5E55MENT

(BAS)

TS
"{'L‘T'J'.T\E‘I
—y k.

S )

r}'lla:‘;ll'lf'l Organization

. ﬁﬁrﬁ-nuﬂ't East Asia




The Burden Assessment Schedule
(BAS)

1 T e ——




WHO Regional Publication, Sauth-Fast Aso Series No. 27

The Burden
ASSESSMENT

Schedule

(BAS)

H. Sell, R, Thara
R. Padmavati and 5. Kumar

Warld Health Organization
Regionol Office for South-East Asio
Mew Dialhi
1998




ISBM 02 02T 1211 8
& Workd Health Organization 1998

Publicomans of the Wodd Heglth Orgonirahor emoy copymght protection n
peeordonge with the provissons of Prolocol 2 of the Ureversal Copyrghd
Corvewidimn. Few |1|'||H wal I'q:h:,dul‘lﬂul i Bioeskalen, in ot O II'ﬁ:J. o
publbcabans mived by te WHO Regional Ofce for South Eaat Asc, applicatan
should be mods o tha BEagpongl Offce {or South-Fan dgia, ‘Ward Health Houge,
Irudropenidf Culote, Bl [hedha 1T, frudes

The desgrahons employed ond the presedation of the motenal n this
publicatan do not enply the asprestion of ony epinion whotioever gn the pon of
Fhay Sexomiorual of Fue Wioakd Heolik f.h'{pmmh.-l LG g Fe |-HJI| wlabus of vy
enundry. Wrrlory. cify o area of of i authonkes, o concerming the dehmitotion of
i bronbmry o bioamdo ey

The vews esprested o ths publscabon e thone of the outhor and do nof
necasianly reflect the decsont o stamed poboy of the Wadld Health Crgonizahon;
hgusnar thay locus on igmes thot hows bees reccgnived by #he Orgonraton and
Mambar Stafes o banng of hagh prondy

Frirtiord in indua




Contents

Abalrarct

Freface

1. Indroadunctionn

2. mcthods and Resulrs

1. Inscussaon

Bibilography

Annexes

1. Factonal Configuration of the 20-lem Cuestionnaire
2. Burden Assessment Scheglube

Fage

L]

13
5

B T T




Abstract

{? HIS PAPER describes the process of developing an
wistrurment to quantify the subjective burden as percewved
by caregivers to a cheonic  psychobic  person.  The
methodalogy apphed  was  qualitativeguantiative where
extensive ethnographic work was followed by quantification
of the concepts which emerged during the qualitative field
work. As expected, some of these concepts were statistically
confirmed in factor analysis, others merged or split up.

The result 15 a 20-item questionnaire representing fve factors

or concerns which rellect care-givers' man feelings about
their care-giving role,
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Preface

| HE FAMILY constitules a mapor support system in the
! ocontinuing care of the chrome mentally il in the
communiy. Alhough many famiies  show  tremendous
resihience in canng for an il reladnee, ther share of physical
and emolional distress cannot be gnoered. It i3 crucial for
mental health professionals to be sensitive to the distress and
burden experienced by families, m order to plan and
implement a comprehensie  treatment  programme.  This
wowiltd also facilitate enhancing the qualily of e of hath - the
mentally dl and ther farmilies.,

lhe Schizophrema Research joundatron (SLARY) a
voluntary ongamzabion devoled (o the care of the chronec
mentally disabled for over a decade, has efiectively integrated
the rolde of the tamwly i the management of the mentally i,
T further ths olyecinee, SCARF, in collaboration wath the
Rewronal Offce for South-Fast Asia of WHO (SEARC), Took up
the developrment of an mdnmenl (o measure the subpecive
components of burden i famibies (Thava of al, 7995, We
hope that the Burden Assessmenr Schodule (BAS wall
tacilitate a greater understanding of thes subper and wall
facifitate and cncourage sitidies 1o develop intervemdions of
aippart o amiaes, o of the relative contribution of specific
fealistes ol pathology fo thes buirden, therehy benedting, in the
larg berm, padrends, bhesr Garulies, and health professonals
engaged in work with the chrone menatally i




Introduction

3 ECENT TRENDS twowards deimstinationalization and an

"‘-u.'mm.ﬁh on community-based psychiatric care  have
resulied in the recognition of families as critical partners in
the care for the mentally ill. However, in most developing
countries, the ratio of psychiatnc beds per  population
continues 1o be 5o low, (e.g an estimated 1/30 000 in India)
that institutional care has abways been acoessible only 10 a
small and desperate minoty of the mentally il In such
stances, community based management aimes to bring care
to patients for whom psychiatric care was hardly accessible a
all carlier.

Conadenng the substanbal decrease in psychiatric beds
in industrialized countries over e last thoee decades, and
the cormesponding incresse 0 oul-patient and home cane,
surprisingly little research has been done on the borden this
increase in home care places on patients’ families and care-
givers. Ina comprebensive review, Keeisman and oy (1974)
concluded that the impact of mental iliness on the Lamily has
not been adequately assessed, that mental illoess severely
alfected the Gamily, and that mental health professionals have
not responded sufficiendy 10 the necds of the lamily. The
emegence of sell-help and advocacy groups of affected
famnilies, and the pressure lowards imvohang consumer groups
i service planning during the Lt two decades, has cerlainky




helped 10 bring the needs of care-giving families inn
ncreaung  focus  Lefley [1987) and many  other have
pointed to the lack of adequate preparation for cane-grang
which families recone, amd Winelield and Harcey (1994)
have described the critical attitude of many affected familisos
werwards the mental health care system,

Plant {1985) has eritically reviewed several instruments
aming o quantify burden Fpotenbally  harmiul  effects
["burden’] upon the patients cae-givers”, the impact [or
burdenl of hisher behaviour upon the patienls Tarmily,
houschold and significant athers”). He differentianes berween
objective  burden  imeaning  any  disruption o family)/
household life which is patentially venfiable and abservable)
and subyectne borden (e, personal feelings of carmang a
burden; being distressed, unhappy, upset, etc ). Whereas he
points out that it would be theoretically and  practically
useful 1o assess the informant’s diaress in relation to each
parcular peoblem o difficulty associated wiath the patient's
iliness, thes distress s vanably o be rated by the
inferviewer®, *One aspect of olyective burden s in fact based
on a subjective exgpeience Cdistress”) whose presence or
alvenee s commonsensically assumed by the imestigator”,
Thus, the imeestigator is comsistently conssdered a better
judge of carcsgivers’ fechngs than they themseles are. A
e recenl pesiew of 12 borden gssessieent amstromeends
(Srheme, 19900 adds Sitthe 10 Platt’s earber sugeestions, The
Aems contained in the eviewsd instruments seem 1o have
been drivan up b experts. Only the instrument developed
ke B and Kapsr {15A1) wcliadied  same  pnstruchussd
inferviews walh caregresss e the fist step i instroment
development, although the content of the interiews seems




The Surden Agsesament Schoguie

o have been drawn from eardier published work, Bur it
inequires sboul the subgective component only in one overall
guestion of “suficring owing 1o the patients ilnes” In this
context. it & important 1o realize that care-givers often find it
difficult to aticulate what help they wanted and are unlikely
In complain (MacCarthy ef al 1989). We lound a similar
situabion in Mobem India and 5ni Lanka where 100% and
7% repecively of rural mothers of mentally  retarded
thildren did not. without probing. mention any necd for help
in caring for their disabled children (Sell, unpublished),
Interaewang, in such A siluabion, my resemible a:shng a
senes of Yead guestions more than the extrachion of “true*
feelings. For the Latter, ethnography beyond interviewing will
twe the unly method of exploration. The need for 3 very
thorough ethnographic exploration of the concepts invalved
in the perception of burden is even more strongly underlined
by the finding that the ‘objective burden’, as quantified,
using the instrument developed by Pai and Kapur [1981),
correlates very highly wath  the negative items of the
Subjective Well-Being Inventory (SUBH (Sell and  Nagpal,
VL) bt oot with e postiree tems Roy Chaudhun e ab,
1995}, Their finding not only corroborates the finding that
positive and negative outlook an life are evaluated Lagely
independently fram each ather, but alsa that positive factors
are more Mable over time and  less affected by hife
circumslances (Nagpal and Sell, 1985, Sell and MNagpal,
19492},
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Methods and Results

THE FIRST phase of the study followed the technique of
‘stepwise ethnographic exploration’ as developed during

work on subjective well-being (Sell and Nagpal,
1992). This technigue involves multiple ethnography, i.e.
ethnographic work by a number of ethnographers/
interviewers and a process of stepwise consensus building
amongst them on concepts underlying/representing’being
causally related to the topic under exploration. In the
beginning, this ethnographic work was more of a ‘living in”
experience with participatory observation and in-depth
interviewing, a deeply gratifying experience for field workers.
Upon reaching a consensus on a list of these concepts, this
list is discussed in focus groups of care-givers (qualitative
validation). After finalization, these concepts are itemized
into a first draft of a questionnaire-like quantitative instrument.
The usual psychometric procedures of item reduction ete.
then follow. There is a concern for reliability, but not for
validity. We believe that the issue of validity does not arise in
the process of stepwise ethnographic exploration since the
multiplicity of ethnographic enquiry is a sufficient substitute
for triangulation and related efforts 1o follow the validity
paradigms of purely quantitative research (Sell and Nagpal,
1992). This process resulted in a draft questionnaire of 65
items. We applied a 3-point scale (‘'not at all’, ‘to some
extent’, ‘very much’) for reasons described elsewhere (Sell
and Nagpal, 1992). Inter-rater reliability was established by
verbally administering the draft questionnaire to 50 care-
givers with the responses independently being coded by two
field workers listening to the interview. This yielded a Kappa
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of 0.&0. Funhermore, in the following  questionnaire
administration, reliability was checked with every tenth
interview 1o ensure that reliablity was maintained.

The O5-itemn questionnaing was administered 1o 250 care-
givers of chronic mentally-ill persons, o specific sampling
procedure was adopted except eflons w0 emsure that all
sociorronomic strata were represented in sufficient numbers
in have their feelings reflecied in the anahysis. The retums
were subjerted to Bator anabysis. We would like to point out
hare that we consider factor anahysis (FA) in this contest a
merely descriplive and not an analybical tool, descnbing
similarities in a2 rather loose way, as do the corelation
coefficients the FA i based on, especially since the data are
non-parametric. ' We are, therefore, not concemed with
Platrs (19851 reservations about FA in terms of replicabslity,
the amount of unexplained varlance and the powential
omassion of too many items. The FA yiglded as expected, a
number of clearly spurioas and three equally clearly
meaningful factors, The first factor was composed of items
rweflecing 4 generd discomion and malaise, depression,
emational instability, social disruption, health impact, and
hapelessness. The second reflects effects an intimacy and
emotional relations within the primary family group. The
third factor was postive, reflecting positive feclings in the
care-giver from appreciation for hisher caring by the patient,
the family, and family fiends. The findings were used o
discard items with low loadings on any meaningful facor.
This restilfledd 0 a 40-item questionnaire.  This modified
guestionnaice was admindeced W0 a fadhes 100 Care-greers
and the returns again subpocted to FA.
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In this second FA the three meaningful factors of the
first FA emerged agan. However, The first factor of the first
Fa split imto three, with the separation of tens of tamiky
disruption forming an independent factor, a did items
relating 1o the perceived severity of the illness. This led to the
retention of fve factors or coneems (see Annes 1),

Factor 1: Impact on well-being

This Factor conlain ieos descrildng the impact of the
presence of the chronic psychotic on the cane-giver in lerms
of feelings of exhaustion, frustration, depression, and impact
on heealth in general.

Factor 2: Impact on marital relationships

iNote: this factor can be ehcted only if the care-giver is the
ipadse of the patiem)

The items reflect the abiling of the mentally-ill patient o give
adequate attention and affection to other members of the
farmily and to satisfy the emotional needs of herhis partner

Factor 3: Appreciation for caring

This i a positive factor which reflects the satisfaction cane-
givers receive from the appreciation and acknowledgement




The Burgen Asgessmani Scheguie

T ——

of their good care from friends and Lamily members, and the
pride of still being able 1o take good care of the rest of the
famiy, This factor seerre o Bee of particulee smpertance (o s
becanse i hints At a ey HTEOTTANT COmPOonent 8 Supan o
care-giving familics Winefickd and Hamoey (1994) report on
RtAnSIC Enpoyme il Ui palienl as a person, Bl |_|"|l-"!.'
aked only 1 2 very general manner aboat “good ponts for
them when patients lved ot bomwe”. This odwiously streetched
the imagination of the nleraewees wo bar

Factor 4: Impact on relalions wilh olhers

This Lactor mchudes tene whach el 0 the l.'|1£ll.l|:llll‘.‘l-r'l ol
family and other social relations s 0 comeguence of the

prosence of the mentdly dl persen

Factor 5: Perceived severily of the disease

iy thies factowm oo rril..-mgu_ﬁ:l e wdach l-_'~|:|n"1.r~nl thit goverhy o
e |:l|.9«.||l||;|t"||I sich as l11'~|l|l1!ﬂ“_ [ | l.lrlF:Irﬁllila'll.'lll.'" Lhavacir
rendening the care giver unabde 1o bkt o tabe up a regular
.

Some items did not Ioad highly an amy of these faciors
andd vet the interviewers had sere strong feelings alunn their
||h_-'iﬂ|.'|'|r'|ﬂI'“|I'|rh\ for the canm=giviers, and that they should not
brr Jesfit ol Foe the il sesison of g descnptive and sermi-
gquantitative statistical progedure. They may of course ko
have dropped out becanse suiticiemtly welated items were not
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included to form a statistically identifiable cluster. They were,
therefore, included into the factors on which they loaded
highest, although other items not retained did in fact have
higher loadings.

These items include “time out’ or the possibility to
simply relax for some tme Godicating, of course, the
importance of the availability of respite care), and the issue
of meeting the financial needs of the patient (reflecting the
worries of the care-givers about what may happen to the
pesan if they are no more). Interestingly, the financial needs
of the family did not cluster although several items addressed
this issue, It is obvious that the presence of a chronic
psychatic can cause financial hardship to the care-giving
family in a variety of ways, and it may be important 1o
inguite about these. However, we have dropped these items
nat only for the reason that they do not seem to be
perceived as a rather homogeneous cluster or concern, but
also because they seem to add a somewhat ‘objective’
tomponent,  Furbermore,  ther  inclusion would  have
ncurred the nsk of influencing the perception of the ingquiry
in terms of possible expectations. I such questions  are
added. they should probably be asked verbally after the

questionnaire s completed.

The proposed final version of the instrument is annexed.
We have not annexed details of the outcome of the FAs in
this paper. They can be found in the publication by Thara
el al 119951 We believe that the oulcome of gualitative and
semi-quantitative research is more important than its quasi-
quantitative description: what  care-giving to a chronic
psychotic “means” 1o a care-giver may be more important

e T — e =
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than what numbers epidemindogists may extract from this
The final instrument is anmeved (Anney, 21,

Discussion

“THE PRESENT paper descrites the development of an

i instrument o quantify the burden percesed by care
givers o a chronie peycholic person, and the reasons for
doing  this, The ostrument s hased  on estenae
e aphic work with aflestod Lamles in an oifort bo
BAURC the *meanng” of giong care by a Cheomc peychohc
prerson, e an elion) o gquantily the subpective perceptions of
CAre-giers,

in a process of ‘depwise othnegraphic exploration’,
multiple  cthnography  was  followed Iy Inos group
discussions igualilative vabdationt and depuzation of the
concepts  which  had  eowwrged. The  resulting  deaft
guestionnaine was finaliced m b waves of mlendews and
factor analyses.

Five factars of conceoms emergeid: impact onowell-being,
on mardal  redatiorships,  on relionshaps with olhers;
AL b fow canmng, A perceneed saaenily of e oisoase,

loerestingly, the boancegl mesgds of  the Lamily G
affected by the presence of 4 disablod family memibser, did
mol emerge as a2 dactor, although inguieed about in vanous
facets. The financial needs of the patent. reflecting worres
of Rt CARC- VTS Al hashiee Bate wehion thay wall b pwy

- g — — = = == - - m——
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1a

more, and the ssue of respite care or ‘time out’ were
included in the final version of the questionnaire because
they were percenved as high priorities for care-givers by the
interviewers, although their factor loadings were lower than
those of some other tems.

it w5 expected that the instrument, the Burden
Assessment Schedule (BAS), will serve a number of purposes.
The most immediate will be the evaluation of the impact of
vanous support measures to care-giving families on perceived
burden. A second will be the correlation between various
aspects of psychopathology and perceved burden. This will,
hopefully, permit the establishment of treatment plans which
will not only awn at reducing symptoms in the patient, but
also aim al reducing the burden in care-givers. Furthermore,
the instrument can rather easity be adapied 1o quamify
burden in care-givers 1o otherwise disabled or mcurably-ill
persons.

The Subective Well-Being Inventory (SUBI explores
concerms of feelings which make people feel good or bad
about seli and their lives in general. Experiences have shown
that it can very well be used in the tramning of counsellors or
basic health workers working with disadvantaged  families
(CME, 1994) o with cancer patients (SEAMen/106) e.g. by
helping counsellors to identily remaining intra- and inter-
personal resources in seemingly helpless clients or those
without hope. Equally, the BAS, when used in a rather
unstructured way, can help counsellors or health workers ta
identify areas of particular  concern and, therefore, of
particular need for support to care-givers of chronically
mentally il

Lo o orLED P TR L = T o S
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Arrroex 1

Factorial Configuration of the
20-1tem Questionnaire

Factor 1; Impact on well being
C 0 ek i piresasl, anwns
L0 ek tired, pabpsted
0 el broastradeyd

COs heabih afleciod

Factor 2: Marital relationships
Spouse helps with famuby responsibilities
Sy st ihies eeevis W ontireany
"'III'H"II.H‘ alf I il

I"I".-ilzl'; ook el pe Ll moensfie
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Factor 3: Appreciation for caring
Farmaly appieeg sates LU0 eilons
Kelatmes apgaecube €0 s elions
Al vy Caares o otbwers

Frocnds apgeet kite COs effors

Factor 4: Impact on relations with others
Lheruption of relitions with other tamily members
Dwerupiteicn of tamily stabality
nssuption of ielabions with nends

Egivaer] bowr Parvwe Bon Feclnw (Tinneie o)

Factor 5: Perceived sevenily of the disease
s Bl Bhual thieere s o solutioon
Paabocnnl o ompses odisd el wapces a0 hiopne
Fatwent's unpred tabibe bobavsour

L umalie ror Lake L o jols
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FIPSTE R

M YO think thal vour famuly appreciales LT WAy W
care b ghee pratientd

Bt at alf
T somme exient 2

Very much 1

Coes the patkent’s silnes prevent yon loom having a
satisfying relationship with the rest of vour fannlby{

Myt af all
To soumis extent ... 2
WViery mh 3

Dhoes vour spwsimae Fuslp with tamly responsabiliies?

st af all 7 (]
T somme oxtent ... 3
Wery much e i
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") Is your spouse shill affectionate towards vou?

Pt it il 3
Foy sonmar sttt ., . 2
Very much 1

=130 b youn spouse aldes 1 satsly your needs far intimacy?

Mot al all e
To some extent .. 2
Very much

it Has the guality of yoor marital relationship declined

S O AfHAL A S illreess s

o at all 1
T somie extent ., 2
Yerry much 3

VAR TN L

Mt at all i 1
To s ex1ent »
Visry munch i

Do carig tor e patient make vou feel tired amd

R T e e
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(B Do syou think thar vour heath has been affected
because of the patsent s ilinessd

Mot at all
Tov soom Cxtent ...
Viery much

et P =

19) Do you sommetines feel depressed and ansiogs becase
of the patwent?

Mot at afl : 1
To some extent ... 2
Very much 3

(16 Dxz YL sgmelinnes feed thot thene s o soloBion Bey yowr

problems?

ol al all
To some extent |, 7
Viery much e 3

1111 Has vour family stabslity been dspted by the patients
illness (regquent quareeh, brodak-up

st al all
Ty sorbe extent | .
Very much

n Pd =
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116} Do you beel that your fricnds apprecate the way you
cane for the puatient !

Rt at all 1
T somi® CXICnt ... 'y
'U'Fry miiich 1

(17 Does the paticnfs allness prevent you fom Raving
satisfying relationshig wath your friendas

kot at all = I
To soamil Pitent ... s
Virry much

[(1A1 [Ny you ohen :|,-1,l| frustraled that 1= |.|11|'II'I.:u‘I'I1|:"‘I'1-1 i
the patient is shwithere i no mprovement at all?

Mot af alt
Ty sanr extent . 2
Viery much . 3

119) Do vou have the feoling that the patient understands
and appreciates vour effod 10 help himcher?

Bdest at all
fo s extent ...
Viery much

i Bl Ll

SRS B S e — - — e
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1200 Is the patient’s iliness preventing you from looking for a

Joh?
Bdoat at all 1
Tor some exten ... z
Very much 3

* e evre appedy onby if (e patient i ) spesgse (o the cae-piver (00G)
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