the presumed 
evils of  urban life.

The Kerr-Mills Act of  1960 provided federal funds to states to pay for medi-
cal care for indigent aged citizens, but the current era began in 1965 with the passage 
of  Medicare and Medicaid. Since then, the federal and state governments have been 
directly involved in paying for medical care and some HCBS for elderly and poor 
people. Public policymakers asked and continue to ask: “If  we provide services for 
people with extensive care needs, will families abandon their relatives? Why should 
we pay for what families have always done for free?” In the 1980s and 1990s, looking 
at “informal caregiving” (the services provided, not the caregivers themselves) be-
came part of  the policy world. 

A major shift has occurred over the past decade. Federal and state policyma-
kers increasingly see the importance and value of  family caregiving. An aging popu-
lation, dramatic advances in medical treatment, women’s entry into the labor force 

and, especially, concern 
about the spiraling 
costs of  health care 
fuel this interest. The 
mantra, “The Baby 
Boomers are coming, 
the Baby Boomers are 
coming!” has not been 
lost on policymakers. 

Caregivers are 
relative newcomers to 

the policy world, pushed forward by a few leaders from their own ranks and advoca-
tes from disability, aging and disease-specifi c organizations. Policymakers, sometimes 
because of  their own family caregiving experiences, have begun to recognize that care-
givers are providing an enormous service, not just to their family members but also to 
the commonweal through their unpaid provision of  the major share of  long-term care.

A major shi ft has occur red over the past decade. Federa l and 
state po l icymakers increasingly see the impor tance and va lue 

of family caregi v ing. An aging populat ion, dramatic advances 
in medica l treatment, women’s entr y into the labor force and, 
especia l l y, concern about the sp ira l ing costs of hea lth care fuel 
this interest. The mantra, “The Baby Boomers are coming, the Baby 
Boomers are coming!” has not been lost on po l icymakers.
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In the 1990s many federal and state government programs supported family 
caregivers indirectly, by paying for services for the care recipient; some supported 
family caregivers directly, through services such as respite care and caregiver trai-
ning (Coleman, 2000; Feinberg & Pilisuk, 1999; Kassner & Williams, 1997). In 2000, 
landmark federal legislation created the National Family Caregiver Support Program 
(NFCSP) as part of  the Older Americans Act Amendments of  2000 (Public Law 
106-501). The NFCSP is the fi rst federal government program to recognize family 
caregivers explicitly and provide federal funding for services to support them. Since 
2000, publicly funded services intended to support family caregivers directly have 
increased, partly due to NFCSP funding and related federal and state government ac-
tivities (Feinberg, Newman & Van Steenberg, 2002; Feinberg, Newman, Gray, Kolb & 
Fox-Grage, 2004; USDHHS, 2003). 

Despite greater awareness among policymakers and the increase in publicly 
funded services for family caregivers, this congruence of  interests should not be 
taken too far. As Feder and Levine (2004) note:

A fundamental assumption underlying health care policy…is that the legal 
benefi ciary is an individual, not a family…. Policymakers tend to view pro-
grams as they affect the full population they are intended to serve, rather 
than programs’ impacts on particular individuals. Their focus is on the 
benefi ts the law provides to program benefi ciaries, not on the varied cir- 
cumstances facing benefi ciaries and families (pp. 103-04).

Caregiver Assessment. With the benefi ciary as the primary, if  not sole,  
focus, most programs allocate services based on an assessment of  that person’s 
needs; they do not require an assessment of  the family. Caregivers sometimes are 
referred to as “resources” but are not recognized as individuals with needs separate 
from those of  the care recipient. When assessment of  the family caregiver does oc-
cur, the focus is on care needed because of  the benefi ciary’s limitations in activities of  
daily living (ADLs) not on the family member’s special relationship with the care recipi-
ent or willingness and ability to provide 
other kinds of  needed care and support 
(Reinhard, 2004). 

Policymakers may be reluctant 
to require family caregiver assessments 
for various reasons. They may want to 
avoid “onerous” record keeping and 
reporting tasks for program staff. They may also fear that such assessment will bring 
people “out of  the woodwork,” creating a new category of  clients with expectations 
for new kinds of  services and resulting in complaints rather than satisfaction, when 
programs cannot meet these expectations without additional funds. Family caregiver 
advocates have stressed the huge number of  family caregivers, bringing attention to 

Caregivers sometimes are refer red to as 
“resources” but are not recognized as indi v idua ls 

w ith needs separate f rom those of the care recip ient. 
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the issue but also fueling policymakers’ concerns that attending to even the most mo-
dest of  caregiver needs will overwhelm already fragile service systems. 

Advocates argue that family caregiver assessment is essential. A 1998 
consensus development conference on caregiving sponsored by the National Health 
Council supported a recommendation to: “Develop a method for assessing the needs 
of  caregivers and providing support for those services and resources they cannot 
provide on their own” (National Health Council, 1998). In 2003, a group of  family 
caregiver advocates proposed eight “Principles for Change,” including the following: 

Principle 8: Family caregivers must have access to regular comprehensive assess-
ments of  their caregiving situation to determine what assistance they may require.

♦ Social service and health care providers cannot assume that family mem-
bers can always provide care for a frail elder or person with disabilities.

♦ Family caregivers should be considered an integral part of  the long-term 
care system, as individuals with rights to their own support and assess-
ments of  their own needs.

♦ An assessment of  the family caregiver’s strengths, need and preferences 
constitutes the foundation for developing appropriate and quality long-
term care.

♦ The availability of  family members and others to provide uncompensated 
care should not be considered in allocating long-term care benefi ts (as in 
the Medicaid program) (Family Caregiver Public Policy Coalition, 2003).

In 2004, several policy analysts recommended that family caregiver assess-
ment be required in Medicare and Medicaid-funded home care programs and in-
cluded in Joint Commission on Accreditation of  Healthcare Organizations (JCAHO) 
standards for hospital discharge planning (Gould, 2004; Riggs, 2004; Vladeck, 2004). 
Further, the White House Mini-Conference on the Future of  Caregiving in June 2005 
recommended the “development of  a national assessment program for all family and 
informal caregivers that can assess their need for support services and which can be 
integrated into the development of  care plans” (Mini-Conference, 2005).

In sum, family caregiver assessment is now clearly on the public policy agen-
da. On the other hand, legislative proposals currently pending in Congress that might 
be vehicles for increasing family caregiver assessment, for example the Geriatric and 
Chronic Care Management Act (S. 40 and H.R. 467) and the Lifespan Respite Care 
Act (S. 1283) do not require it.
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At least f i ve main categor ies of publ ic po l icy goa ls could be ser ved 
by family caregi ver assessment: to keep caregivers prov id ing care; 

to protect recip ients f rom abuse and neglect; to eva luate caregiv ing 
ser v ices; to respond to caregi ver demands; and to do good.

Publ ic Po l icy Goa ls and Caregiver Assessment
From the perspective of  policymakers, at least fi ve main categories of  public 

policy goals could be served by family caregiver assessment: to keep caregivers provi-
ding care; to protect recipients from abuse and neglect; to evaluate caregiving servi-
ces; to respond to caregiver demands; and to do good. 

Keeping Caregivers Providing Care. Public policy depends on an unwrit-
ten contract with family caregivers to maintain and even increase their level of  
involvement in long-term care, so an overriding goal is to prevent caregivers from 
succumbing, physi-
cally and mentally, 
to the rigors of  the 
job. State budgets 
are struggling to 
support formal care 
services, whether 
in nursing homes 
or in the community; without family caregivers, they could not provide even what 
they now do. There is not enough money or workers. Spending money on caregiver 
services is a prudent way to prevent the greater expense that the loss or decrease of  
family care would bring. Not all caregivers will want, or accept, or can be given, all 
services; caregiver assessments can help to target (or ration) services. 

Currently the characteristics and needs of  the “primary” consumer (the ben-
efi ciary or care recipient), such as income, type of  disability, and level of  functioning 
generally are used to target services, although funding availability and professional 
interest may be the deciding factors. Targeting also could be accomplished by focus-
ing on the caregiver’s characteristics and needs. Although these two sets of  needs 
may also intersect neatly, they may be at variance. For example, a care recipient could 
have relatively modest needs, and the caregiver serious problems. 

Protection from Abuse and Neglect. Both caregivers and care recipients are 
vulnerable populations. Most families try hard to provide good care, but some caregivers 
are overcome by their obligations, their own illnesses and their circumstances. Assess-
ments can help determine which caregivers suffer so much from physical and social 
isolation, lack of  knowledge about disease or medications, poor mental or physical 
health, or personal or family problems, that they may abuse or neglect the care reci-
pient. Timely interventions can prevent abuse and neglect and respond when neces-
sary with Adult Protective Services or other action. However, these actions also may 
intrude upon family privacy and autonomy and may confront cultural barriers. 
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Evaluation of  Caregiving Services. Public policymakers have an obliga-
tion to evaluate the effectiveness of  existing programs. Forward-looking offi cials 
want to identify the need for and types of  new programs to serve caregivers and be 
sure that caregivers are receiving appropriate services. Program staff  is an important 
information source, but caregivers’ evaluations of  the services are essential as well. 
Assessments of  caregivers who are not receiving services can surface the reasons and 
suggest possible program adjustments or innovations. For example, respite services are 
often underutilized. Caregiver assessments can help identify why—whether it is how 
the program is structured, caregivers’ worries about the quality of  substitute care or 
the program’s inadequate supervision and management. These problems can then be 
addressed more directly (Reinhard, Bemis & Huhtula, 2005).

Responding to Caregivers’ Demands. Public policy responds to many 
pressures—political agendas, funding streams, needs assessments and research, for 
example. Consumer demand is an important impetus to creating public policy, for 
public policymakers are sensitive to the people who elect them, pay their salaries and 
challenge them in meetings and the media. Although caregiver demand for services is 
beginning to increase, caregivers have not yet fully capitalized on their numbers, their 
importance to the health care and social service sectors, and the power of  their stories. 
Many caregivers, perhaps most, do not identify themselves as caregivers; some even re-
ject that designation. They feel that they should be able to do the job alone, an attitude 
that professionals, others in their families and communities, and even the care recipient 
often reinforce. This attitude may change as Baby Boomers, more accustomed to asser-
ting their rights and demanding services, come of  (old) age.

Doing Good. By and large policymakers want to do good and feel that  
their public service improves their constituents’ lives and their communities. Keenly 
aware of  the competition for resources, they try to balance one group’s needs against 
another’s equally urgent claims. Making hard choices is not easy, so the motivation to 
do good alone will not allow caregiving assessment to rise high on the public policy 
agenda. One or more other goals also will need to be in place.

Pol icy Options for Increasing Family Caregiver Assessment 
in Publ ic Home and Community-Based Ser v ices Programs

Overview. The main programs that pay for most publicly funded home 
and community-based care for frail older people and adults with physical disabilities 
are Older Americans Act programs, Medicaid, and state-funded programs. These 
programs help family caregivers by paying for services for the care recipient and 
increasingly support services explicitly for the caregiver. Yet, many do not require 
family caregiver assessment. This section describes each of  these programs, notes 
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their reported use of  family caregiver assessment, and identifi es policy options for 
increasing the use of  such assessment in each program. Many public programs that 
pay for HCBS now allow payment to some family caregivers4 and “consumer direc-
tion.”5 Moreover, many states are currently working to rebalance their long-term care 
systems to redress institutional bias and integrate HCBS funding by various public 
programs in response to the U.S. Supreme Court decision in the Olmstead case.6  
Implications of  both these developments for the use of  family caregiver assessment 
are also discussed.

Other considerations in weighing policy options are the level of  government 
at which the decision will be made, whether the policy results in a requirement or 
simply latitude and whether new funds are provided to implement the policy. A fed-
eral program that requires family caregiver assessment likely would have a different 
impact, for example, than a federal program that allows family caregiver assessment 
but lets states decide whether to require such assessments. Similarly, an option that 
allows the use of  existing program funds for family caregiver assessment differs from 
one that would provide new funds for such an assessment. 

Other considerations spring from how the assessment would be conducted. 
Box 1 (page 66) outlines questions to ask about the assessment instrument and pro-
cedures that would be used in connection with any of  the proposed policy options. 
Answers to these questions may infl uence attitudes about the desirability of  particu-
lar options.

Older Americans Act Programs. The Older Americans Act (OAA) was 
enacted in 1965, and most recently reauthorized in 2000. At the federal level, the 
Administration on Aging (AoA) administers OAA programs; at the state level, State 
Units on Aging (SUAs); and at the regional, county and local levels, the Area Agencies 
on Aging (AAAs). AoA could pay for or otherwise support family caregiver assessment 
through the NFCSP, other OAA-funded HCBS and/or research, evaluation and techni-
cal assistance programs. 

4 Federal payment for spouses and parents of  dependent children requires special waivers. 
5 “Consumer direction” is a broad term and includes the potential for consumers to select and super-
vise the people who will provide personal care.
6 The 1999 Supreme Count decision in Olmstead v. L.C. (119 S.C. 2176 (1999)) affi rmed the right un-
der the Americans with Disabilities Act of  qualifi ed individuals to be transferred from institutions to 
their communities with appropriate services. 
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Box 1. What to Ask About Family Caregiver Assessment:
Who, What, When, Why, and How Often

♦ Who would be assessed? Would it be only the primary family caregiver? Who 
would have authority to identify the family caregiver(s) to be assessed?

♦ Who would conduct the assessment?

♦ What assessment instrument would be used? Who would have authority to 
select or design it?

♦ How would the privacy rights of  the care recipient under HIPAA be balanced 
with the caregiver’s need to have full information about the level of  care 
required? Do program staff  need explicit authorization from the client to 
contact family caregivers about the client’s care?

♦ Would the assessment results be used to determine eligibility for program 
services? If  so, would the results determine only the family caregiver’s 
eligibility for family support services, or would the results also affect the care 
recipient’s eligibility for services?

♦ What would happen if  the family caregiver(s) refused to be assessed? How 
would such refusal affect the care recipient’s eligibility for program services?

♦ What would happen if  the family caregiver assessment identifi ed needs that 
could not be met through services provided or paid for by the program? What 
entitlement would the caregiver have to such services, and conversely, what 
obligation would government have to provide or pay for the services?

♦ How often would reassessment be required?

♦ How would the implementation and quality of  the assessment and 
reassessment procedures be monitored and assured?

The National Family Caregiver Support Program (NFCSP). The NFCSP requires all 
SUAs and AAAs to offer, at a minimum, the following services to benefi t family caregivers:

♦ information about available services;
♦ assistance in gaining access to supportive services; 
♦ individual counseling, organization of  support groups, and caregiver train-

ing to assist caregivers in making decisions and solving problems relating 
to their roles; 
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what caregi ver assessment means var ies across states. 

♦ respite care to enable caregivers to be temporarily relieved from their care-
giving responsibilities; and

♦ supplemental services on a limited basis, to complement the care  pro-
vided by caregivers.

The NFCSP serves family caregivers of  adults age 60 and older, with priority 
for older adults with the greatest social or economic need. Designated percentages of  
NFCSP funds are reserved for grandparents aged 60 and over caring for grandchildren 
and for Native American caregivers. In federal fi scal year 2002, the NFCSP provided 
information about available services to over 4 million people, assistance in gaining access 
to services to 440,000 people, counseling and training to 182,000 people, respite care to 
76,000 people, and supplemental services to 56,000 people (AoA, 2004).

A 50-state survey of  family caregiver support programs conducted by the 
National Center on Caregiving at Family Caregiver Alliance (Feinberg et al., 2004) 
provides a valuable baseline in 
thinking about state practices in 
family caregiver assessment. In 
response to the 50-state survey, 
almost all states reported that 
they do assess family caregivers in the state’s NFCSP-funded program. However, 
what caregiver assessment means varies across states. Some respondents believed 
that simply asking care recipients about family caregivers constitutes “caregiver 
assessment.” Of  the states that reported that they assess family caregivers in their 
NFCSP-funded program, slightly less than half  used a uniform assessment instru-
ment that includes questions about the family caregiver’s needs and situation.7 Three 
states (Iowa, Louisiana, New Hampshire) said they assess only the care recipient in 
their NFCSP-funded program, but one of  them (Louisiana) uses a uniform assessment 
instrument that includes the family caregiver’s needs and situation, even though the ca-
regiver is not assessed directly. 
Among states that use a uniform instrument with questions about the family caregi-
ver’s needs and situation, the six most frequently reported areas of  assessment were: 
(1) ability to provide care; (2) basic caregiver demographics; (3) caregiver strain; (4) 
care frequency; (5) caregiver physical health; and (6) caregiver depression. 

Four policy options for the NFCSP to increase the use of  caregiver assessment are:
♦ A congressional amendment could add family caregiver assessment to the 

types of  services states must offer and allow them to use NFCSP funds 
for this service. 

7  In the context of  the 50-state survey, the term “situation” was intended to mean the status and 
circumstances of  the caregiver from his/her own perspective, e.g., the caregiver’s physical and mental 
health and behavioral symptoms of  the person being cared for that upset the family caregiver and 
cause strain. 
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♦ A congressional amendment could add family caregiver assessment as an 
optional service that states can choose to provide with NFCSP funds. If  
such an amendment passed, states could choose whether to require family 
caregiver assessment for their NFCSP-funded services. 

♦ AoA could use NFCSP funds to commission a detailed analysis of  family 
caregiver components of  the various assessment instruments and pro-
cedures that states currently use in their NFCSP. This analysis could be 
especially useful for state NFCSPs that do not currently use an instrument 
with a systematic family caregiver component.

♦ AoA could use NFCSP funds to fund a pilot study in one or more states 
to compare program procedures and outcomes when a family caregiver 
assessment is or is not used.

Other OAA Programs. OAA programs other than the NFCSP pay for many 
services and interventions intended to develop, coordinate and provide appropriate 
supports for people age 60 and over. Home and community-based services funded 
by OAA programs include home-delivered meals, transportation, home care (e.g., 
homemaker and chore services), telephone reassurance, respite and home modifi ca-
tions. In addition, OAA programs pay for research, program analysis and technical 
assistance to support aging network agencies. 

The 50-state survey did not collect information about OAA programs other 
than the NFCSP. Thus, national data are not available on the use of  family caregiver 
assessment in these other OAA programs.

Two policy options that could increase caregiver assessment in other OAA  
programs are:

♦ A congressional amendment could add family caregiver assessment to the 
types of  services states must, or are allowed to, provide with OAA funds. 
With an amendment that allowed states to provide family caregiver assess-
ments with OAA funds, the states then would have to decide whether to 
require AAAs and other contracted agencies to provide these assessments 
and what training is needed to do so. 

♦ AoA could use OAA research and demonstration program funds to de-
velop, implement and evaluate a family caregiver assessment instrument 
and procedure for use either generally or in one or more OAA-funded 
program.

Medicaid. The federal Medicaid program, enacted in 1965, requires states 
to pay for home health services, including nursing, home health aides, medical sup-
plies and medical equipment for certain categories of  individuals (including aged and 
disabled) who meet specifi ed fi nancial, medical and/or functional eligibility criteria 
(O’Keeffe, Smith, Carpenter, Doty & Kennedy, 2000). The program allows states to 
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pay for additional services, including personal care and physical therapy. The federal 
Medicaid program also allows states to apply for waivers to pay for a wider array 
of  HCBS for aged/disabled people who meet fi nancial eligibility criteria and would 
otherwise require nursing home care reimbursable by Medicaid. These waivers are 
referred to as 1915(c) or HCBS waivers or 1115 waivers. As of  2000, all states had 
one or more of  these waivers (Wiener, Tilly & Alecxih, 2002).

Medicaid expenditures to keep people in their homes and communities are 
growing by one to three percent per year (Burwell, Sredl & Eiken, 2005). Federal law 
requires, however, that Medicaid services, including services paid for under 1915(c) 
HCBS and 1115 waivers, must address the benefi ciary’s needs, not the needs of  the 
family unit. In response to the 50-state survey, only ten states (Hawaii, Massachu-
setts, Minnesota, New Hampshire, New Jersey, New Mexico, North Carolina, Ohio, 
Pennsylvania and Utah) reported that they assess family caregivers in addition to 
assessing the person with disability in their Medicaid 1915(c) HCBS waiver program 
(Feinberg et al., 2004; Feinberg & Newman, 2005).8 All but one of  these states (New 
Hampshire) also reported using a uniform assessment instrument with questions 
about the family caregiver’s needs and situation. An additional 15 states (Connecticut, 
Delaware, Florida, Georgia, Kansas, Louisiana, Massachusetts, Maryland, Michigan, 
Montana, Oklahoma, South Carolina, South Dakota, Virginia and Washington) who 
reported that they assess only the care recipient use a uniform assessment instrument 
that includes some questions about the family caregiver’s needs and situation, even 
though the caregiver is not assessed directly. Surprisingly, almost half  of  the Medi-
caid 1915(c) HCBS waiver programs did not collect data on family caregivers and 
ould not answer the question: “If  the family caregiver is not considered the client in 
the program, approximately what percentage of  your clients have a family caregiver?” 

Responses from all states that reported their state’s Medicaid 1915(c) HCBS 
waiver program uses a uniform instrument with questions about the family caregiver’s 
needs and situation show that the six most frequently reported areas of  family  
caregiver assessment were: (1) caregiver willingness to provide care; (2) ability to  
provide care; (3) care frequency; (4) caregiver strain; (5) care duration; and (6) care-
giver physical health. Four of  these six match those most frequently reported by 
NFCSP assessments (ability to provide care, care frequency, caregiver strain, and  
caregiver physical health). 

The 50-state survey did not collect information about regular Medicaid pro-
grams. Thus, national data are not available on the use of  family caregiver assessment 
in these programs.

8 Respondents for some of  these states may have believed that asking care recipients about family 
caregivers constituted “caregiver assessment.”
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Four policy options to increase caregiver assessment in Medicaid are:
♦ A congressional amendment could add family caregiver assessment to the 

types of  services states are required to provide in their regular Medicaid 
program. 

♦ A congressional amendment could add family caregiver assessment as an 
optional service states can choose to provide in their regular Medicaid 
program. 

♦ The federal Centers for Medicare and Medicaid Services (CMS) could de-
velop a notice for state Medicaid agencies to clarify existing federal policy 
that Medicaid funds can be used for family caregiver assessment (as part 
of  the full “participant” assessment) in regular Medicaid and Medicaid 
waiver programs.

♦ CMS, AoA, the Offi ce of  the Assistant Secretary for Planning and Evalu-
ation (ASPE) or another federal agency could commission a detailed com-
parison of  the family caregiver components in the uniform assessment 
instruments currently being used by states in their Medicaid waiver pro-
grams, with states that do not have these components. 

State-Only Programs. Many states use state general funds or other state-only 
funds to pay for various HCBS for older people and adults with physical disabilities 
(Feinberg et al., 2004; Kassner & Williams, 1997; Wiener et al., 2002). In response to the 
50-state survey, 20 states reported that family caregivers are assessed in at least one of  
the HCBS programs funded entirely by the state (Feinberg et al., 2004). In 14 of  these 
20, programs use a uniform assessment instrument that includes questions about the fa-
mily caregiver’s needs and situation. Among states using such an instrument, the six most 
frequently reported areas of  family caregiver assessment were the same as those reported 
in the NFCSP assessments: (1) ability to provide care; (2) caregiver strain; (3) basic caregiver 
demographics; (4) caregiver physical health; (5) care frequency; and (6) caregiver depression. 

One policy option to increase caregiver assessment among state-funded programs is:
♦ States that do not currently use a family caregiver assessment in their state-

funded HCBS program(s) could evaluate the benefi ts by seeking information 
from states that do use such an assessment. 

Programs that Allow Payment to Family Caregivers or Consumer Direc-
tion. Many publicly funded HCBS programs allow payment to family members to provi-
de the care in HCBS. Based on the 50-state survey, 44 states and the District of  Columbia 
have at least one HCBS program that allows payment to family members, including 59 
percent of  state NFCSPs, 40 percent of  state-only programs and 74 percent of  Medicaid 
1915(c) HCBS waiver programs (Feinberg et al., 2004; Feinberg & Newman, 2005).9

9 Medicaid waiver programs do not allow payment to spouses.
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When a family member is being pa id to prov ide care or when a 
care recip ient is not able or does not want to make decis ions 

about ser v ices (e.g., decis ions about hir ing and directing the 
prov ider) and a family member takes over this task , family caregi ver 
assessment might be par t icular l y impor tant—prudent, in fact, i f 
both situat ions occur.

Consumer-directed care is also allowed by some publicly funded HCBS; 
and many programs that allow consumer direction also allow payment for family 
members to provide care (Doty, 2004; Feinberg et al., 2004; NASUA, 2004; Tilly & 
Wiener, 2001). Responses to the 50-state survey (Feinberg et al., 2004) show that all 
but two states (Delaware and New York) had at least one HCBS program that allows 
consumer direction; this includes 86 percent of  state NFCSPs, 62 percent of  state-
only programs, and 65 percent of  Medicaid 1915(c) HCBS programs. A 2001 inven-
tory of  public programs that allow consumer direction found that 80 percent also 
allowed payment to family members to provide care (Doty & Flanagan, 2002).

When a family 
member is being paid 
to provide care or when 
a care recipient is not 
able or does not want 
to make decisions about 
services (e.g., decisions 
about hiring and direct-
ing the provider) and a 
family member takes over 
this task, family caregiver 
assessment might be particularly important—prudent, in fact, if  both situations oc-
cur. On the other hand, the intent of  paying family members and allowingconsumer 
direction is to increase choice and control for the care recipient and family, and to 
avoid bureaucratic rules and intrusive professional monitoring (Doty, 2004; Feinberg 
& Newman, 2004). 

A policy option for programs that allow payment to family caregivers and 
consumer direction is:

♦ AoA could commission an analysis of  the pros and cons of  family care-
giver assessment in public programs that pay for HCBS and allow either 
payment of  family members or consumer direction or both. This analysis 
could: include a review of  family caregiver assessment instruments and 
procedures, if  any, in existing programs, including Cash and Counseling 
and Independence Plus waiver programs; 10 identify items for a possible 
assessment instrument, including items that address the family member’s 
ability to make decisions about care and his/her ability to provide care; 
and evaluate the implications for a government agency of  using an asses-
sment instrument that would identify potential problems with the safety 
and quality of  care provided for the person and the care decisions made 
for him/her by a family member.

10 Neither of  these programs currently requires family caregiver assessment.



R EPORT f rom a Nat iona l Consensus Development Conference

7272

State Service-Integration Initiatives. Over the past 20 years, a few states 
have achieved some success in integrating HCBS funded by various programs 
(Coleman, 1998; Dize & Link, 2003; Justice, 1987). Integration of  services is now 
a high priority for many states, in part because fragmentation of  HCBS limits the 
access to care in the community that the Olmstead decision requires (Feinberg et al., 
2004; Wiener et al., 2002). 

Since the Olmstead decision, the federal government has required states to  
develop plans to increase access to home and community care and rebalance their 
long-term care services by reducing the existing bias toward institutional care. The 
federal New Freedom Initiative, created by executive order in 2001, provides grants 
to help states with this function: 

♦ Real Choice Systems Change grants to support states’ development of  
HCBS; from 2001 to 2005, 238 grants, totaling $188 million, were awar-
ded to 50 states and U.S. territories; and 

♦ Aging and Disability Resource Centers grants to support the development 
of  various procedures to help consumers learn about and access services 
at the community level; in 2003 and 2004, 24 such grants, totaling $19 
million, were awarded to 23 states and one territory, and about 20 more 
grants will be awarded in 2005.

The Olmstead decision and related federal and state government activities cre-
ate opportunities for increasing the use of  family caregiver assessment. Caregiver 
assessments could support decisions to place or maintain a disabled individual in the 
community and reveal areas where support beyond family care is required. 

In the 50-state survey, only fi ve states reported using a uniform family care-
giver assessment in all their programs that provide HCBS (Feinberg et al., 2004).  
Two of  these state assessment forms, from Minnesota and Washington, are shown 
in Appendix 1 on page 81. The Washington form is currently being revised, but at 
present, care managers in the state are required to use this form. In Minnesota, care 
managers are not required to use the family caregiver assessment, and the proportion 
of  care managers who do use it is not known. Fifteen states reported that they have 
single entry points for accessing at least some HCBS; 11 of  these states provide ac-
cess to family caregiver services in their single entry point systems (Feinberg et al., 
2004), but it is not clear how many offer family caregiver assessment in these settings. 

Six policy options to further use of  caregiver assessment in state service-integra-
tion efforts are: 

♦ Each state could implement a uniform family caregiver assessment in its 
service-integration efforts—as part of  or separate from the care recipient 
assessment.
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♦ States could use a uniform family caregiver assessment in all single entry point 
settings—as part of  or separate from the care recipient assessment.

♦ Through “terms and conditions,” CMS could require states to implement 
a uniform family caregiver assessment as part of  initiatives funded with 
new Real Choice Systems Change grants. Alternatively, CMS and AoA 
could allow and encourage states to implement such an assessment as part 
of  grant-funded initiatives. 

♦ Through “terms and conditions,” CMS and AoA could require—or  allow 
and encourage—states to implement a family caregiver assessment in new 
Aging and Disability Resources Centers established with federal grants. 

♦ CMS and/or AoA could commission a study to evaluate the pros and 
cons of  providing family caregiver assessments in caregiver resource cen-
ters or a state’s general single entry points for HCBS.

♦ CMS and/or AoA and other federal government agencies could fund a 
multi-state demonstration project to implement and evaluate the use of  a 
uniform family caregiver assessment in HCBS; outcomes to be measured 
in the demonstration could include the quality of  care provided for the 
recipient and physical and emotional health of  the family caregiver. 

Pol icy Options for Increasing Family Caregiver Assessment 
in Transit ions to Home and Community-based Care

This paper has focused thus far on publicly funded HCBS, but many older 
people and adults with disabilities do not use these services. Their primary connec-
tion with public policy is through Medicare, and indirectly through private insurance. 
When these people are discharged from acute care hospitals or subacute, rehabilita-
tion or Medicare-funded skilled nursing facilities, their families often assume or re-
assume responsibility for “doing whatever needs to be done.” That includes helping 
with ADLs, managing fi nances, supervising paid service providers and managing 
extremely complex medication schedules and high-tech medical equipment (Levine 
& Hart, 2004). Discharge planning procedures typically do not include a family  
caregiver assessment to help determine whether the family is able and willing to pro-
vide this care and what kind of  assistance is needed to assure a “safe and adequate” 
transition (to use Medicare terminology). 

Public policy mechanisms for increasing the use of  family caregiver assess-
ment in discharge planning include the regulations and standards of  public payers, 
e.g., Medicare, Medicaid and the Department of  Veterans Affairs (VA); accreditation 
organizations with deemed status for particular facilities (e.g., the Joint Commission 
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for Accreditation of  Healthcare Organizations [JCAHO]); and public agencies that 
regulate private insurance. 

Monitoring, quality assurance procedures and training would need to back  
up such regulations and standards. Facility staff  would need to know how to conduct 
the assessments and incorporate assessment fi ndings into discharge planning. 

Only a small proportion of  people discharged to the community after  
short-term stays in hospitals, nursing homes, or rehabilitation facilities are likely to 
qualify for HCBS. Protocols would have to be developed to identify the discharges 
for which a family caregiver assessment is required, such as cases where long-term 
chronic care is anticipated or where care may not be long-term but intensive no-
netheless, such as following cardiac or joint replacement surgery. 

A much larger proportion of  residents discharged to the community after  
long-term stays in nursing home and other residential care facilities are likely to  
need HCBS. Requiring a family caregiver assessment for every such discharge might 
be appropriate.

Nursing homes currently use a standardized assessment instrument, the  
Minimum Data Set (MDS), to record information about residents at admission, 
throughout their stay and on discharge. The existing MDS form for discharge asses-
sments only asks whether the resident is being discharged to home with or without 
home health services, to a board and care or assisted living facility, or to an acute 
care, psychiatric or rehabilitation hospital or a facility for people with mental retardation 
or developmental disabilities. Medicare, Medicaid and the VA, which together pay 
for most nursing home care, could require a family caregiver assessment at discharge. 
Such a requirement would seem to fi t well with Olmstead-related objectives for facilita-
ting access to appropriate community care for people with disabilities. 

Most assisted living facilities do not use a standardized assessment instrument, 
and most residents in these facilities pay privately for their care. However, many states 
are creating regulations for assisted living facilities and could require family caregiver 
assessment should a resident leave the facility to go home. 

Discharges from home health care can be as problematic for families as dis-
charges from health and residential care facilities. In a study of  caregivers of  stroke and 
brain injury patients, Albert and colleagues (in preparation) found that many did not 
even realize until a few days before the case was closed that home care services were 
going to end. Many were not prepared to take over the care on their own and they were 
not given referrals to any caregiver services. 

Home health agencies that provide Medicare- and Medicaid-funded care use 
a standardized assessment instrument, Outcome and Assessment Information Set for 
Home Health Care (OASIS). This instrument asks whether the person lives alone or 
with a spouse, signifi cant other, other family member or friend; who helps the person; 
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how often, and with what activities. The instrument includes a section on caregiver 
management of  oxygen, IV/infusion equipment, enteral/parenteral nutrition, ven-
tilator therapy equipment or supplies and asks about the caregiver’s ability to use the 
equipment (set up, monitor, and change equipment reliably and safely, add fl uids or 
medication, clean/store and dispose of  equipment or supplies using proper technique). 
These questions pertain to the caregiver’s ability, not compliance or willingness. Addi-
tional OASIS items for discharges ask whether the patient receives health, personal or 
support services or assistance from family, friends or other community agencies. 

Before deciding to require a 
family caregiver assessment as part 
of  discharge planning for hospitals, 
subacute and rehabilitation facilities, 
nursing homes, other health care 
facilities and home health agencies, 
questions about the assessment ins-
trument and procedures would have 
to be addressed (see Box 1 on page 
66). In addition, diffi cult questions 
would have to be answered about 
the facility’s and payer’s responsi-
bility and liability with respect to transitional needs identifi ed in the assessment. In cur-
rent practice, health care and home health agency responsibilities and related liability are 
generally perceived to end with the discharge. No clear chain of  responsibility exists to 
manage the transition, to see that information has been transferred appropriately and to 
assure that identifi ed needs for care, including family caregiver assessments, have been put 
in place. In connection with the New Freedom Initiative, CMS recently has allowed  
funding for rent deposits and other transitional housing needs for people discharged 
from long-term care facilities. An important next step would be policy direction about 
other transitional needs, including needs identifi ed in a family caregiver assessment. 

The VA Offi ce of  Care Coordination currently plans to use a family caregiver 
assessment to identify high-risk caregivers of  veterans in its Care Coordination Home 
Telehealth (CCHT) program. Long-range plans include: 1) incorporation of  the Zarit 
Burden Inventory and Caregiver Strain Index into an electronic messaging format to be 
used by family caregivers; 2) encouragement of  family caregivers to use the instruments 
periodically to monitor change; 3) development of  procedures to correlate caregiver 
scores and patient outcomes; and 4) use of  caregiver assessment as a quality indicator 
and condition of  participation for all VA health care networks (Campbell, personal 
communication, June 30, 2005). In implementing these plans, the Offi ce of  Care Coor-
dination will probably have to address questions about VA responsibility and liability 
for meeting family caregiver needs identifi ed with the assessment instruments.

 

I n cur rent practice, hea lth care and home hea lth agency 
responsibi l i t ies and related l iabi l i ty are genera l l y 

percei ved to end w ith the discharge. No clear cha in of 
responsibi l i ty ex ists to manage the transit ion, to see 
that information has been transfer red appropr iately and 
to assure that identi f ied needs for care, including family 
caregi ver assessments, have been put in p lace.
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Other Publ ic Po l icies to Consider
Many other policies could support family caregiver assessment. For example, 

government could fund: 
♦ Psychological, behavioral and social research on caregiving that would 

support the development of  the assessment instrument or instruments. 
♦ Analysis of  use of  family caregiver assessment in other countries’ HCBS 

programs. 
♦ Training for health care and social service professionals and consumer ad-

vocacy groups about the value and administration of  caregiver assessment. 
♦ Development of  quality indicators to monitor the use and outcomes of  

family caregiver assessment, especially for transitional care.
♦ Inclusion of  family caregiver assessment in the Medicare chronic care, 

case management and pay-for-performance demonstration projects man-
dated by the Medicare Modernization Act.

♦ Training about the implications of  the Health Information Accessibility 
and Accountability Act (HIPAA) for staff  communication with family 
caregivers, including the patient information that can be given to family 
caregivers while still protecting the patient’s privacy. 

♦ Analysis of  the implications of  incorporating the results of  family care-
giver assessments in electronic medical records.

For any public policy option to be chosen, it 
should be practical, acceptable, affordable and ethical.  
Box 2 presents questions to use in applying these criteria 
to family caregiver assessment. 

For any publ ic po l icy option 
to be chosen, i t should be 

practica l, acceptable, af fordable 
and ethica l.



Caregi ver Assessment: Vo ices and V iews f rom the Fie ld

7777

Box 2. Criteria for Evaluating Public Policy Options

♦ Practical: Where are the points at which other agendas and caregiver 
assessment coincide and where there is some likelihood of  success? Where     
is there synergy?

♦ Acceptable: Would caregivers fi nd it useful or intrusive? How will caregivers 
learn about it and begin to demand it? Would professionals implement it? 
Would policymakers feel it meets their goals? Would consumer advocates 
support it?

♦ Affordable: Can it be built into existing programs with minimal extra cost?   
Is there additional funding available or could it become available? What 
policies are the most cost-effective? And how would cost-effectiveness be 
measured? What are the costs of  not doing it? 

♦ Ethical: Does the policy balance the need to serve the most vulnerable 
caregivers with the importance of  preventing vulnerability in other individuals?

Conclusion
This paper has outlined many public policy options to increase and support 

the use of  family caregiver assessments; proposed criteria for use in evaluating these 
and any additional policy options that may emerge; and raised questions about assess-
ment procedures and instruments that are important in thinking about the likely effects 
of  various public policy changes. The authors hope that the ideas and information 
presented in the paper will help in prioritizing possible policy options and addressing 
issues such as mandatory requirements; reporting, reimbursement and information 
technology; the relationship between assessment fi ndings for the care recipient and the 
caregiver; and the implications for government agencies and private health care and 
residential care facilities of  identifying family caregiver needs that are outside the scope 
of  services usually provided by these agencies and facilities. 
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Appendix 1:

Caregiv ing Components of Two States’ 
Uni form Assessment too ls for HCBS

Minnesota’s Long Term Care Consultation Services Assessment Form
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Minnesota’s Long Term Care Consultation Services Assessment Form (cont’d)
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Washington State’s CARE Tool 

(1 page caregiver component)
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Abstract
An examination of  the role that caregivers play in assessment processes in 

the long-term care systems of  six countries (Australia, Canada, Germany, Japan, 
United Kingdom and the United States) shows a gradual movement towards taking 
the needs of  family caregivers into account. But there remain large differences in the 
degree and manner in which caregivers are consulted about their own views, abilities 
and limitations. The aim of  this paper is to provide an international comparison of  
how caregivers broadly fi t into assessment schemes that are embedded in the long-
term care systems of  the six countries. Emerging common themes and recommenda-
tions for a caregiver assessment framework in the U.S. are explored.

♦ ♦ ♦ ♦ ♦

Introduction
The fi rst half  of  the 21st Century presents policymakers in many countries 

with a complex challenge: to build programs adaptable to the changing needs and 
preferences of  the many individuals with long-term care needs who wish to live with 
their families, and, concurrently, to create cost-effective and fl exible forms of  as-

sistance that aid their caregivers. Spouses, 
sons, daughters, other relatives and friends 
are the key source of  voluntary support for 
millions of  community-dwelling frail elders 
and persons with disabilities.

Spouses, sons, daughters, other relat i ves 
and f r iends are the key source of vo luntar y 

suppor t for mi l l ions of community- dwel l ing f ra i l 
elders and persons w ith disabi l i t ies.

Assessment of Family Caregivers:
An Internationa l Compar ison
Across Six Countr ies
Anne Montgomer y, MS
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Purpose of Paper
The aim of  this paper is to examine whether and how family caregivers are as-

sessed in the context of  publicly fi nanced systems that provide home and community-
based long-term care (LTC) services in six countries. All six—Australia, Canada, Germa-
ny, Japan, the United Kingdom and the United States—are members of  the Organization 
for Economic Co-operation and Development (OECD). Suggestions for consideration 
by national and state policymakers, researchers, analysts and stakeholders are presented. 

Context of Family Caregiv ing in Six Countr ies
In fi ve of  the countries discussed (all except the U.S.), health services are or-

ganized and fi nanced within the framework of  a social insurance system of  universal 
coverage. With respect to LTC coverage, however, the variance is considerably greater. 
Germany and Japan have recently created (in 1995 and 2000) programs of  social 
insurance coverage for LTC services that parallel long-established systems of  acute 
health care in those countries (Cuellar & Weiner, 2000; Campbell & Ikegami, 2000). 
In Australia, the de-institutionalization of  aged care and disability services that took 
place during the mid-20th century led to gradual enactment of  laws creating a range of  
community-based programs with various packages of  services for different popula-
tions (Howe, 2000). The design of  home and community-based services in Canada is 
principally within the purview of  provinces and territories, with contributory fi nancing 
from central and local governments, and co-payment policies that vary from area to 
area. A similar dynamic characterizes the United Kingdom’s (UK) community care 
system (Huber, 2005). Finally, in the 
United States (U.S.), most public 
fi nancing of  LTC comes through 
the means-tested Medicaid program, 
which has traditionally emphasized 
institutional services but has also 
seen recent rapid growth in home 
and community-based programs 
through administrative waivers (Kai-
ser Commission on Medicaid and the 
Uninsured, 2005). Among OECD countries, the U.S. has the highest percentage of  pri-
vate LTC expenditure as compared to public expenditure when calculated as a percent-
age of  Gross Domestic Product (GDP) (Huber, 2005).

Policymakers in these very different societies are increasingly inclined to pay at-
tention to programs that can help sustain the support that is already provided by family 
caregivers. While estimates of  the number of  caregivers who are available to provide 

While estimates of the number of caregi vers who are 
ava i lable to prov ide care at any gi ven t ime var y 

w idely f rom countr y to countr y (as do estimates of the 
economic va lue of their labor) i t is ev ident that their 
vo luntar y suppor t is indispensable to mainta in ing the 
integr i ty of publ icl y f inanced LTC systems. 



R EPORT f rom a Nat iona l Consensus Development Conference

8686

care at any given time vary widely from country to country (as do estimates of  the 
economic value of  their labor) it is evident that their voluntary support is indispensable 
to maintaining the integrity of  publicly fi nanced LTC systems (Huber, 2005). Caregiv-
ers who assume responsibility for supporting individuals who are ill, frail and disabled 
make possible wider distribution of  formal services and allow individuals without ready 
access to reliable informal support to receive more intensive services. 

Benef i ts of Caregiver Assessment
Documenting what assistance family caregivers are willing and able to pro-

vide can maximize allocation of  scarce public resources (Weiner, 2003). Equally im-
portant, assessment provides an opportunity to identify caregivers’ independent needs 

and to prevent “burnout” with targeted, 
cost-effective forms of  assistance such 
as counseling, training in management 
of  disease processes, specialized trans-
portation, respite care and other related 
support services (Feinberg, Newman & 
Van Steenberg, 2002).

Moving from tacit acknowl-
edgement to explicit recognition of  
what family caregivers do, why they do 
it and what they need also may help 
improve the quality of  community-

based LTC services. As key partners in the provision of  support, caregivers are well 
positioned to provide on-the-ground feedback about the quality and effectiveness of  
formal services.

In countries such as the UK and Australia, caregivers’ input is viewed as an im-
portant part of  the assessment process for planning community-based services for frail 
elders and persons with disabilities.11 Still, providing caregivers with their own separate 
assessment appears to be less common, and the link between assessment and adequate 
follow-up services can be tenuous (Australian Institute of  Health and Welfare, 2004). 

By comparison, in the U.S. and Canada, family caregivers are still at the 
margins, not the middle, of  government policy discussions that aim to enhance pub-
licly fi nanced LTC services. For example, in the U.S., caregivers’ views are often not 
sought—and even less frequently recorded—in Medicaid assessment instruments  
that tend to focus on defi cits in Activities of  Daily Living (ADLs) and Instrumental 
Activities of  Daily Living (IADLs) (Feinberg et al., 2004). 

11 Note: In Australia and the UK, caregivers are known as “carers.”

Just as a good medica l histor y under l ies accurate 
diagnosis and treatment, careful assessment of 

the dyad—both the caregiver and the indi v idua l 
who rel ies on a mix of informal and formal 
assistance to l i ve at home—could strengthen and 
stabi l ize famil ies whi le a lso prov id ing a clearer 
roadmap for governments and prov iders a iming to 
del i ver targeted and cost- ef fecti ve ser v ices.
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Expanding routine assessments to include caregivers has the potential to 
provide a more complete and accurate picture of  which services, adaptive equipment 
and other forms of  assistance are essential for both the person in need of  care and 
for the family member giving care. Just as a good medical history underlies accurate 
diagnosis and treatment, careful assessment of  the dyad—both the caregiver and the 
individual who relies on a mix of  informal and formal assistance to live at home—
could strengthen and stabilize families while also providing a clearer roadmap for 
governments and providers aiming to deliver targeted and cost-effective services.

Austra l ia: A Complex System w ith Increasing 
Caregiver Recognit ion

Australia’s LTC system is characterized by multiple federal and state programs that offer 
various “packages” of  residential and home-based services for frail elders and persons with 
disabilities. The major assessment system gives caregivers an opportunity to be consulted 
and, in some circumstances, separately evaluated.

Australia’s system of  LTC services is a mix of  federal and state programs 
launched during the last 25 years. Arguably, the best known is the Home and Com-
munity Care Program (HACC), implemented in 1985 and jointly fi nanced by the 
federal government and the states and territories (Department of  Health & Ageing, 
2002). HACC has no mandatory assessment requirement, principally due to an initial 
lack of  consensus about whether the entities then being organized to conduct assess-
ments—Aged Care Assessment Teams (ACATs)—were the best venue for assessing 
clients for community services and whether requirements for formal assessment could 
run counter to more ready access to community care as compared to nursing home 
care (A. Howe, personal communication, June 9, 2005).

HACC services include personal care, nursing care, meals, home maintenance, 
home modifi cation, transport, counseling, support, information and advocacy, assess-
ment, and care planning. The program identifi es family caregivers as clients in their 
own right and offers a range of  services to support them, such as in-home and center-
based respite care (Aged & Community Services Australia, 2002). Assessment by HACC 
agencies frequently includes the caregiver where one is available, which is the case for 
about half  of  all HACC clients (A. Howe, personal communication, June 9, 2005).

A national, but not mandatory, framework for comprehensive assessment was 
developed within HACC in the late 1990’s. According to this framework, “the purpose 
of  a comprehensive assessment is to establish a consumer-focused approach to assess-
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ment which encompasses client/family/carer participation in the assessment process 
and leads to individualized care solutions…. Separate client and carer assessments are 
undertaken where required or where the need is apparent. In addition, carers may be 
assessed in their own right without the person they care for needing to be assessed as 

well.” (Department of  Health & Ageing, 
n.d.). Many community care agencies are 
moving to incorporate the framework’s 
features into their assessment practice. 

Due to the diversity of  assess-
ment procedures within HACC and 
other newer community care programs 
with varying eligibility criteria, the feder-

al government is attempting to develop consensus with the states on a more uniform 
approach. Consistency in assessment practice across different agencies concerns 
researchers and federal government offi cials but, to date, no agreement exists in 
HACC on using a standardized assessment instrument for caregivers. The choice of  
a particular instrument is considered just one part of  the overall assessment process 
(A. Howe, personal communication, June 9, 2005).

The most structured assessments—both for HACC and other programs 
offering residential and community care—are conducted by ACATs. Importantly, 
ACATs are set up to be independent of  residential or community care providers. 
The Secretary of  the Department of  Health and Aging approves ACAT assessors as 
functionally independent, appointed delegates who are employed in the states’ health 
services sectors, often by a state public hospital (A. Howe, personal communication, 
July 18, 2005). This arrangement, in place since the mid-1980’s, refl ects the structure 
of  Australia’s health system, under which the federal government does not directly 
operate health and aged care services. Members of  the ACAT come from different 
professional backgrounds, mostly nursing and social work. 

ACATs conduct assessments for residential care in nursing homes and hos-
tels (similar to assisted living facilities) and for Community Aged Care Packages 
(CACPs) that provide higher levels of  home-based services, including case manage-
ment. Provision of  CACPs and residential care services is set according to ratios of  
places per 1,000 population aged 70 years and over. Means-testing for fees is applied 
according to standard policies only after care services have been recommended based 
on functioning. The means-test considers the client’s income and assets, with no con-
tribution requirements for family members. For community services, co-payments 
are usually modest, and retirees and younger persons with disabilities on pension-
only incomes are generally exempt (Department of  Health & Ageing, 1999).

ACATs are directed to help older people live in the community and, in doing 
so, to consult with them and their caregivers during the assessment and care planning 

The purpose of a comprehensi ve assessment is 
to establ ish a consumer-focused approach to 

assessment which encompasses cl ient/family/carer 
par t icipation in the assessment process and leads 
to indi v idua l ized care so lut ions.
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process (Department of  Health & Ageing, 1999). Unless a client disagrees, ACAT 
assessors generally speak with both members of  the dyad about the client’s condi-
tion and needs. In practice, assessors may choose among various instruments for as-
sessing both clients and family caregivers, and these assessments serve as a guide for 
subsequent care planning by providers. Assessors frequently discuss problems that 
the caregiver may be having in relation to the caregiving role, but ACATs vary widely 
in how they conduct discussions and their ability to respond fully to all concerns, e.g., 
reports of  marital tensions (A. Howe, personal communication, March 29, 2005). 

If  the ACAT recommendation is for residential care, the facility’s director of  care 
(usually a nurse) conducts a further assessment once the client is admitted. This evalu-
ation uses a standard instrument, the Resident Classifi cation Scale, to assess a person’s 
functioning and care needs, set a level of  care and determine the reimbursement rate in 
the residential case-mix payment system (Department of  Health & Ageing, 1999).

For all types of  care, ACAT assessors use the Aged Care Client Record 
(ACCR), an offi cial document that notifi es the federal government of  the individual’s 
eligibility for services. The ACCR requests very basic information about caregiv-
ers, including the relationship to the client and whether the caregiver is co-resident. 
It tries to distinguish assistance from formal services (such as meals, transportation 
and home care) from that received from family caregivers but does not record the 
amount of  time caregivers spend in providing support. It asks about the use of  resi-
dential and/or community-based respite care during the last year and whether respite 
has been recommended (Department of  Health & Aging & the Health Insurance 
Commission eBusiness pilot, 2005).

HACC providers collect information on client service use through a Mini-
mum Data Set (MDS). The HACC MDS has been less successful in accurately re-
cording all services directed to and used by family caregivers as clients in their own 
right since it captures only different forms of  respite care. ACATs have their own 
MDS, which reports many similar items, including the presence of  a family caregiver 
and types of  services being used at the time of  assessment and those recommended 
in the care plan. The ACAT MDS provides some indicators of  how ACAT assess-
ment can increase access to respite care. For example, a 2001-2002 comparison of  
services in Victoria found that use of  in-home respite care at the time of  assessment 
was 5 percent, but recommended for 12 percent; use of  residential respite 7 percent, 
but recommended for 36 percent; and use of  day center care, 9 percent, but recom-
mended for 17 percent (A. Howe, personal communication, July 18, 2005).

In addition to ACATs, Community Health Centers, District Nursing Services 
and local governments are all commonly used as entry points for community ser-
vices. They use various assessment procedures. In some—but not all—states, assess-
ment procedures and care planning processes have been effectively consolidated and 
standardized across community services (Pierce & Nankervis, 1998).
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In response to calls for consolidation and simplifi cation of  assessment 
processes and streamlining of  access to community care services, the federal gov-
ernment undertook a review of  community care in 2002. It led to a new strategy, 
released by the Minister for Aging in August 2004. Initiatives to implement the 
strategy’s recommendations—including a call for “consistent eligibility criteria for 
community care programs” and “nationally consistent intake assessment for HACC 
services within the national framework that also encompasses other community care 
programs”—are now underway (Department of  Health & Ageing, 2004).

Canada: Prov inces Have Major Ro le in Determining   
Assessment Po l icy for Community Ser v ices

Canada’s health and social services programs are mainly administered by the provinces, and 
assessment procedures do not yet recognize family caregivers as clients. Many home care work-
ers are public employees or employees of  agencies that contract with provincial social services or 
health agencies.

Under the Canadian constitution, delivery of  health care services is primarily 
a provincial or territorial responsibility. However, general federal legislation—most 
importantly the Canada Health Act—requires “free and universal access to insured 
health care” to be provided according to organizing principles in the areas of  public 
administration, comprehensiveness, universality, accessibility and portability. An indi-
vidual who resides in one province can receive services in another, and the province 
that delivers those services is reimbursed according to its own rates.

The Canada Health Act prohibits user fees and extra billing for services 
deemed to be “medically necessary”—including hospital, physician, nursing and 
rehabilitation services. In contrast, “extended health care services”—which include 
home care and residential care—are subject to charges at either partial or full private 
rates. Provinces may cover additional health services, such as assistive devices and 
prescription drugs; these are subject to payment policies set by each province. Home 
support services, which encompass personal care, do not fall under the Act’s jurisdic-
tion, and charges therefore vary signifi cantly among the different jurisdictions  
(Madore, 2003).

According to a recent federal survey by Health Canada, mechanisms for  
administering, funding and delivering home care differ from province to province. 
For example, Prince Edward Island, the Northwest Territories and Yukon have 
departments of  health and social services that are responsible only for home care, 
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while Newfoundland and New Brunswick have departments of  health and com-
munity services that include home care among an array of  services (Health Canada, 
1999). In some jurisdictions, home care services have been devolved to local or 
regional health authorities; 149 regional health boards/authorities, district health 
boards and nonprofi t corporations operate across Canada. In Ontario, 43 commu-
nity care access centers delivered home care and in Quebec, 146 local community 
services centers (LCSCs) delivered these services. Recent mergers have created much 
larger Health and Social Service Centers that include several former LCSCs, public 
LTC facilities and nonteaching acute care hospitals in a specifi c geographical terri-
tory. A roundtable convened by Health Canada expressed concern that the current 
mix of  nonprofi t and for-profi t providers and varying resources devoted to home 
care across the provinces means that “for the most part, care in the home is unsuper-
vised” (Health Canada, 1999).

In 1999 the federal government agreed to provide provinces and territories 
with $11.5 billion (Canadian dollars) in new funding over fi ve years for health and 
social programs that include home care (Health Canada, 1999). In general, the federal 
government holds the power of  setting the level of  “transfer” payments for health 
and social services, since it collects taxes and redistributes funds to the provinces. 
Most often, however, the federal government’s power in health care is considered 
one of  persuasion. In this role, the Ministry of  Health has recently encouraged prov-
inces to invest less in institutional services and spend more on home care (N. Guber-
man, personal communication, July 10, 2005).

In 2004, a new post, the Minister of  State (Families and Caregivers), was cre-
ated within Social Development Canada to raise the level of  public awareness about 
the role of  family care-
givers in supporting frail 
elders and persons with 
disabilities. Minister Tony 
Ianno has undertaken a 
broad consultation with 
individual caregivers and 
caregiver organizations, 
with the goal of  producing a report on fi ndings and recommendations in 2005. The 
Ministry of  Health is likely to review any policy recommendations since Health Can-
ada is the federal department that considers home care and community care policy (J. 
Dempster, interview, April 5, 2005).

In practice, provinces are free to devise different assessment procedures for 
persons found to be eligible for home and community services. In Ontario, under the 
Long-Term Care Act of  1994, community services include personal care, such as ADL 
assistance; provision of  equipment; homemaking services that encompass IADLs such 

I n 2004, a new post, the Minister of State (Famil ies and 
Caregivers), was created w ithin Socia l Development Canada 

to ra ise the level of publ ic awareness about the ro le of family 
caregi vers in suppor t ing f ra i l elders and persons w ith disabi l i t ies.
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as banking and preparing meals; professional services, such as nursing, social work and 
nutrition services; and respite, counseling, training and provision of  information to 
caregivers. However, this Act does not designate caregivers as offi cial “consumers”  
and they are generally not assessed (Canadian Legal Information Institute, 2005). 

By comparison, Quebec’s home care policy of  2003 clearly presents care- 
givers as partners and potential clients of  the system, and home care agencies, which 
are public, are charged with prioritizing specifi c services for caregivers. Quebec’s 
ministry of  health and social services has named a committee to evaluate various 
caregiver assessment tools and propose a tool for adoption to complement the 
province’s multi-client assessment tool for people with various disabilities and ill-
nesses. The committee has proposed that all caregivers be screened for risk, and that 
those scoring high should be assessed with an adapted version of  the Caregivers’  
Aspirations, Realities and Expectations (C.A.R.E.) Tool, developed by researchers at 
the University of  Quebec and Mount Saint Vincent University (N. Guberman, per-
sonal communication, March 16 & July 10, 2005; J. Keefe, April 28, 2005). However, 
little assessment of  caregivers has occurred to date because agencies received no 
funding to fulfi ll this policy mandate.

Germany: Long-Term Care System w ith Cash A l lowances

Germany’s long-term care insurance program for frail elders and persons with disabilities 
features a standardized national assessment system. Care plans are drawn up by providers of  
institutional or home care services but not for individuals who choose the cash benefi t only.

A decade ago, Germany enacted legislation to fi nance and provide LTC 
services, billing the program as the “fi fth pillar” of  the country’s social insurance 
system. Employees and employers fi nance the LTC program at the level of  1.7  
percent of  salary. The program has a global cap, which simultaneously controls  
overall spending and affects eligibility criteria for formal services, cash allowances 
for families and provider payments. Automatic annual infl ation factors are not built 
in (Cuellar & Weiner, 2000).

Although income is not taken into account for eligibility purposes, Germany’s 
program encourages and builds on the work of  family caregivers. The program offers 
a cash allowance for families who wish to organize their own services, and the money 
comes with no real restrictions. If  a family chooses to receive LTC benefi ts in cash—
the value of  which is slightly less than half  the cost of  formal home care services—the 
allowance is not taxed or subject to social security deductions. Families also may choose 
a mix of  cash and formal services (Cuellar & Weiner, 2000). Services offered by home 
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care agencies focus mainly on ADL care and are not intended to meet all needs: for 
example, psychosocial care and housework are not covered. For benefi ciaries who are 
more disabled, the LTC program offers nursing home care (Meyer, 2004).

Medically trained personnel employed by one of  17 agencies conduct all as-
sessments. Assessors visit families in their homes and determine the level of  care in 
accordance with national guidelines; their decisions are binding on the LTC funds 
that fi nance services. The guidelines focus on four main areas covering 15 activities: 
personal hygiene (such as toileting and bathing), eating, mobility (such as dressing, 
leaving home, moving around in home) and housekeeping (including IADLs such 
as grocery shopping, cooking, washing clothes and dishes). Three benefi t levels are 
recognized: level one involves a need for assistance with at least two ADLs and some 
IADLs at least once a day and 90 minutes or more weekly; level two, a need for as-
sistance with two or more ADLs and some IADLs three or more times a day and 
at least three hours weekly; and level three, generally round-the-clock care. A key 
criterion for the benefi t-level decision is the amount of  time a family caregiver needs 
to provide assistance with personal care, feeding, mobility and housework. A service 
need expected to last for at least six months is also required (Federal Ministry of  
Health & Social Security, 2004).

Importantly, the guidelines state that a caregiver for the person fi ling for  
LTC coverage should be present during the assessment if  at all possible and that  
the assessor should document the caregiver’s views about needed services. The asses-
sor is not required to ask a caregiver for information about his/her own needs and 
health, but a caregiver who agrees to provide at least 14 hours per week of  support  
is entitled to certain benefi ts, including automatic fi ling of  claims for accidental in-
surance and state pension benefi ts. The amount 
of  the pension contribution is tied to the benefi -
ciary’s assessed disability level and the amount of  
unpaid time provided by the caregiver each week. 
On average, one year of  support raises a caregiver’s 
monthly pension benefi t between $5.50 and $20. In 
addition, recognized caregivers are eligible for up 
to four weeks of  respite care each year (G. Langer-
hans, personal communication, May 25, 2005).

Assessors can recommend rehabilitation, 
home modifi cations and special technical aids but home care agencies and nursing 
homes develop the details of  individual care plans. If  the benefi ciary chooses the 
cash benefi t only, no care plan is considered necessary (G. Langerhans, personal 
communication, May 25, 2005). While family caregivers have access to periodic 
hands-on training courses run by the LTC funds, the popularity and effectiveness of  
these is unclear (Wilbers, 1999).

Impor tantly, the guidel ines state that 
a caregi ver for the person f i l ing for 

LTC coverage should be present dur ing 
the assessment i f at a l l possible and 
that the assessor should document the 
caregiver ’s v iews about needed ser v ices.
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Due to privacy concerns, families do not automatically receive a copy of  the 
assessment, nor do ambulatory care providers, such as home care agencies. Only  
the LTC funds (or private LTC insurer if  an individual has chosen to opt out of  the  
public system and purchase privately) automatically receive a copy.

In 2003, many more LTC benefi ciaries chose the cash benefi t only (71%) than a 
combination of  cash and services (15%) or services only (12%) (Meyer, 2004). The ten-
dency to opt for cash-only benefi ts may refl ect the LTC program requirement that fami-
lies choosing nursing homes must contribute signifi cantly toward living expenses (food 
and board). The LTC funds pay a fl at monthly fee for nursing home care; residents must 
pay for at least 25 percent of  monthly costs. The government encourages families to opt 
for caregiving and home care, asserting, “The main provider of  long-term care has always 
been the family…. This is a good arrangement because most people who need long-
term care want to live with their families and in familiar surroundings as long as they can. 
Hence, home care must be given priority over  institutional care” (Federal Ministry of  
Health & Social Security, 2004).

The LTC assessment process, introduced in the 1990’s, was widely criticized as 
being biased in favor of  older people with physical problems. Legislation enacted in April 
2002 provides additional benefi ts for people with cognitive impairments, such as those 
with dementia, psychiatric illnesses or mental disabilities; an added monetary allowance  
of  about $600 annually for respite care is provided for family caregivers who support  
persons with cognitive impairment (Federal Ministry of  Health & Social Security, 2004).

Evolving efforts to monitor quality refl ect the German system’s clear-cut separa-
tion of  “purchaser” and “provider.” Home care agencies under contract with 16 regional 
LTC fund associations are required to visit families who have chosen the cash benefi t to 
check on the adequacy of  care being delivered to the benefi ciary and provide additional 
information and training for the caregiver if  needed. The LTC fund associations are 
charged with monitoring providers and pay for the visits—semi-annual for care levels one 
and two and quarterly for care level three. Families may choose among approved agencies 
for these visits.

For nursing homes and home care agencies, assessors employed by one of  17 
medical agencies administer a retrospective system of  “quality checks.” The protocol 
for these checks includes unannounced visits and standardized questions for persons 
receiving care and/or family caregivers (G. Langerhans, personal communication, 
May 25, 2005).
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Japan: Standardized, Caregiver-Neutra l Assessment
Process for Long-Term Care

Japan’s long-term care system features a standardized national assessment protocol that 
classifi es the needs of  elderly individuals according to six functional levels. Its range of  
institutional and home-based services includes adult day care and respite care. Rather than 
building on and supplementing the work of  family caregivers, Japan’s system emphasizes 
the responsibility of  the state to fund agreed-on services.

The centerpiece of  Japan’s long-term care insurance (LTCI) program is a na-
tionally standardized assessment system of  79 questions and an algorithm that classifi es 
applicants into six levels of  disability based on ADL defi cits, use of  medical services, 
behavioral problems and cognitive status (Campbell & Ikegami, 2000). It focuses on 
frail elders and younger disabled persons, 40-64, who have a qualifying “age-related dis-
ease,” such as early-onset Alzheimer’s, and deliberately excludes an individual’s income 
and the availability of  informal care. The LTCI national assessment includes no care-
giver questions (N. Ikegami, personal communication, May 12, 2005).

Employees of  the country’s municipalities (usually public health nurses) or of  
independent agencies under contract gather the initial information on an applicant’s 
condition and enter this information into the municipality’s computers. Software 
classifi es the applicant as meeting one of  six disability levels or as ineligible. An “ex-
pert committee” composed of  physicians, nurses and other providers appointed by 
the mayor has the authority to revise the level upward or downward based on a more 
detailed examination of  the applicant’s circumstances and an accompanying report 
from the attending physician. In 2003, the computer model was adjusted to add an 
indicator of  dementia, which generally serves as a fl ag to the expert committee to 
consider raising the level (Tsutsui & Muramatsu, 2005).

The benefi t amount is tied to the fi nal assessed level of  disability. Functioning 
like a voucher, it is a monetary cap within which a range of  services can be designed 
and delivered each month, such as home help, rehabilitation, home modifi cations, 
wheelchair rental, respite care and adult day care. Monthly amounts range from about 
$550 to $3,400 (N. Ikegami, personal communication, July 9, 2005). The co-payment 
requirement for benefi ciaries is 10%.

Care managers employed by providers develop detailed care plans. Although 
Ministry of  Health, Labor & Welfare (MHLW) offi cials favored a standardized care 
planning process for LTCI implementation, provider associations resisted strongly. 
Ultimately government offi cials were forced to allow providers to use one of  fi ve in-
struments—the Resident Assessment Instrument for home care (RAI-HC) favored by 
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MHLW, and four others designed by provider associations representing visiting nurses, 
social workers, long-term care facilities and care workers (Ikegami & Nishiyama, 2003). 
In practice, most care plans are summaries of  services to be delivered, and assessment 
forms are seldom fi lled in. Thus, the government has not been able to construct a uni-
fi ed database for evaluating quality or the reliance placed on the family.

In theory, care plans must primarily refl ect the benefi ciary’s wishes, and sec-
ondarily the wishes of  family members. The actual responsibility for accomplishing 
these goals falls to the care manager, who draws up the plan. The care plan must spec-
ify the number of  hours of  services on a calendar-month basis. If  benefi ciaries don’t 
like their care manager, they may choose another, although this option is not viable in 
rural areas with few agencies (N. Ikegami, personal communication, May 12, 2005).

LTCI’s caregiver-neutral national assessment system was designed in response 
to successful arguments by Japanese feminists that the system should relieve wom-
en—and most particularly daughters-in-law and daughters—from historical and cul-
tural expectations that held them responsible for providing support to ailing elders. 
Even with the infusion of  new services, recent research suggests that families still 
struggle with unmet needs. For example, the national assessment instrument is be-
lieved to underestimate the impact of  behavior problems associated with Alzheimer’s 
disease (Arai, Zarit, Kumamoto & Takeda, 2003). Families struggling with Alzheim-
er’s disease receive fewer services than families coping with vascular-type dementia. 

Japan’s LTCI system, which became effective in 2000, is fi nanced with pre-
miums paid by individuals 40 and older (50%), and with general revenues (50%). 
LTCI covers services that were once within the purviews of  the social welfare and 
health care systems (home help, day care, nursing homes, rental of  equipment, home 
modifi cation, visiting nurses, physical therapy, intermediate care facilities) (Campbell 
& Ikegami, 2000). To contain greater-than-expected increases in costs, fees were low-
ered in 2003, and “hotel costs” will be charged for institutional care starting in Octo-
ber 2005 (N. Ikegami, personal communication, July 9, 2005).
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United K ingdom: Caregiver Assessment Is a R ight, 
and the Key to Community Care 

The UK stands out for providing family caregivers with a strong statutory right to receive 
an assessment when an adult applying for community services is being assessed, as well as 
the right to a separate, independent assessment. The percentage of  local authorities that 
provide information to caregivers has improved considerably and respite care is reaching 
many caregivers, but access to other kinds of  services is still limited.

A seminal 1995 law, the Carers (Recognition and Services) Act, fi rst provided 
caregivers with a statutory right to request assessment when a frail elder or adult with 
disabilities is assessed for community services. Legislation enacted during the late 1990’s 
devolved authority for health and community care services to separate elected legislatures, 
but laws enacted in England and Wales in 2000 and in Scotland and Northern Ireland in 
2002 gave caregivers the right to an independent separate assessment. Across the UK, 
community care encompasses residential long-term care and home-based services, which 
local authorities administer with capped funding from central government. Community 
care services are subject to means-tested co-payments that vary substantially across local 
authorities (Montgomery & Feinberg, 2003).

The 1995 Act specifi cally required local authorities to assess the caregiver’s abil-
ity to provide support to a person with disabilities (adult or child) before deciding which 
services would be provided. To trigger their right to be evaluated, caregivers must affi r-
matively request an assessment and be judged as providing “a substantial amount of  care 
on a regular basis” (not specifi cally tied to a 
minimum number of  hours). Studies found 
that the varying assessment processes creat-
ed by local authorities produced signifi cantly 
different patterns of  services for similarly 
disabled adults living in different areas—and 
only scant services for caregivers (Carers 
National Association, 1997). In response to 
rising concerns about equity, the Depart-
ment of  Health (DoH) in England published mandatory guidance in 2002; it directs local 
authorities to take a more uniform approach to assessment of  need and determination 
of  service eligibility. The “Fair Access to Care” guidance specifi es four bands of  eligibility 
criteria—critical risk, substantial risk, moderate risk and low risk—and calls for attention 
to services that can maximize an applicant’s independence and autonomy.

Laws enacted in England and Wales in 2000 
and in Scotland and Nor thern Ireland in 2002 

gave caregivers the r ight to an independent 
separate assessment.
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The guidance asserts, “For many individuals the help and support of  family 
members or other caregivers is essential to them remaining independent. Often care-
givers should, and need to, be involved in the assessments and subsequent decisions 
about the help that is provided to the individual.” Without explaining how caregiver 
input is to be solicited, the guidance requires that care plans document “contribu-
tions which caregivers and others are willing and able to make.” It also notes that 
caregivers have a right to be separately assessed for their own needs and the “sustain-
ability of  the caring role” under the 2000 Act (Department of  Health, 2002).

DoH developed separate guidance on a single assessment process in the 
March 2001 “National Service Framework for Older People.” The assessment do-
mains include problems with services from the perspective of  the older person; a 
history of  medical problems and treatment; a description of  the person’s abilities 
and limitations in self-care; an account of  sensory impairments; a description of  any 
cognitive impairment; notation of  the person’s social relationships and caregiving ar-
rangements; a listing of  possible safety hazards and abuse and neglect problems; and 
a description of  the individual’s home, fi nances and access to local health facilities 
and services. The DoH guidance has now been implemented across England (De-
partment of  Health, 2002).

The Carers (Equal Opportunities) Act of  2004 expands the right of  caregiv-
ers in England and Wales. During the assessment, local authorities are to take into 
account a caregiver’s other major life activities—education, employment and leisure. 
To date, the leading group in the UK representing caregivers, Carers UK, has not 
advocated that local authorities use a standardized assessment instrument, but has 
frequently urged that more services be directed to caregivers (Carers UK, n.d.).

A recent survey by the Audit Commission of  caregivers in six areas of  Eng-
land concluded that local authorities have made progress during the last decade in 
identifying caregivers, in providing information to them about where to go for assis-
tance and providing referrals on applying for benefi ts beyond community care, such 
as cash allowances. Nearly two-thirds of  surveyed caregivers said they had received 
respite care during the previous year. A majority had been involved in the assessment 
of  the person they were supporting but relatively few had been separately assessed. 
Involvement of  caregivers in planning services for a person being discharged from a 
hospital (which is a joint responsibility of  local authorities and the National Health 
Service) was found to be spotty (Audit Commission, 2004).

Scotland’s approach has taken a somewhat different course. Its government 
opted to take up the UK-wide Royal Commission on Long Term Care’s 1999 recom-
mendation that the government should provide “free” personal care, not subject to 
means-testing (Royal Commission on Long Term Care, 1999). The only “free” ser-
vices in England are a narrower range of  discrete services defi ned as “nursing care” 
within the jurisdiction of  the National Health Service (NHS) (Montgomery, 2002).
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As part of  the development of  a “Single Shared Assessment” protocol, the 
Scottish government is implementing the Resource Use Measure (RUM). This instru-
ment places individuals applying for community care into nine categories using 12 
questions, each of  which has numerous components. Explanatory material provides 
guidance on how the instrument can be most effectively used to make services deci-
sions. Although personal-care questions may fl ag a possible caregiver contribution 
(e.g., “requires prompting, guidance, supervision or encouragement” and “cannot do 
without assistance from others”), no follow-up questions address what help the care-
giver may need or ask for information on the impact of  providing such assistance. 
The broader protocol instructs agencies providing services to draw up “a common 
set of  values” that include “recognizing and supporting the contribution of  family 
and other [carers] and ensuring their contribution and needs are considered either as 
part of  the assessment of  the cared for person, or as a separate carer’s assessment” 
(Scottish Executive, 2005).

United States: Long-Term Care Programs Rarely Assess 
Caregivers’ Own Needs for Suppor t

The U.S. has a decentralized LTC system that features a mix of  public and private  
funding. Assessment and care planning processes now vary from state to state under Medicaid 
and the Older Americans Act’s National Family Caregiver Support Program (NFCSP). 
State Medicaid programs frequently take into account the availability of  informal support in 
making services determinations but generally do not offer caregivers an opportunity to be assessed.

The largest LTC program in the U.S.—Medicaid—now accounts for 43 per-
cent of  all long-term care spending and fi nances close to two-thirds of  nursing home 
care (Kaiser Commission on Medicaid and the Uninsured, 2005). Increasingly, there 
are calls for federal legislative action to change Medicaid signifi cantly, including LTC 
services, with an eye toward cost containment. One proposal would tighten eligibil-
ity for individuals with a history of  giving away money and resources to children, or 
otherwise transferring assets, prior to applying for LTC services (National Governors 
Association, 2005). 

Family Caregiver Alliance’s National Center on Caregiving conducted the 
most comprehensive study of  caregiver programs and assessment procedures in 
2004, with funding from the U.S. Administration on Aging. The 50-state survey, 
which included state-funded home and community-based services (HCBS) programs, 
Aged/Disabled Medicaid waiver programs and the NFCSP, found that only fi ve 
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states have uniform HCBS assessment procedures with a family caregiving compo-
nent. The NFCSP has no mandate for systematic assessment of  caregivers and no 
uniform recommended assessment instrument, but a few state-funded caregiver sup-
port programs, notably California, have standardized assessment processes for care-
givers (Feinberg et al., 2004).

Federal law requires states to assess Medicaid applicants to determine whether 
they meet “level of  care” criteria, and HCBS waiver eligibility criteria must be the same 
as nursing home eligibility criteria. Within broad parameters, states are permitted to 

employ different methods of  determining an ap-
plicant’s level of  care: some use an instrument that 
generates a score, while others require a minimum 
number of  impairments or needs and still others 
rely on defi nitions and guidelines. A 1996 AARP 
survey of  42 states found the availability of  family 
caregiving support to be an item considered in 13 

states’ HCBS waiver programs. However, noting the availability of  informal support 
does not constitute an assessment of  caregivers’ needs (O’Keefe, 1996).

States’ care planning processes also vary. Another 1996 AARP study of  four 
states found that care plans “attempt to address unmet needs by building upon exist-
ing informal care.” However, decisions made about services for a benefi ciary are not 
linked clearly to a caregiver’s needs, limitations and abilities to provide appropriate 
support (Kassner & Martin, 1996).

Medicaid’s “Cash and Counseling” program, initially funded in 1996-1997  
by the Robert Wood Johnson Foundation and the U.S. Department of  Health and 
Human Services (HHS), may hold the promise of  a more inclusive approach to  
assessing needs. An individualized budget is agreed to by Medicaid and the benefi -
ciary in consultation with involved family members; the monthly monetary amount 
is based on the cost of  services outlined in the care plan (minus a standardized 
discount). Once negotiated, the budget is largely under the benefi ciary’s control. A 
hallmark of  the Cash and Counseling program is that the benefi ciary may hire a per-
sonal care assistant of  his or her choice—often a family caregiver (Mahoney, 2005). 
The fi rst phase of  the Cash and Counseling program enrolled benefi ciaries in three 
states—Arkansas, Florida and New Jersey—and the program has been expanded to 12 
additional states, now at various stages of  enrolling benefi ciaries. To ensure fi scal integ-
rity, the program requires all states to provide benefi ciaries with administrative support 
for payment of  taxes and related issues. Family caregivers in the program are entitled 
to Social Security, a concept that bears some resemblance to the public pension credits 
accumulated by caregivers in Germany and the UK who are out of  the workforce.

Only f i ve states have uni form HCBS 
assessment procedures w ith a 

family caregi v ing component. 
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Conclusions
Several conclusions can be drawn from this international comparison of  

caregiver assessment policy and practice. In Germany, Australia and the UK, care-
givers are considered to be critical to the functioning of  the formal LTC system. 
This acknowledgement has not occurred overnight: it is the result of  years of  effort 
by individuals and organizations representing caregivers, and by groups represent-
ing persons with chronic diseases and disabilities that are sympathetic to caregivers’ 
interests. The role of  research has been key in providing detailed profi les of  who 
caregivers are, how they contribute to supporting homebound persons and the often-
minimal services caregivers have received from formal LTC systems. Such evidence 
has helped to persuade policymakers that assistance for caregivers should be a more 
prominent political priority. Programs of  targeted services— notably respite care—
are the tangible result. As caregivers have become a visible constituency, questions 
that begin to identify and clarify caregivers’ needs have been introduced into some 
community care assessment protocols.

In the UK, this acceptance has taken the form of  a concrete statutory right 
to assessment for caregivers—giving them standing to voice concerns about the 
design and delivery of  community care services that local authorities administer. 
Caregivers can exercise their right to assessment in conjunction with the assessment 
of  a frail elder or person with disabilities, or request to have a separate, stand-alone 
assessment. Also, caregivers in England and Wales can be assessed in the broader 
context of  competing priorities and demands (e.g., education and employment). 

In Australia, the national assessment guidelines call for taking the needs of  
caregivers into account when making recommendations for services across a wide 
range of  aged care programs. In addition, caregivers have been considered clients in their 
own right in the major federal/state HACC program since its inception, with HACC 
guidelines calling for caregivers to be “closely involved” in assessments of  frail elders 
and younger people with disabilities. Caregivers’ input is considered critical to the assess-
ment and planning of  services in the country’s more recently introduced CACP program, 
which targets intensive packages of  services to individuals with complex needs. 

Germany’s national LTC program directly integrates family caregivers into 
the assessment process of  frail elders and persons with disabilities. Caregivers are 
identifi ed and evaluated for their eligibility for subsidized contributions made on 
their behalf  by the LTC program to the state pension program; respite care; training 
in practical skills; and publicly fi nanced home modifi cations. Together with the fam-
ily member needing care, German caregivers can choose to receive a cash allowance 
in lieu of  formal home care services, or a pro-rated cash allowance combined with 
formal home care services.
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In the U.S. and Canada, caregivers have not yet been integrated into assess-
ment procedures for programs that serve frail elders and individuals with disabilities. 
In the U.S., the presence of  a family caregiver is often noted during assessments of  

Medicaid-eligible individuals, but 
no follow-up examines the caregiv-
er’s own limitations, abilities and 
desires for support. In both coun-
tries, consensus on a caregiver as-
sessment instrument—or guiding 
principles for how caregiver assess-

ment should be incorporated into broader LTC assessment protocols—has not yet 
emerged. Basic domains for assessing caregivers have been explored by researchers in 
some depth, however, and standardized instruments are being tested and/or used in 
several states and provinces. 

In Japan’s comprehensive long-term care insurance system, care plans de-
veloped by providers and benefi ciaries are not standardized. Moreover, at the initial 
stage of  assessment, older persons are not asked about either their income or the 
availability of  any caregiver support; thus, the government has scant information 
about the status of  benefi ciaries in relation to family caregiver support. Japan’s ear-
lier history—expecting women to care for parents and/or parents-in-law—shaped 
political discussions during the 1990’s. The result is an effectively caregiver-neutral 
program, in which it may be diffi cult to develop a consensus caregiver assessment 
instrument or process. 

The World Health Organization’s 2003 compendium on key policy issues in 
long-term care argues that the central mission of  any high-quality system is “to en-
sure that an individual who is not fully capable of  long-term self-care can maintain 
the best possible quality of  life, with the greatest possible degree of  independence, 
autonomy, participation, personal fulfi llment and human dignity.” Fundamental to 
achieving this goal, the report notes, is an assessment that includes “functional abili-
ties across a comprehensive series of  dimensions” such as ADL, IADL and cognitive 
measures, which are used to track health and quality outcomes. The report also urges 
that for those persons living with their families, “as the bulk of  LTC is provided 
by informal caregivers and dependent upon their health and well-being, caregivers’ 
needs must also be assessed in order to plan resource allocation” (Larizgoiti, 2003).

The time may be right for an alliance of  organizations with expertise in care-
giving to take up that challenge, and to approach policymakers with a proposal to 
develop a caregiver assessment framework to achieve this important goal.

I n the U.S. and Canada, caregi vers have not yet been 
integrated into assessment procedures for programs 

that ser ve f ra i l elders and indi v idua ls w ith disabi l i t ies.
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Recommendations for Develop ing a Caregiver 
Assessment Framework

♦ A small group of  “best practice” caregiver assessment instruments 
could be the starting point for discussions about how a consensus 
instrument could be constructed for use in a pilot demonstration. In 
these discussions, LTC and caregiver experts, HHS and a few state 
offi cials would clarify: 

1. How to record essential information about caregivers to 
identify their role in providing care and their possible need 
for independent support services; 

2. The potential to generate data on frail elders, individuals 
with disabilities and their caregivers for use in quality im-
provement initiatives; and 

3. Strategies for encouraging integration of  caregiver assess-
ment into existing assessment processes for federal and 
state-administered LTC home and community-based pro-
grams more broadly. 

♦ Parallel discussions with government offi cials could focus on a more 
comprehensive instrument for caregiver assessment for use in pro-
grams targeted to reach caregivers, such as the NFCSP and state pro-
grams focusing on respite care, counseling and family support, as well 
as for use by others, such as researchers.

♦ For health care providers, a screening tool could be developed to 
identify caregivers at risk for (or experiencing) depression, fatigue and 
other conditions associated with stress and physical strain that war-
rant medical attention.

♦ Researchers could take up the question of  integrating assessment 
information from home and community-based LTC programs into a 
unifi ed national database to evaluate the quality and effectiveness of  
home and community-based services, their cost, and client and care-
giver satisfaction rates.

♦ Researchers could also seek funding for evaluations of  programs 
that offer a discrete range of  targeted services within fl exible federal 
parameters, such as the NFCSP, with the aim of  clarifying caregivers’ 
views about which services, delivered in which ways, are most useful. 
Such evaluations would provide valuable information about the di-
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verse situations of  caregivers and the people they support. Ultimately, 
this type of  information would inform and improve current assess-
ment instruments and processes.
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