Who Cares?

REITMAN CENTRE APPROACHES TO
DEMENTIA FAMILYCAREGIVERS
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Caregiving affects us all

u OTHERE ARE FOUR KI NDS OF PEOPLE

u THOSE WHO HAVE BEEN CAREGIVERS,

u THOSE WHO ARE CURRENTLY CAREGIVERS,

u THOSE WHO WILL BE CAREGIVERS AND

u THOSE WHO WILL NEED CAREGI VERSO
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u -Rosalyn Carter -



Profile of Canadian
Caregivers

Most people with dementia live in the community (USA
70% to 81%)

75% of care is provided by family and friends.

70% women ; Carers are often older: 50% > 65 yrs; 36% >
70

Caregivers are an at -risk group
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Alz. Soc Canada 2010; Statistics Canada, 2003 General Social Survey;
Canadian Study of Health and Aging Working Group, CMAJ 1994; 150 : 899;

Statistics Canada, www.statscan.ca




Effective u nderstanding
requires refined
assessment of caregivers.
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Systematic Assessment Of
Caregivers Can Guide

Clinical Research
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The Dementia Caregiver
Interview Guide
D-CIG 0 2nd Edition

/10 AoADPDOS [

Copyright © 2015 Rhonda Feldman

SY S T ENMANSEESEESEEEEEEANE A S SESSMENT O
LEVEL OF RISKOR BECOMING OVERWHELMED



(=

DEMENTIA CAREGIVER INTERVIEW GUIDEQIG)

High Risk Caregiver Definition : The car elmpinguseimr 6 s wel |
jeopardy and/or the care provided is deteriorating

(From Guberman et al. 2001) g’
o)
8
D-CIG assesses 6 categories of risk. (low, medium, or high impact) 8
number of years as a caregiver or intensity of care provided. ~
characteristics of the person with dementia  that contribute to caregiver stress: (i)
Physical concerns unrelated to dementia, and (i) Dementia -specific issues e.qg.
BPSDs).
caregiver characteristics  that could contribute to burden or strain. ( i) Psychological
eg . psychiatric history, history of relationship conflict (ii) Intrapsychic barriers to
change (iii) Physical issues of the caregiver (iv) Dementia -specific issues e.g. poor

understanding of the disease.

the environment in which they dyad lives ( i) Difficulty accessing support (ii)
Resources e.g.financial strain or work obligations.

marginalizing and systemic  barriers to accessing resources e.g. language, culture.

Caregiver Self -ldentified Overload : How many days in the last week they felt they
had more to do than they could handl e or 0

Outcome: Overall global Clinical Impression: a7 -point rating scale caregiver risk of
significant decline.



DEMENTIA CAREGIVER INTERVIEW GUIDE (D-CIG)
High Risk Caregiver Definition: The caregiver s well-being s in jeopardy and/or the care being provided is
deteriorating. There is high risk for the impending failure of the caregiver to continue to provide the current
level of care. asastea rom Gubermaon Keel. Foncsy, Monmvash & Barylok, 2004
(1) 1sthe amount or length of time spent in the caregiving role a problem?
(e.g., Number of years providing care or intensity of time providing care)
(2) Care-recipient (CR) Characteristics: Check all that apply
Physical bsues
Ll Decline in ADLs and lADLs™ | U Disrupted sleep | L) Substance use
L] cther chronic illness Il:lf.}th:ri‘:u't: illness I
Dementis-specific bsues
L Apathy wancering Restieszness Ll Azrression [verbal or ghyzical)
Coepression US:-...:H,- nappropriate behavicur O Poar social skills
O Poor communication [ Delusions/ Hallucinations O vecalizations
(3) Caregwer [CG) Characteristics: Check all that apply
Psychological Characteristics
Ll Low sef-confidence in CG tasks L] Guik LlPoorly defined sense of seif separate from the CR
L] Poor mastery of CG tasks [ Suicidal ideation [ Lsck =f management/ Orzanizational skills
L] Symptoms of depression O substance sbuse O cCeping throush emstional reascning or svsidance
O symetarms =f ancey U.-!-r-;u Hinterfe ring personalty charscterristcs
L Feclinz tragped in the CG rale CI Psychiatric history (& = depression. anxiety)
Ll Low resilience to CG stress Ol Chalianming relationshis histary batweean CR B CG
Barriers to Change
L] Ambivalence or denial of need |
Stigrma/ Shame |
Physical bBsues
L] Chronic iliness/ Physical fraitty |
CJ Over 65 years old |
Dementis-specific ksues
Crzar kngwiedze of dementia | Ol inaccurate bebefs about care recipient’s behaviour
(4) Environment: Check all that apply
Support
L] Family discord | L Lack of suppart (formal or informal) | Ul Poar grogram availabiliy
Ll Lack of respite | L Transponation | U ionz wat-times for services
Resources
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Resistance to use resources | O Pressure from cultural group

O=

U.Hm;d of change |
[

a

Acute iliness U Czznitve impairment

[
Digrupted sleep |

O Finarzial stress | D.‘.-‘r:!k:;rr\-ent stressors/ Job~-Caregiving conflict
CLessl iszues |DCar~|.-;i-rer responsible for mukiple households/ Multiple care recipients
|5i Mrmtom Resources: Check all that apply

CJLangu DpccrkncmcE of the system Oecversy

-szﬁ;.}aﬂ Ll isciation Ll Low educatian

DL{;!_,‘.’ DLa-::-:L:n_-‘ Arcmzs to sercices DI‘:us:ﬁ;u.—:!ftairn'

(6] Caregiver-identied Overioad:

Does the caregiver complain of feeling ke [s)he has to do more than (s)he can handle or “stretched to the

limit"? How many of the last 7 days?

Clinical impression: How concerned are youthat the coregiver’s well-being is in jeopardy ORthe core being provided will

detenaorgte if they continue 1o try to provide the current level of care under the current circumstances?

Minimal - Moderate Marked Severe Extreme

NO COnCErn Mikd concern

CONCErn CONCern CONCETN CONCErn CONCErn
within normal limits Possible nigh Risk Probable High Risk

ADLs = Activitees of Daily Livang: e g., bathing, toideting, dressing, esting, functional mobility

lADL: = Instrumental ADLs: e.3., housework, orgenizing medicstion, finances, shopping, using o telephone, transportstion

Mame E Designaticn




Dementia Caregiver Interview Guide (D -CIG)

Comparative study:

A convenience sample of 50

caregivers were recruited during RC

intake

Compared scores on DCIG to
Caregiver Risk Screen (CRS)

(Guberman et al., 2001) to establish

concurrent and discriminant validity

for the DCIG

Results: The DCIG correlated
ositively wit

rho = 0.737; p <.001) and successfully

identified caregivers at risk, as
|l denti fi ed by
Kappa = .559)

. Mount Sinai
Hosp|tal

Sinai Health System
Joseph & Wolf Lebovic
Health Complex
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DEMENTIA CAREGIVER INTERVIEW GUIDE (D-CIG)

High Risk Caregiver Definition: The caregiver’s well-being i in jeopardy and/or the care being provided i Intensity of
deteriorating. There is high risk for the impending failure of the caregiver to continue to provide the current
level of care. Aasgtes rom Guberman, Keaf. Fancey, Noheiash & Bovylok, 2001 tow | nted | righ

3] 1sthe amount or length of time spent in the caregiving role a problem?

ULow education

(e.g., Number of years providing care or intensity of time providing care) Mo
(2] Care-recpient [CR] Characteristics: Check all that apply
Physical ksues Lm]n
LIDechine in ADLs and IADLs" [0 Disrupted sleep [T Substance use
D Other chronic illness | O Other scute iin
Dementis-speciic brues L m =
Capathy [OWance: Restlessness [ dzzression [verbal or physical]
Depressian ||= BT |r.- nagpropriate thw Poor secial skills
Orser oot |-Del$-e51‘ isns 8w 2
Check iin-um
Prychological chnmrum [m =
Cliow sed-canfidence in CG tasks | L Guik CIPcorly defined sense of sel separate from the CR
ClPoor mastery of CG tasks U suicigal ideation | [JLack of managemeny/ OrEnuxiunll skilly
DlSymptams of depression Ol substance sbuse | [ Coping through emotional reasoning or avoidance
DI Symptoms of anxiety Oanger [ inte rfering cersonaity character, =
[JFesiing trapped in the CG role Psychigtric huwme_ cemss-a . anxiety)
Clizw resilence 15 CG stress = gng histary nCR &CG
Barriers to Change [mTH
Olambivalence ordenialofneed | CJResistance 1o use ressurces [ Opressure from cuktursl group
Dl stigma/ Shame | Dl atraic of change
Physical bsues [m Iw
Dl Chronic iiness/ Physical fraity | L] Acute iliness. [ CICognitive impairment
O Over &5 yearz ol | Obirupted sie=p
Dementis-specific bsves [m [H
UPoor knowledge of dementia [Clinaccurate bebefs sbout care recipient’s behaviour
{4) Environment: Check all that apply
Support [m =
T Fariy ducers [T ock of support (Farmal ar mfarmal) | LdPoar program availasiity
Dl Lack of respite | O Transponation | Oiong wain-times for services i T
T
D Financial stress [ Empleyment stressors/ Job-Caregiving confict
Oliegsl issues | O Caregver responsible for muktiple households/ Muktiple care recipients
[5) Barriersto Resources: Check all that apply [m =
Cltan r kno he system Oeoverty

limit*? Howmarlydlhehsl 7 days?

uhural grow
Oig D Locagfon/ Accy services Dl Housing unce rtaint

a ’ ' I | 0-1
Does wet of feeling ikeYs}he ha. n | an or Fstre -

detenorcte if they continue 10 try to provide the current level of care under the current circumstances?

Chinical Impression: How concerned are youthat the coregiver’s well-being is in jeopordy ORthe core being provided will

Minimal Moderate Marked Severe Extreme
concern CONCErn CONCETN concern concern

No concern

| Mild concern

/&

Within normal mits Possible High Risk Probable High Risk
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Name & Designation Date




