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Abstract:

Di scussions of the AIDS epidemc rarely consider the inpact on
ol der persons and when they do, focus is typically on those who
are infected thenselves. Virtually no systematic quantitative
assessnments exist of the involvenent of parents or other ol der
generation relatives in the living and caretaking arrangenents
of persons with AIDS in either the West or the devel opi ng worl d.
We assess the extent of such types of involvenent in Thail and
and exam ne the parental characteristics associated with them
Interviews with local key informants in the public health system
in an extensive sanple of rural and urban comunities provided
guantitative information on a total of 963 adult cases who
either had died of AIDS or were currently synptomatic. The
results indicate that a substantial proportion of persons with
Al DS nove back to their communities of origin at sone stage of
the illness. Two-thirds of the adults who died of AIDS either
lived with or adjacent to a parent by the term nal stage of
illness and a parent, usually the nother, acted as a main
caregiver for about half. For 70 percent, either a parent or
ot her ol der generation relative provided at | east sonme care.
The vast majority of the parents were age 50 or nore and nany
were age 60 or older. This extent of ol der generation

i nvol venent appears to be far greater than in Western countries
such as the US. W interpret the difference as reflecting the
contrasting epidem ol ogical and socio-cultural situations in
Thai l and and the West. The fact that ol der people in Thail and,
and probably many ot her devel oping countries, are extensively

i npacted by the AIDS epidem c through their involvenent with
their infected adult children has inportant inplications for
public health prograns that address caretaker education and
soci al and econom c support.

Key words: AIDS, d der Persons, Thailand, Caregiving, Living
Arrangenents
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| nt r oducti on

H V/AIDS is usually viewed as a disease affecting reproductive
age adults and their infant children. Discussions rarely

consi der the inpact on ol der persons and when they do, they
typically focus on those who are infected thensel ves (e.qg.
Nokes, 1996; Riley et al. 1989; Oy et al. 1998a). A far
greater nunber of ol der persons, however, are affected through
the infection of significant others, especially as parents of
AIDS victins (Allers 1990; Brabant 1994; Levine-Perkell 1996;
Oy and Mack, 1998). Inpacts of AIDS on parents can occur

t hrough nunmerous routes including 1) strains of care-giving and
associ ated opportunity costs 2) providing financial and nmateri al
support 3) raising surviving grand children 4) suffering
enotional stress and 5) |osing ol d-age support that the child
woul d have provided (VanLandi nghamet al. forthcomng). The

i npact of AIDS conpared to other diseases can be particularly
severe given the lengthy periods of illness and disability, the
untinmely nature of the death, and possible negative comunity
reactions to persons with AIDS and their famlies (Millan 1998;
Brown and Sankar 1998; Ellis and Muschkin 1996). Yet few
studi es focus on ol der people as parents of persons with AIDS
(see however Brabant 1994; Ellis and Muschkin 1996; Levine-
Perkel | 1996; Muillan 1998; Nazon and Levi ne-Perkell 1996; Sankar
et al., 1998). Even rarer are quantitative assessnments of how
frequently this dinension of the epidenmic inpacts the ol der
popul ati on.

The Iimted literature on AIDS and ol der persons relates mainly
to the United States or other devel oped countries. This
applicability of this US. based literature to other settings is
constrained by the fact that these studies frequently focus on

t he special problens and circunstances of AIDS caregiving within
the gay conmunity. Moreover these existing rarely provide
quantitative assessnments (see, however, Crystal and Schiller
1993; LeBlanc et al. 1997; Millan 1998; Turner and Catania 1997;
Turner et al. 1994 and 1998). Perspectives fromother settings
are necessary to understand the fuller range of societal
responses to the epidem c and how they are conditioned by the
conbi nation of culture, political system and |levels of socia
and econom ¢ devel opnent (Oy et al. 1998b; Sankar et al. 1998;
Spira et al. 1998). Sonme consequences for the ol der generation
are likely to be even nore pronounced in devel oping countries
where H V preval ence is often nmuch higher than in the U S. and
wher e dependence on intergenerational arrangenents for

caregi ving and support is nore pervasive.



The present study assesses the extent of the inpact of the AIDS
epi dem ¢ on ol der persons in Thailand through the illness and
death of their adult children or relatives. Thailand is
particularly well suited for such a study in a devel opi ng
country context. The Thai AIDS epidemc is the nost advanced in
Asi a (UNAI DS/ WHO 1998; MAP 1998) and sufficiently far along for
repercussions to be manifest and thus suitable for systematic

i nvestigation. Moreover, good quality epiden ol ogical data on
Al DS and extensive research into the general situation of the

ol der popul ation are available to provide inportant background
information (e.g. Brown et al., 1994; Knodel et al, forthcom ng;
UNAI DS 1998a and b).

The Thai Setting

Recent estimates indicate al nost 800,000 Thais had been infected
by HHV by the end of 1997 and 260, 000 had al ready died of AlIDS
wi th 60,000 dying in 1997 al one (UNAIDS 1998a). Although

i ncidence has fallen in response to aggressive organi zed efforts
to conbat the epidem c (Phool charoen et al. 1998; UNAI DS 1998b),
UN and Thai governnent projections both indicate that deaths
will increase for sonme years to come (NESDB 1994; UN 1999). 1In
several upper northern provinces where the epidem c has been the
worst, the overall death rate nore than doubl ed between 1990 and
1996 as a result of tens of thousands of excess deat hs,
presunably attributable to AIDS (van Giensven et al. 1998).

In common with nost devel opi ng countries, heterosexual
intercourse is the overwhelmng route of HV transm ssion in
Thai |l and (over 80 percent of cases reported through 1998).

I ntravenous drug use accounts for 5 percent and
honosexual / bi sexual relations for only 1 percent. Mich of the
epi dem ¢ has been driven by commercial sex patronage although
infected nen are increasingly spreading the virus to their wves
and non-commerci al partners (Brown and Sittitrai 1995; Brown and
Xenos 1994; Ford and Koet sawang 1991).

I nt er generati onal exchanges of services and material support
remain pervasive in Thailand as they do in nmuch of the

devel oping world (World Bank 1994). W despread norns support
filial obligations to parents, including expectations of old age
support in the formof remttances and coresi dence (Knodel et

al. 1995). As recently as 1995, nearly three-quarters of
parents aged 60 or above coresided with an adult child and 90
percent either lived with or had daily contact with one. Anpng
persons aged 60 or over wth children |iving outside the



househol d, 89 percent received food or clothes fromthem during
the prior year, 88%received noney, and 69%recei ved significant
amounts (defined as $30 or nore). Alnost half (49% reported
their children as their nmain source of support (Knodel et al.
forthcom ng).

In brief, in conparison with nore affluent countries, Thail and
shares inportant characteristics with other devel opi ng country
settings that are likely to be critical for understanding the
inplications of the AIDS epidenmic for ol der persons in the
countries having the highest |levels of HV and AIDS. Thus the
findings of the present study have consi derabl e rel evance for
ot her devel oping countries that are al so experiencing an

i ncreasi ng burden of AlIDS.

Dat a and Met hods

Key | nformant Approach

Drawi ng a reasonably unbiased and sufficiently |arge sanple of
cases poses form dabl e chall enges for any attenpt to
gquantitatively study the inpact of AIDS on parents of infected
persons (Mullan 1998). The difficulties arise both fromthe
need to be able to identify appropriate cases and the sensitive
nat ure of subject nmatter being investigated. The strategy we
enpl oyed to mnimze these problens was to interview key
informants in the public health systemto provide individual
case information. W selected informants who were likely to
know who in their local area was ill with or died of AIDS al ong
with basic informati on about them age, sex, marital status,

exi stence of dependent children, living status of parents at
time of illness, if and how |l ong the person lived with a parent,
change of residence during illness, and who provided care. For
a subset of these cases whomthe key informant knew best, we
asked suppl enental questions about comunity reaction, economnic
status, financial arrangenents, econom c inpact on the famly,
and ages, health and | ocation of parents. Al interviews were
conducted by the principal investigators and occurred primrily
during the first half of 1999. To protect confidentiality,
nanmes of individual cases were not recorded.

Usi ng this approach, we obtained basic information on |iving
arrangenents and care-taking for 1066 cases who were currently
ill with or had died of AIDS (including a subset of 285 cases
for which the suppl enental questions were asked) in 85 sites in
8 provinces and Bangkok. The provincial sanples were drawn from
all major regions of Thailand and i ncluded both rural and urban



sites in each province.! To maxinize the nunber of cases for
whi ch we could obtain information, we chose provinces with
relatively high AIDS | evels for the regi on based on HV
infection levels anong mlitary recruits during 1991-98.
Nevert hel ess, because there is sharp regional variation in the
| evel of the epidenmic, the selected provinces differ
considerably in the levels of HV anong recruits, ranging from
8-9%in the two upper northern provinces to under 2% in the two
nort heastern ones.

For nost rural sites, informants were staff of community
(Tanbol ) health stations, the |owest level facility in the Thai
Public Health system W chose sites where a staff nenber was
either a |l ocal person or in place |ong enough to know t he
comunity well. The selected stations were responsible for a
nmedi an of 1100 househol ds. Most infornmants appeared confident
intheir ability to identify AIDS-rel ated deaths within their

| ocal area of responsibility. |Identification of currently
synptomati ¢ cases was probably | ess conplete since the onset of
illness is less likely than a death to become wi dely known. The
key informants’ information came from nany sources including
notification fromhigher level facilities, visits to the health
station by the person with AIDS or their relatives, home visits,
t he extensive network of village health volunteers, and
funerals. G ven differences in the public health systemin
urban areas (e.g. conmunity health stations generally do not

exi st) and the greater anonynmity of urban settings, we drew
urban informants fromvaried sources, the nost inportant of

whi ch was the corps of urban nei ghborhood heal th vol unteers but
al so included community | eaders, welfare workers, hone visiting
nurses, and ot her health personnel.

To keep interview | ength nmanageable, we usually limted the
nunber of cases for which basic information was requested to a
maxi mum of 20 per site who died locally of AIDS and 5 who were
currently synptomatic and living in the conmunity. W asked the
suppl enental questions descri bed above for a maxi mum of siXx
adult cases, giving priority to those who had al ready di ed.

When the potential cases exceeded our limt, we gave precedence
to those who were adults (age 15+), who died nore recently, and
for whomthe informant felt nore confident about the information
bei ng requested. W also asked limted information about cases
who had presented synptons while in the conmunity but |eft
before dying and cases whose parents lived in the community but
who died el sewhere. Qur quantitative analysis, however, is
restricted to the 963 adult cases (including 285 with

suppl enental information) who either were still present with
synptoms (195 cases) or died locally (768 cases).?

A key informant approach carries potential risks. For exanple,
i nformants m ght be selective in their famliarity with cases in



ways that could bias results. Also their responses could
reflect presunptions rather than actual observations about the
cases. \When studying a stignmatized di sease such as Al DS
however, these risks need to be wei ghed against the potentially
nore serious biases that characterize conmmon alternative
approaches such as those based on volunteers, self identified
cases, or attenpted random sanples that suffer fromextrenely
| ow response rates (Levy and Al brecht, 1989). Mbreover, as
shown bel ow, the sanple we obtained is quite simlar to ADS
cases in general on nunerous inportant dimensions relevant for
our anal ysi s.

Sanpl e Conparability

Qur sanpl e based on key informant information is clearly not
designed to be nationally representative in any statistical
sense. Nevertheless, it is instructive to conpare it in terns
of inportant characteristics that are likely to bear on our
results with what woul d be expected froma truly representative
sanple. To do this we draw on independent external sources of
information that are intended to be nationally representative,
nanely the national registry of AIDS cases nuai ntained by the

M nistry of Public Health and the 1994 National Survey of the
El derly conducted by the National Statistical Ofice (no date).

Wth regards to sex distribution, 26 percent of our adult sanple
are wonen conpared to 23 percent anong nationally registered
cases reported for 1997-98.% Thus overall our sanple is only
nodestly nore wei ghted towards wonen conpared to all reported
cases.” Figure 1 presents additional conparisons. Panel A shows
that the age distribution of persons living wwth or who di ed of
AIDS in our sanple is alnost identical to that of nationally
reported AIDS cases. Panel B indicates that the marital status
distribution of the sanple is reasonably consistent with that of
nationally reported AIDS cases. In both, nmarried persons are
clearly the nost common, followed by single persons. CQur

sanpl e, however, has a higher proportion of fornerly married
persons than anong nationally reported AIDS cases. This
reflects in part the nodestly higher proportion of wonen in our
sanpl e, anong whom a nmuch hi gher proportion are w dowed
separated or divorced than anong the nale AlDS cases.”®

Panel C shows that the proportions of our sanple of AIDS cases
wWith a surviving parent are simlar to the proportions in the
equi val ent age group with a living parent anong the general

popul ation as found in 1994 the National Survey of Elderly.® For
t he purpose of this conparison, our sanple results are adjusted



to allow for the 8% of cases for whomthe informant was
uncertain if a parent was alive (typically i nvol vi ng cases who
wer e non-| ocal spouses of |ocal persons). Finally, panel D

i ndi cates that the age distribution of the parents of the AlDS
cases in our sanple as reported by the key informants is very
simlar to what woul d be expected based on the age distribution
of parents of adults in the general population who are in the
sane age groups as the adult AIDS cases in our sanple.?®

In brief, these conparisons taken together suggest that cases
reported by the key informants resenble remarkably well the

nati onal popul ation of recent AIDS cases in Thailand on several

i nportant dinensions. Cases reported by our key informants thus
shoul d provide a reasonably representative sanple for anal yses
relating Thai AIDS victinms and their parents.

I ncl usi on of Return Mgrants

For persons with AIDS, living and caretaking arrangenments often
change during the course of the illness. Many are able to care
for thenselves initially but at |ater stages require assistance.
Thus sone who |live away fromtheir place of origin at the onset
of synptons return when they can no |longer earn a living or need
care assi stance (Brabant 1994; Ellis and Muschkin 1996; Sankar
et al. 1998). Anong our total adult sanple, 37% of those who
had died had returned to their place of origin after becom ng
ill and the large majority (77% noved in with parents or

adj acent to them?® Sone waited until the illness was very
advanced. For exanple, about a third (32% of those who
returned when ill lived only a few nonths, including some who
died after just a few weeks or even a few days followi ng their
return. 1In contrast, rarely were cases reported to have | eft
their place of origin to die elsewhere. Such a high return rate
is quite plausible in the Thai context. Unless migrants are
married and their spouse remains with themto provide care and
financi al support, they often have nowhere else to go. Thai
hospitals shy away fromlong termcare of Al DS cases and

hospi ces have |imted capacities. Mreover, there are

undoubt edly strong personal enotional advantages of being at
hone to die.

This link between mgration and stage of illness has
inplications for estimtes of the percentages of parents who
coreside with AIDS inflicted adult children and who contribute
to caregiving. Because of return mgration during the illness,
the extent of parental involvenent is fully evident only for
cases who have already died of AIDS. W thus focus much of the



anal ysi s on persons who have died of AIDS and include both adult
children who were living in the area in which they di ed when
synptons first appeared and those who returned after the onset
of synptons.

Resul ts
Li ving and caregiving arrangenents

Several basic neasures of living and caregiving arrangenents of
AIDS victins in relation to older generation persons are
summarized in table 1. They refer to the current situation for
those still living and to the termnal stage of illness for

t hose who died. For the nmeasures relating to parents,
additional results are shown conditioned on the availability of
a living parent, adjusted for the small proportion of cases for
whom the informant did not know if a parent was alive. Such an
adj ustnment is necessary since cases for whomthe living status
of parents is unknown are necessarily selective of those who did
not coreside with parents or receive parental care (if they had,
it would be known that a parent was alive). lgnoring these
cases would artificially inflate the indicated | evels of
parental invol venent.°

As expected fromthe fact that substantial nunbers of persons
with AIDS only return hone at |ater stages of illness, the
measures consi stently show hi gher percentages of parental and
overal |l ol der generation involvenent for cases who already died
of AIDS conpared to currently synptomati c cases. An even
greater difference is evident between these two groups for the
caregiving nmeasures. This likely reflects the increasing need
for assistance as the illness progresses. Indeed half of the
currently synptonmatic cases were still caring for thensel ves
whil e al nost all who died were given care by others (not shown).

A der generation persons in Thailand are conmonly involved with
the living and caretaking arrangenents of persons with AIDS. A
majority (59% of those who died of AIDS coresided with a parent
at the termnal stage. Mreover, two-thirds either coresided or
lived next door, reflecting the fact that married children,
especially in rural Thailand, often live in the sane fanmly
conpound (Knodel and Saengti enchai, 1999). These percentages
are even higher (69% and 79% respectively) when only cases with
a living parent are considered.



Caregiving al so commonly involves parents. Parents provided
care for alnost two-thirds of those who died of AIDS and were
the main caregiver for half. For those with a living parent,
nore than three fourths received sone care froma parent and for
al nost 60% a parent was a main caregiver. Even when a parent
was not involved, other ol der generation relatives sonetines

pl ayed a caregiving role. Thus 70 percent of adult AIDS victins
were cared for by sonmeone of the ol der generation if both
parents and relatives are taken into account.

Characteristics of Al DS Cases

Tabl e 2 focuses on how denographi c characteristics of adults who
died of AIDS relate to coresidence with parents and having a
parent as a nmain caretaker (the two nore intensive neasures of
parental involvenent). Results are shown both for all adults
who died and also for those wth a living parent (additionally
adjusted to allow for cases where the living status of the
parent is unknown). In addition to sinple bivariate

associ ations, results are also provided that are statistically
adj usted through logistic regression. The adjusted results

i ndi cate the association with each characteristic net of the

i nfluence of the other characteristics included in the table and
are presented as nean predicted probabilities to facilitate
interpretation.

The unadj usted results for both all cases and cases conditi oned
on having a living parent show that both coresidence with a
parent and having a parent as a main caretaker decrease with
age, especially for the oldest. The negative associations with
age are sonmewhat | ess pronounced when conditioned on having a
parent alive but are still quite strong. Statistical adjustnent
for associations with the other variables only nodestly
attenuates the negative relation with age. The sex of the
person dying with AIDS shows little relationship with
coresidence with a parent but wonmen seem nodestly nore likely to
have a parent as nain caretaker than do nen. Neither
conditioning on having a parent alive nor statistical adjustnent
for the other variables has nuch inpact on the weak associ ation
with sex.

A quite strong relationship exists between parental invol venent
and the marital status of the person who dies of AIDS. |I|ndeed,
a substantial mpjority of single and separated or divorced adult
children who died of AIDS |ived with a parent at the term nal
stage of illness. Likew se parents served as nain caregivers
for nost of these children. Wdowed and currently married cases



were considerably less likely to live with parents or have a
parent as a main caregiver. This |lower |evel of parental

i nvol venent for w dowed cases is in large part due to their

| oner chances having a living parent (given that they are
consi derably ol der than other cases on average — see follow ng
table). Once results are conditioned on availability of a
living parent, the tendency to coreside with a parent when il
or to have a parent as a nmin caregiver anong wi dowed is nore
simlar to separated or divorced cases than to married ones.
Even for overall cases, however, substantial shares of both

wi dowed and married persons dying of AIDS lived with or taken
care of by a parent in the final period. G ven the association
bet ween age and marital status, it is not surprising that the
extent of marital status differentials is reduced after
statistical adjustnent. Neverthel ess even the adjusted
associ ati on remai ns pronounced.

Finally, living with a parent when ill and having a parent as a
mai n caregiver is nore comon for rural than urban cases. This
remai ns the case both when conditioned on availability of a
living parent and after statistical adjustnent for the other
vari abl es.

Parental Versus Ot her Caregivers

Parents of course are not the only persons who provide infornal
care to adult persons with AIDS (PWAs). Table 3 shows the
frequency with which a parent serves as caretaker for adults who
di ed of AIDS conpared to other persons. Results are shown
according to the sex and marital status of persons who died of
AIDS. To aid in interpretation of the results, the table also
shows the nmean age of death and the percentage who have a living
parent (which are obviously related). 1In general, nen and wonen
who die of AIDS differ only nodestly in these respects.

However, sone substantial differences are evident by marital
status in both respects. As noted above, w dowed persons dying
of AIDS are considerably ol der than average and single persons
are sonmewhat younger.

Overall, parents are clearly the nbost common caregivers, well
ahead of spouses who take second place. The nmain difference in
the configuration of caregivers for nen and wonen with AIDS is
Wi th respect to the percent for whoma spouse was a car et aker.
Men are nmuch nore likely to have been cared for by their wves
than the reverse. Gven that for both men and women who di ed,
about half were currently married (not shown), the difference
reflects the greater tendency for wonen than nen to be



caregivers. Also, currently married wonen PWAs may be nore
likely than married nale PWAs to have an already ill spouse.

The configuration of caregivers varies considerably with the
marital status of the person who died of AIDS. For those who
are still single at death, a parent was a main caregiver in over
three-fourths of the cases and provided at | east sonme care for
over four-fifths. Parents were also the nbst comon caregivers
(main or otherw se) for separated and divorced as well as for
wi dowed children. For w dowed cases, however, children of the
person who died were very common conpared to other cases. This
is likely related to the ol der age at death of w dowed cases
which results in their being nore likely to have children old
enough to contribute to caregiving but less likely to have a
living parent to provide caregiving.

The one group for whom parents were not the predom nant
caregivers is persons who were currently marri ed when they died
of AIDS. Spouses served as a nmin caregiver for al nost two-
thirds of these cases and provided at | east sone care for over
70 percent. Still, even for married Al DS cases, parents are
frequently involved as a main care taker and provide at | east
some care for nore than half. W note that even anong narried
cases, a third had returned from el sewhere since the onset of
illness (not shown). A few returned because both spouses were
ill. Mre commonly, however, the return appears pronpted by the
need for caretaking assistance by the spouse who was well. This
i s suggested by the fact that in over 40 percent of cases where
a married couple returned, a parent acted as a main caregiver
and in alnost two-thirds assisted in caregiving (not shown).

Car egi ver Characteristics

I nformati on on the characteristics of the parents of adults who
died of AIDS and how they relate to involvenent with |iving and
caretaking arrangenents is avail able for subset of cases about
whi ch we asked additional questions. Results presented in Table
4 refer to parents who were alive at the tine of the child's
death. The first four colums show the distribution by the
characteristics in question for all the parents and for those
with different types of involvenent with the AIDS case. The

| ast three colums indicate the proportion of parents in each
characteristic category who coresided, provided any care, or
were main caregivers respectively.?

Focusing first on the distribution of parents by characteristics
(the first four colums), we see that the large majority of

10



parents (85 percent) were age 50 or over at the tinme their child
di ed and al nost half of these were 60 or older. Consistent with
| ower fermale nortality, nore nothers were alive than fathers.
Most were described as being in good health and three fourths as
average or above average in terns of econom c status. The
characteristics of parents who coresided with their Al DS
inflicted child are generally simlar to the total sanple of
parents who were alive when their child died of AIDS although
the sex distribution is nodestly nore skewed towards nothers.

In contrast, those who provided care differ noticeably in their
age and sex distributions fromthose who did not. Caregiving
parents, and especially those who served as nmin caregivers,
tend to be younger than parents of AIDS cases in general. Even
so, two-fifths of main caregivers were 60 or older. Caregiving
parents and particularly main caregivers are overwhel mngly
female. Caregivers differ little fromthe overall sanple in
their health and econom c status distributions.

Turning to the proportions of parents involved with adult
children who died of AIDS (the last three colums), we see that
overall, close to two thirds of parents of adult children who
died of AIDS lived with the child during the illness, a simlar
proportion provided care, and about half served as a main
caregiver. The age of the parent is generally inversely rel ated
to coresidence with and caretaking of the ill adult child, with
the ol dest parents particularly less likely to provide care.

The sex of the parent is clearly associated with all three
nmeasures of involvenment. Mdthers are sonmewhat nore |likely than
fathers to coreside with an adult child with AIDS and very nuch
nore likely to be involved in caretaking. The health status of

t he parent shows no consistent relationship with coresidence,

al t hough parents in poor health appear |less |likely than others
to provide care the overall pattern between health status and
the caretaking nmeasures is not consistent. This lack of a clear
associ ati on between parent’s health and caregiving is
surprising. The small nunbers of parents reported in to be in

| ess than good health conbined with neasurenent error due to the
subj ective nature of the measure nay be obscuring the expected
positive associ ation.

Di scussi on

The AIDS epidemic in Thailand clearly has an extensive inpact on
ol der people through their involvenent in the |living and
caret aki ng arrangenents of their infected adult children. Two-
thirds of adults who died of AIDS lived with or next to a parent

11



by the termnal stage of illness and a parent, usually the

not her, acted as the nmain caregiver for about half. Moreover,
for 70 percent of our cases, a parent or other ol der generation
relative provided at | east some care. The vast majority of
these parents and rel atives were age 50 or nore and nmany were in
their 60s and even 70s.

This high I evel of parental involvenent with adult children who
beconme ill wth AIDS contrasts sharply to the situation in the
US (and probably other western countries). According to a 1990
national study, only 13% of AIDS caregivers were 50 or ol der
(17%in central cities) and only 6% at |east 60 (Turner et al.
1994). The role of parents in this US study cannot be directly
assessed since the relationship of caregivers to the person with
Al DS was not asked. The authors infer fromthe evidence,
however, that substantial nunbers of caregivers were gay nen, a
very different nodal situation than for Thailand and probably
nost ot her devel opi ng countries. Another study of caregivers of
PWAs based on a sanpl e of unknown representativeness from San
Franci sco and Los Angel es found that | ess than 10% were nothers
of the PWA (Turner et al. 1998). Separate figures were not
provi ded for fathers but clearly very few were providing care
since other famly nenbers, the category which presumably
includes fathers, represented |less than 3% of all caregivers.

Al nost three fourths of caregivers in the study had non-famly
relationships to the PWAs, nost being partners, |overs or
friends.*?

The Thai context differs fromthat in the US in several major
respects that could help account for the pronounced contrasts in
l'iving and caregiving arrangenents. As discussed bel ow, these
include | ess public assistance, the pervasiveness of an inform
system of intergenerational support through the |ater stages of
the life course, less stigmatization of the major risk behaviors
| eading to H V+ status, and | esser selectivity of those with
AIDS with respect to having unstable famlies of origin or
strained relations with their parents.

I n devel opi ng countries such as Thailand, institutional and
other fornms of formal care and financial support for persons
with AIDS are quite limted conpared to the US or Western
Europe. Thus AIDS victinms are even nore heavily dependent on

i nformal channels of care and support than in the US or other
econonm cal | y advanced settings. |In addition, exchanges of
services and material assistance between adult children and
parents, including coresidence with adult children, constitute a
pervasi ve informal support systemfor ol der persons (Knodel et
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al. forthcomng). Thus a sizeable mnority already |ive with or
next to a parent before becoming ill. Wthin this system ol der
parents not only receive help fromadult children but also

provi de i nportant services for them (Knodel, Saengtienchai and
Sittitrai 1995). Turning to parents for long termresidentia
care by an adult child is quite congruent with this famlial
support system

Numer ous di scussions of AIDS in the US context have noted the
stigmatization of the predom nant risk behaviors, nanely

i ntravenous drug use and honosexual relations, that underlie the
epidemic and the inplications that this stigmatization has for
the care of patients. Such stignmatization could well inhibit a
person with AIDS fromturning to a parent for assistance
(Crystal 1989; Levine-Perkell 1996; Mullan 1998). This would be
especially likely to be so if the PWA was hesitant to reveal his
sexual orientation or drug dependence to his famly of origin.
In contrast, conmercial sex patronage, the predonm nant behavi or
behi nd the Thai epidenmic, has relatively little social stigna
attached to it in Thailand. This is especially so for single
men but even under sone circunstances for married nmen ( Knodel et
al. 1996 and 1997). More generally, Thai society is noted for
its relative tolerance of sone forns of sexual behavior that are
often deened deviant in the US, including prostitution and
honobsexual ity (Jackson 1995; Peracca et al. 1998). This
relative tolerance of the risk behaviors underlying AIDS in
Thai | and, and especially of comercial sex patronage, neans that
a potentially inportant barrier to parents’ acceptance of an
adult child with AIDS in the USis largely absent in Thail and.

Wiile AIDS is still a sensitive matter for many Thai famlies
with an infected nmenber, the extent of social stigm has
decl i ned over the course of the epidenmic, especially in areas
where the disease is nost common. | n our study, we asked key

i nformants about their general inpression of the local community
reaction to recent AIDS cases and whether the reaction has
changed over tine. Many reported that early in the epidemnc,
there was considerable fear of associating with Al DS cases.
However, in 90 percent of the sites, informants reported that
the situation has inproved and nost clainmed that community
menbers now generally did not consider the presence of a an Al DS
case in the community to be a matter for undue concern. W also
asked about specific reactions to individual cases and to their
famlies after their death (for the subset of cases for whom we
col | ected supplenentary information). Informants reported sone
negative reactions to a sizeable mnority of the persons with
AIDS at the tinme of illness but only rarely reported any
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residual stignma towards the famly followi ng death. Although
the famlies thensel ves m ght have responded | ess sangui nely
than our informants, the general point is that stigmatization,
while present, may be less in Thailand than in many ot her
settings (e.g. Sankar et al. 1998).% This in turn could
facilitate not only the willingness of the PWA to return to the
pl ace of origin but also acceptance by Thai parents of an adult
child with Al DS

Finally, we speculate that a higher proportion of Anericans (and
westerners generally) than Thais who contract AlIDS have strained
relations with parents or cone fromfamlies of origin whose
circunstances mitigate against their being viable sources of
care and assistance. W expect this to be the case because of
the different distributions of risk behaviors that are
associated with the epidemcs in the two settings. The very
behavi ors that are conmmon anong US Al DS cases, nanely honobsexua
relations and IV drug use, are potential sources of strained
relations with parents that likely predate the adult child s
illness fromAIDS (Brabant 1994). Al so, although disputed, 1V
drug users and their partners in the US may be

di sproportionately fromunstable and otherw se socially and
economni cal |l y di sadvantaged fam |y backgrounds (Canpbell 1999;
Chat ham et al 1999; Crystal and Schiller 1993; Fergusson and
Horwood 1999; North et al. 1998). Both of these factors would
seemlikely to nake it relatively difficult for a typica
American PWA to turn to one’s parents for assistance and care in
the case of AIDS '° In contrast, conmmercial sex patronage by
men in Thailand is relatively common and consi dered nore or | ess
accept abl e behavi or by broad segnents of Thai society (although
this may be rapidly changing as a result of the AIDS epidemc).
Mor eover, Thai wonmen mainly contract H V through sexual
intercourse with their husbands, obviously a conpletely
accept abl e and expected nmarital behavior. Neither of these
behaviors is likely in and of itself to cause strains with
parents and the persons involved are probably far |ess sel ected
for difficult famly of origin circunstances. Thus Thai Al DS
victims are less likely to confront the barriers to turning to
parents for care and shelter that |likely face many of their
western counterparts.

The Thai situation obviously has aspects that are unique to
Thai l and. Thus caution nmust be used in drawi ng inferences for
other countries. Yet in inportant ways there are broad
simlarities with many other settings in the devel opi ng worl d,
especi ally when conpared to the US or other economcally
advanced countries of the West. These include the predom nance
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of heterosexual transm ssion of H'V, a social atnosphere

tol erant of transactional sex, the lack of extensive fornal
support and services for persons suffering with ADS, and
primary reliance on exchanges between parents and adult children
for old age support including extensive coresidence. W thus
expect that the invol venent of ol der persons in the |living and
car et aki ng arrangenents of persons with AIDS in many ot her

devel oping countries will be far closer to that reveal ed for
Thai l and than typical of the US situation. At |east one recent
study in Uganda confirns the primacy of parents as caregivers to
adults with AIDS (Ntozi and Nakayiwa 1999). Cearly nore
attention needs to be given to assessing the extent and nature
of how the AIDS epidem c inpacts ol der populations in the

devel oping world as well as the public health inplications of

t hose inpacts for the ol der persons who are affected.

Endnot es

1 The specific provinces were Rayong and Petchaburi in the central region
Khon Kaen and Ubon in the northeast, Chiang Mai and Chiang Rai in the upper
north, Phichit in the lower north, and Phuket in the south.

2 The restriction to these cases was nade for two reasons. Most inportantly,
persons with AIDS who |eft the |locale or who were el sewhere during their
entire illness would theoretically have twi ce the chance of being included in
our sanple, once at their place of origin and once at their place of
destination, than persons who were present or died in the locale. Secondly,

| ess informati on was asked about the excluded cases because infornmants
generally did not know many details about them for the period they were not
in the community.

3 This and the follow ng conparisons focus on reported cases for 1997-98 since
our sanple is skewed towards recent cases reflecting the selection process
and the timng of fieldwork.

4 The proportion of our sanple that consists of currently synptomatic cases,
however, is particularly high in its representati on of wonen (43 percent) and
accounts for the higher overall percentage of wonmen. This may reflect a
greater ease for local health personnel in identifying synptomati c wormen than
men. In many cases, the wonen contracted HV fromtheir husbands whose
earlier death alerts the informant of the possibility the wife may be
infected and to be on the |ookout for synptoms. Also pregnhant wonmen are
routinely tested as part of antenatal care and |ocal health personne
sonetines | earn when a woman tests positive. This overrepresentation of
wonen does not characterize the sanple who died of AlIDS because death, as
opposed to onset of synptons, quickly becomes public know edge regardl ess of
sex.

51n our sanple, 42 percent of women living with or who died of AIDS were
formerly married conpared to 14 percent of men.
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6 Although, as the title inplies, the main purpose of the survey was to
collect informati on on ol der persons (aged 50+), it also included questions
directed to a nationally representative sanple of all househol ds regardl ess
of the presence of ol der househol d nenbers.

“I'n many of these cases the parents are likely to be alive. However since

i nformants are probably nmore likely to know of living than dead parents (e.g.
the parents may have visited the conmunity), these unknown cases are probably
skewed towards persons with deceased parents. Thus in the calculations we
assume that the proportion with a living parent is two-thirds that of the
equi val ent age group based on cases for whomthe parents' living status is
known. G ven the small percentage of cases involved, results are only
mnimally affected by this assunption.

8 The expected age distribution of parents of AIDS victins in our sanple was
calculated froma matrix which showed the percentage age distribution of
living nothers and living fathers for adults in each age group in the genera
popul ation (as provided in the 1994 Survey of Elderly in Thailand). By

wei ghting that matrix by the proportionate age distribution of AIDS cases in
our sanple, we obtain the expected age distributions of |iving nothers and
fathers assum ng that the AIDS cases in each age group had |iving parents of
sim |l ar ages as the equival ent age groups of adults in the genera
popul ati on. By conbining nothers and fathers, we obtain the expected age

di stribution of parents.

9 A substantial share (at |east half) of those who noved back and did not live
with or next to parents had no living parent. Some of them may have noved in
with ol der generation relatives but we do not have information on this.

10 The nature and logic of the adjustnment is the same as that described above
for panel C of Table 1.

11 To derive adjusted percentages for each particular category of the

vari abl es shown, we first calculated a predicted probability for each

i ndi vidual included in the analysis on the basis of the |ogistic regression
coefficients. W assuned that all individuals fall into the particular
category under consideration but retain their actual values with respect to
all other control variables. Then we cal cul ated the adjusted percentage as
the mean of the predicted probabilities for that category for all individuals
i ncluded in the anal ysis.

2 \When calculating results for the last three colums for parental
characteristic categories, adjustnment is nade for the small nunber of parents
for whominformation on a particular characteristic is lacking (while sex is
known for all, for 11-12 percent of parents age, health or economc status is
I acking). Since cases for whom such information is unknown are skewed
heavily towards parents who |ived outside the |ocal comunity and thus were
not involved in the living and caretaking arrangenents when their child was
ill, ignoring themwould artificially inflate the indicated |evels of

i nvol venent for each characteristic category (except sex categories). Thus
for the purpose of these cal cul ations, we assume that cases w th unknown

val ues of a particular characteristic are distributed simlarly to those for
whom the characteristic is knowmn. G ven the small nunber of cases involved,
this is unlikely to bias results in any neani ngful way.
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13 ne study of 106 PWAs in New Jersey reported results that inply somewhat

hi gher | evels of parental involvenment (Crystal and Schiller 1993). According
to the study, 40 percent were living with “parents or other famly of origin”
and 31 percent of the 65 respondents who reported a single primary hel per
indicated it was their nother. However, only about a third of those sel ected
for the study could be interviewed and a | arge proportion of the non-response
was due to “inability to locate”. Thus it seens likely that the results
seriously overestimte involvenent of famly nenbers since persons living in
stabl e settings would be far easier to |locate and interview than cases living
on the streets or in other tenmporary or unstable non-fam |y arrangenents.
This coul d explain much of the apparent discrepancy with the national sanple
results referred to above which was based on a general sanple of househol ds
using randomdigit dialing.

4 W have conducted open-ended interviews to collect qualitative informtion
froma small nunber of parents who have cared for a child afflicted with Al DS
and generally the parents in these interviews concur with the inpressions of
the key informants in this respect.

15 Al't hough Crystal and Schiller (1993) argue agai nst the characterization of
IV Drug users as “disaffiliated” and | acking social ties to their fanmlies of
origin, they cite nunerous studies that support it. They base their

obj ections on results of the New Jersey study cited above that shows
substanti al percentages of |VDU AIDS cases living with their “consangui neous
famly. However, as already noted, the study appears potentially seriously
bi ased towards persons in stable living arrangenents.
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Table 1. Indicators of parents’ and ol der generation persons’ role in living
arrangenents and caregiving for persons aged 15 or ol der who died of AIDS or
are living with synptomatic HV

Per sons who Persons with
died of AIDS| synptomatic Al DS
Al'l Cases
% coreside with parent when ill 58.8 (1.8) 49.0 (3.6)
% coreside with or live next to
parent when ill 66.5 (1.7) 56.7 (3.6)
% for whom parent provided care 64.5 (1.8) 34.8 (3.5)
% for whom parent was a nmin caregiver 49.7 (1.8) 26.7 (3.2)
% for whom any ol der generation person
provi ded care 70.2 (1.7) 38.5 (3.6)
% for whom any ol der generation person
was a main caregiver 53.8 (1.8) 28.9 (3.3)
Nunber of cases (a) 754/ 738 194/ 187
Cases with at |east one living parent —
adj usted estimates(b)
% coreside with parent when ill 69.7 (1.8) 60.6 (3.8)
% coreside with or live next to
parent when ill 78.8 (1.6) 70.1 (3.6)
% for whom parent provided care 76.9 (1.7) 42.1 (3.9)
% for whom parent was a nmin caregiver 59.3 (1.9) 32.4 (3.7)
Nunmber of cases (a) 659/ 645 164/ 162

Notes: Standard errors are in parentheses.

(a) The first nunmber refers to the nunmber of cases wi th non-m ssing values for
the two |iving arrangenment neasures and the second nunber refers to the nunber
of cases with non-m ssing values for the two caregi vi ng nmeasures.

(b) Estimates are adjusted for cases for which the key informant did not know
the living status of the parents. See note in Figure 1.
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Table 2. Indicators of parents’ role in living arrangenments and caregiving for persons aged 15 or ol der who
di ed of AIDS, by dempgraphic characteristics of the AIDS case, unadjusted and adjusted by |ogistic
regression

% who |lived with a parent when ill % f or whom parent is main caregiver
Denogr aphi ¢ N of Al l cases 1+ parent alive(b) Al l cases 1+ parent alive(b)
g?aLngﬁalaLgc cases(a) Unad- | Adj usted Unad- Adj ust ed Unad- | Adj usted Unad- Adj ust ed
died of AlDS j usted j usted j usted justed
Age (p=.000) (p=. 000) (p=000) (p=. 003)
15-29 304- 275 71.1 68. 8 77.7 75.4 59.7 55.9 65. 3 61.2
30-39 321- 292 61.1 61.4 67.6 68. 2 53.7 54. 6 59. 6 60. 6
40+ 129-78 24.0 27.2 45.7 50.1 17.7 21.2 34.2 40. 8
Sex (p=.533) (p=. 656) (p=.091) (p=. 045)
mal e 587-499 59.4 58.9 70.0 69. 2 48. 6 47.8 57.5 56. 4
femal e 167- 146 56. 3 56. 4 68.5 67.2 53. 6 54.7 65. 6 65. 0
Marital status (p=.000) (p=.000) (p=.000) (p=. 000)
single 242-213 81.0 60. 2 90.5 70. 6 76. 6 51.5 86.0 60. 2
sep./divorced 64-53 68. 8 57.3 82.2 62. 7 66. 1 48. 1 79.6 53. 4
wi dowed 68-51 48.5 42. 7 71.1 50.9 47.1 33.7 70.0 41.9
married 373-322 44.0 43.9 52.5 52.6 29.3 29.5 35.1 35.3
Resi dence (p=. 000) (p=.002) (p=.001) (p=. 008)
rural 516- 446 64.0 62.7 73.4 72.3 54.2 53.2 62.6 61.5
ur ban 238-199 47. 4 48. 6 60. 6 60. 6 40. 4 41.1 51.7 51.5

Not es: The figures adjusted by |logistic regression represent the nean predicted probabilities taking into
account the other denographic characteristics included in the table. Al characteristics are treated as
categorical variables in the regression. The p-values indicate statistical significance of the set of
categories based on the Wald statistic.

(a) The range represents the maxi mum and m ni mum nunber of cases on which results in each row are based.
(b) Estimates are adjusted for cases for which the key informant did not know the living status of the
parents. See note in Figure 1
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Tabl e 3. Mean age at death,

percent who had a living parent,

percent who lived with a parent,

who had caregivers of particular types anong adults dying of AIDS, by sex and marita

dyi ng of AIDS

and percent
status of person

Tot al Sex Marital status
Mal e Fermal e | Single | Separated | Wdowed | Currently
/ di vorced married

N of cases (a) 738(b) 570 168 235 62 70 365
Mean age at death 33.0 33. 4 31.6 29.8 34.6 40.0 33.5
% having a living parent (c) 82.3 83. 4 78.6 88. 3 82.0 65. 2 81.3
% for whom nmai n caregi ver was:

Par ent 49.7 48. 6 53.6 76. 6 66. 1 47.1 29.3

O her ol der generation person 4.2 3.9 5.4 5.1 1.6 7.1 3.6

Spouse 31.6 35.3 19.0 -- -- -- 63.8

Si bling 10. 8 10.9 10. 7 15.7 22.6 11. 4 5.8

Child/child-in-Iaw 3.8 2.6 7.7 -- 3.2 30.0 1.4

Q her 3.1 2.8 4.2 5.1 4.8 5.7 1.1
% f or whom any caregi ver was:

Par ent 64.5 64.9 63.1 80.9 69.4 54.3 54.5

Ot her ol der generation person 7.7 6.8 10.7 7.7 3.2 7.1 8.8

Spouse 35.2 38.8 23.2 - - - - - - 71.2

Si bli ng 26.0 26.0 26. 2 37.9 45. 2 27.1 15. 3

Child/child-in-Iaw 7.0 6.0 10. 7 -- 4.8 32.9 7.1

Q her 7.7 6.5 11.9 8.9 12.9 18. 6 4.1
Notes: All results refer to the situation at the term nal stage of illness. The sum of the percents of each

type of caregi ver exceeds 100 since for sonme persons dying of AIDS, the key informant reported nore than
one type of caregiver including 5% of cases for whom nore than one type of main caregiver was reported.

-- = not applicable.

(a) Refers to the nunber of cases with caregiving infornmation; mean age at death and the percentage with a
living parent is based on a slightly larger nunmber of cases

(b) Includes 6 cases of unknown marital status.

(c) Estimates are adjusted for
parents. See note in Figure 1

cases for which the key informant did not know the |iving status of the
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Tabl e 4. Percentage distribution of parents of adult children who di ed of

Al DS according to selected characteristics of the parent and adjusted percent
of parents who coresided with, gave any care, and gave mamin care to adult
children who di ed of AIDS

Percent age di stribution(a) Adj ust ed(b) percent of
(totals 100% for each characteristic) parents who
Char acter - Al l Cor es- Pr ovi d- Mai n Co- Gave Gave
istic of parents i dent i ng any care- resided | any mai n
par ent parents care gi vers care care
Tot al 100 100 100 100 63. 3 63.3 40.3
Age
< 50 14. 8 16.5 15.9 17. 4 70.6 68.0 47.2
50- 59 37.2 39.3 40.7 43.1 66. 8 69. 3 46. 4
60- 69 37.2 35.7 35.8 33.3 60. 8 61.0 36.1
70+ 10. 7 8.5 7.5 6.3 50.1 44. 4 23.5
Si gni ficance - - - - - - - - n.s. * *
Sex
Fat her 41.9 37.7 30.3 15.9 57.0 45. 7 15.2
Mot her 58.1 62.3 69.7 84.1 67.9 76.1 58. 4
Si gni ficance - - - - - - - * * ok *okx
Heal t h status
Good 79.4 80. 3 80.9 78.5 64.1 64.5 39.8
M nor prob. 9.8 9.0 9.8 11.8 57.5 62.9 48. 3
Poor 10. 8 10. 8 9.3 9.7 63. 2 54.8 36.3
Si gni ficance - - - - - - - - n.s. n.s. n.s.
Econom ¢
st at us
Good 23.2 22.1 23.4 20.9 60. 3 63.9 36.2
Aver age 50. 2 52.7 51.4 51.8 66. 5 64.9 41.6
Poor 26. 6 25.2 25.2 27.3 60. 0 60. 0 41. 3
Si gni ficance - - - - - - - - n.s. n.s. n.s.
N of cases(c) 360- 315 228-222 | 228-218 145-139 | 360-315] 360-315| 360-315

Not es:

val ues for
square test.

Statistical

significant at the .05 | evel;

* = p<.05;

** = p<.01;

*x% = p<. 001,

(a) Excludes cases with unknown val ues for
(b) Cases with unknown val ues for
proportionately according to the distribution of cases with known
characteristics.

(c) The range represents the nmaxi mum and m ni num nunber
each set of characteristics are based.

results for

a particular
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characteristics refer
significance is based on cases wi th known
characteristic and nmeasures by the Pearson Chi -
G ven that the sanple is not a probability sanple,
of significance can only be considered as illustrative:

n.s. =

each characteristic.
characteristic are distributed

Results are based on the subset of cases for whom suppl ementa
i nformati on was col |l ected. The parenta
the child s death.
each parenta

the | eve
not

of cases on which

to the tinme of
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Figure 1. Conparison of Selected Characteristics of Study Sanple Based on
Information from Key-Informants with Expected Characteristics Based on
I ndependent External Sources
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Sources of external data: Special tabulations from Thailand, Mnistry of
Public Health, AIDS Division (Gaphs A and B); Oiginal tabulations from
Thai l and, National Statistical Ofice, 1994 Survey of Elderly in Thail and
(Graphs C and D).

Note: Estimates in Panel C are adjusted for the 8 percent of cases for which
the key informant did not know the living status of the parents. The

adj ustnrent is made on an age specific basis assuming that the proportion of
these cases with a parent alive is 2/3 that of cases in the sane 5 year age
group where the status of the parents is known. Estinmates in panel D
conpares the age distribution of parents of adults in the general population
who are in the same age groups as the adult AIDS cases in our sanple.
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