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ABSTRACT

This study was an evaluation of the structure, tioncng and

characterization of administrative and biopsychadgaractices of support
houses (two dedicated to adults and one to minforsjndividuals with

HIV/AIDS in the Municipality of Ribeirdo Preto, S&8aulo State, Brazil.
The methodology used was quantitative-qualitativeyaluative and
exploratory research by free observations, a figddy and application of an



instrument containing closed and open questionsoedéed based on the
Technical Norms of Health Surveillance Center,haf €enter for Reference
and Training on STDs and AIDS, of the State Hedhkpartment
(CVS/CRT/AIDS/SES-SP). These organizations are biynan assistance
and humanitarian entity, mostly maintained withoteses from the civil
society, partially following the norms and requikams of health agencies
and health surveillance. Their coordination and &ommesources consist
predominantly of women, both paid employees andintelers. This work
illustrates the important role of these nongoveme organizations
(NGOs) in the field of social rights related to HAIDS patients, filling
lacunas not provided by governmental institutions.

Keywords: evaluation; health care; acquired immunodeficiesgiydrome;
nongovernmental organizations.

RESUMO

Objetivou-se conhecer a organizacdo, o funcionamment prestacao da
assisténcia de trés Casas de Apoio a portadoréd\dAids em Ribeirdo
Preto-SP. Foram feitas entrevistas semi-estrutarada as coordenadoras
a respeito de suas funcdes, aplicou-se um questiosdbre 0s aspectos
estruturais do local e registraram-se observacoes catidiano das
instituicées. Legalmente, eram organizacdes regidaentidades de cunho
assistencialista-humanitario e procuravam adequassnormas técnicas e
exigéncias para seu funcionamento. Recebiam suéweda prefeitura
local, mas eram sustentadas, sobretudo, por dodedssciedade civil. As
coordenacbes eram desempenhadas por mulheres, mimadtes nos
quadros de funcionarios e voluntarios. Em suassfatédservou-se uma
postura administrativa multifuncional e dificuldaplara realizar a inclusao
social dos moradores, devido a preconceito ou sedgaduncionamento das
casas. Conclui-se que, administrativamente as Casesspondiam ao que
se propunham, mas deveriam atentar para a neassidamo agentes
sociais, de fomentar a incluséao social.

Palavras-chave: Casas de recuperacdo. HIV. Sindrome da
imunodeficiéncia adquirida. Cuidado. Incluséo socia

RESUMEN

La finalidad del estudio fue conocer la organizacifuncionamiento y
prestacion de cuidado por las coordinaciones dérdasCasas de Apoyo a
portadores de HIV/Sida en Ribeirdo Preto-Sdo Pa@le. realizaron
entrevistas semi-estructuradas con las coordinadoespecto a sus
funciones, se aplicé un cuestionario sobre los cspeestructurales del
local y se registraron observaciones del cotid@dmdas instituciones (diario
de campo). Se obtuvo que, legalmente, eran orgaoigs regidas por
entidades del tipo asistencialista-humanitario tentaban adecuarse a las
normas técnicas y exigencias para su funcionami&eoibian subvencion
del ayuntamiento local, pero eran sostenidas pahtiente por donativos
de la sociedad civil. Las coordinaciones eran dps@adas por mujeres,



predominantes en los equipos de funcionarios y ntahios. En sus
discursos, se observé una postura administratidifameional y dificultad

en realizar la inclusion social de los habitantsehido al preconcepto o
reglas de funcionamiento de las casas. Se concluyee,
administrativamente, las casas cumplian con aggakose proponian, pero
necesitarian atentar para que, como agentes sjcifdeentaran la
inclusion social.

Palabras clave: Casas de convalecencia. HIV. Sindrome de
Inmunodeficiencia adquirida. Cuidado. Inclusioniabc

INTRODUCTION

The approach to the AIDS epidemic in Brazil, pataely in the 1980s, was
strongly influence by the sociopolitical and cudtucontext of the country,
at the same time as an important contribution te #pidemiology
concerning the transmission mechanisms, prevemmhcontrol measures
of HIV/AIDS at the population level was observed the world scene. At
that time, scientific knowledge regarding the aocegiiimmunodeficiency
syndrome (AIDS) was incipient. In the midst of tfeanges and crises that
have agitated the political and economic scenafithe last few decades,
organizations concerned with causes considereth tiat time, as minority
(e.g., the environment, gender relations and ragiaktions) emerged from
civil society.

The socio-sanitary situation of the segments afédty and vulnerable to
the syndrome evolved with the availability of treant, from which surged
new assistential demands from people living withVAAIDS (adults,
children and adolescents) that the State has sddficulty in attending. As
a response to these limitations, the mobilizatibrrabigious entities and
civil society originated in organizations, suchSagport Houses, nonprofit
and public interest entities (2).

These social equipments aim “to offer multidisgipliy assistance to people
with HIV/AIDS with no financial resources or famigupport” (2). They are
of direct interest to questions of health, exteleibo education and
assistance in the case of the infant and adolegedntic, for legal reasons
or orphanhood, hence the denomination of Solidartyuses (3). The
support houses could be considered tbeus of a complex web of
relationships of the different social actors imgligservice administrators,
population assisted), with reflections in the sbiriatances affected by their
intervention.

Considering the recognized social relevance ofetiigpments and the lack
of studies involving the evaluation of this typeasfanization, the proposal
of an investigation that approaches assistentialices organized by the
civil society becomes indispensible in order totesymtize knowledge
concerning their actuation. This would permit asayof the reach and
limitations encountered in the performance of tiseicial role as promoters



of the exercise of citizenship, in a society undecontinuous process of
transformation.

The objective of this study is to evaluate and abt@rize the three support
houses for people living with HIV/AIDS (two dedieattto adults and one to
minors) that exist in the Municipality of Ribeir&reto in the State of Sao
Paulo, a city that presents an expressive incideateeof people affected by
HIV/AIDS.

METHODOLOGY

Outline

This is a descriptive exploratory study that usesquantitative and

qualitative theoretical-methodological strategy dwaluate the structure,
functioning and characterization of the adminiséeat practices and

biopsychosocial assistance of the support housesludiion of the

guarantee of quality can be realized at differentls: structure, resources
and installations; process, organization of thectimms to achieve the
desired result; and result, verification of the egof attendance of the
expected objective (4).

PARTICIPANTS

Participants were defined as those responsibl¢ghicoordination of each
of the houses, as a function of the managerialtipasthat they occupied
within the organization and the designation of itheille: “to unite and

synchronize activities and individuals in a way tthéhey function

harmoniously in the realization of the objectivésh@ organization” (5).

MATERIALS AND INSTRUMENTS

To evaluate and characterize the support housedptiowing instruments
were used:

- applied questionnaire, concerning the structacaditions of the support
house;

- free observation, initiated after every intervjemd

- field diary, elaborated throughout the procesdaif collection.

The questionnaire applied was developed based @nTéchnical Norms
[Combined Regulation No. 2, from the Sanitary Sillasece Center/Center
for Reference and Training in STDs and AIDS of State Secretary for
Health of Sdo PauloPprtaria Conjunta n°® 2, do Centro de Vigilancia
Sanitaria (CVS)/Centro de Referéncia e TreinamemicSTDs and AIDS da
Secretaria de Estado da Saude de Sédo Paulo (CRE/SIES-SR) 2001]
(3) and Recommendations Guide for HIV/AIDS suppboduses of the
Ministry of Health (2). Its purpose was to evaludite structure of the
institutions. The script consisted of 23 questiott® majority closed
guestions, which can be classified as follows:

Physical, financial and social structure



The questions these topics embraced: conditionth@fhouse (donated,
rented, owned or ceded); verification of the existe of the number of
rooms (bathrooms, showers, bedrooms and divisiterier), common areas,
light, water, ventilation; financial sources andeithimportance in the
composition of the income; fiscal benefits concedaad legal situation
with respect to official organs, license, sociatste, internal regimen and
available information regarding the objectiveshs social equipment.

Available resources and their management

Number of meals per day, staff member responsiiélfe menu and its

preparation; hygiene (number of times per day thathouse, bedrooms,
bathrooms are cleaned); the existence of meangaokgort to health

services; available health care services (odonitabgservices, team

discussion of clinical cases, assistance of bednduhtients, existence of a
curative room); educative actions to prevent sdyuednsmitted infections;

continuing education for staff members; and thepgupf basic foods to

relatives of the residences.

House clients and their permanence

Target-group for care; period of time stipulated p@rmanence; activities
developed by residences; and conditions of reiategr of resident into the
familial and social context.

Summary of human resources

Staff and volunteers; functions performed; quantifyhours worked per
day; type of association with and time of permaeein the house; quantity
of staff per bed; and, in relation to volunteemsgstion criteria and brief
discussion of their objectives.

Biosafety norms

Here, the execution or not of the items questiomad verifiedin loco
kitchen - wire netting installed, rubber seals ba doors, baskets and trash
covered, adequate working conditions for the stakglusive access for
food preparation; laundry - use of sealed sack<laihes with secretions,
wire netting on the windows, different recipients €lean and dirty clothes,
use of gloves and aprons by the staff responstolieclitions of medication
storage - reserved room, use of identification @imlcal status records of
residents, responsibility regarding drug admintgira and endovenous
application.

The instrument developed was submitted to a ptladysand incorporated
suggestions from coordinators of other entities rehié was applied. Its
objective was not to function as a means of inspectather to collect
systematic information that permitted a clearer arsthnding of the
structure of these support houses and their obgctiondition of
functioning.

Observation were made freely, during three visitsaw hour each (on
average), in different periods of the day and tleeky including weekends.
The realization of observations permitted accompant of the



development of the daily activities of the houghe, managing of concrete
situations and contact with the daily life of tlesidents and staff.

It was possible to approach the technical quest®reduated from their
evolution in the assistential practices realizeleirt limitations and
potentialities.

The scenario of the research was constructed Wwehaid of a field diary.
The moments that anteceded the period of obsensmtiad its realization,
per se, were registered in this diary (6), wheréesiovere also made
concerning contact with the subjects observed @sgwons, reflections and
comments).

Analysis of the data was conducted by means theoedtion of specific
reports for each of the houses visited, developedpresented as a way of
aiding the characterization of the singularitied aimilarities of these
institutions, supported by evidence. Adopting obbagon as the principal of
these reports, the interrelations of the existiogditions for the realization
of assistance were elucidated - physical, finanaiadl social structure,
resources and management, resident populationhandpermanence, staff
team and biosafety conditions - within the dailgwtences of the houses.
The parameters used were those recommended bpitims adopted (2,3).

Ethical considerations

Attending item IV of Resolution no. 196 of the Natal Health Council of
October 18 1996, the participants formalized their consemuigh signing

a Term of Free Informed Consent in accordance with norms of the
Committee for Ethics in Research of the Health €eat the Ribeirdo Preto
Medical School, University of Sdo Paulo.

RESULTS

The data obtained and presented here aimed tmeutlie structures and
dynamic of the functioning of the three support $esifor individuals with
HIV/AIDS in Ribeirdo Preto, SP, whose purpose isffer biopsychosocial
health assistance, developing actions related @ostitial well-being of a
specific population. The study opted to amplify teehnical aspects and
enter these places with a vision determined tdakhow services of direct
interest to Health, maintained by civil entitieatttseek to offer not only
shelter, but a home for people living with a dige#izat carries profound
social stigma.

Characteristics common to these three equipment iaformation
regarding the execution of certain required pararseare systematized in
Table 1. The support houses in question began itumiey in similar
periods (a difference of one year), two of whichrevenstalled in donated
buildings. House 3, more recently installed, wal$ wdergoing adaptation
to conditions of biosafety, in contrast to the othleo, which were
regularized.

In total, they can offer 68 places, though onlyiddividuals were residents
at the time of data collection. House 3 presentaijpation close to half the
available places, while the other two presentedujpation above half of



their capacity. All together, there were 33 staifl 24 volunteers. House 2,
for a juvenile public, with the greatest offer dages, presented a greater
proportion of contracted staff, in contrast withude 1, which depended on
the voluntary work of a greater number of people.
Observation verified three distinct conditions &lation to the sources of
income: exclusively from the community (House 1)onmh people and
businesses (House 2); and from an institutionahdation (House 3) (Table
1). House 1 received an adult public maintainedabgligious entity. The

staff were v

olunteers,

principally belonging to treame

religious

community, associated with the institution for rblyga year and half. The
other two houses belonged to the same assistentity, which maintained
other activities simultaneously, facilitating thetarchange of donations
between them. Data originating from the questiomnand free observation
is presented in greater detail, such that the démes of activities and
structures available in these entities are clafifie

Table 1. Characterization of support houses for intviduals with
HIV/AIDS from the Municipality of Ribeirdo Preto, t he State of S&o
Paulo, Brazil, 2003

HOUSE 1 HOUSE 2 HOUSE 3
Time since founding9 years 9 years 8 years
Nature of  theDonated Donated Rented
building
Number of places 11 40 17
Total no. of 8 28 8
residents
Conditions of Adequated Adequated Under adaptation
biosafety
Staff 8 18 7
Volunteers 14 Above 8 (variable®
Sources of financiaDonations from theDonations  from Foundation for the
resources (mostommunity people andSupport of Teaching,
representative) belonging to abusinesses Research and
church Assistance of the HC-
FMRP-USP
(FAEPA-FMRP-
USP)

Bricks, cement... What is the content of this consiction?

The three entities evaluated possessed ample physistallations, in
structural conditions adequate for the activitiesppsed. House 1 was
characterized by an ample green area, with restiiatcess to repress the
use of drugs by the residents due to the lackpdrananent guard. In all, it
possessed 11 rooms and 3 bedrooms, one reservadef@s an infirmary,
and 11 residents at the time of data collectionHbuse 2, the reforms
observed were realized at the location to adaptaeduate the installations
to the needs of minors. The coordinator denominttedietails required for
the adequation of the building as “lots of littherigs”; even so, everything



was provided. It possessed bedrooms decoratedofay, lgirls and babies.

House 3 possessed a total of 14 rooms, with thesobms. Thus, like

House 1, the rooms of House 3 were divided by seikthe third bedroom

was reserved for occupation in cases of worserongitions of health.

All three houses were regulated with the municipapection organs, but
reported that the internal regimen was in the efatioon phase; House 2 was
already in the final stages of this documentatibime norms of biosafety

were all being executed: in the kitchen and launtrstalled in semi-open

rooms and in the storage of medications.

The construction of private space

The daily activities in these houses were predontipadirected toward
health care, including the realization of considta, exams or routine
follow-up. Observation showed that one of the laititions of the
coordinators was the organization of leaving tinaesl the destinations
(relate to the activities cited) for all the resitee They maintained a mural
with an actualized schedule of these activitiegesasible to everyone, an
agenda under the responsibility of the coordinatéikthree houses had
their own vehicle for transport to and from heaénvices.

Cleaning was provided with regularity, to maintaine environment
hygienic. This could be performed by staff or resit in good health, or
even by the coordinators, when necessary. Accordirthe coordinator of
the juvenile shelter, the children collaboratedhvilie organization of their
rooms and the “toys library” and developed sevesaaller activities,
feeling valued with this type of responsibility. House 1, however, some
difficulty was encountered with the adhesion of &deilts, their residents, in
the performance of daily tasks, according to itgsrdmator.

In both adult houses, the cleaning activities pented by the residents were
accompanied, which created a climate of intense ilimation and
involvement of the majority. These moments, eveteit the participation
of everyone by free and spontaneous choice anditdeseg absence of
planned alternative activities, proportioned cert@pontaneity in the
performance of daily routines, disregarded by timmon objective of the
recovery of health.

Among the specific responsibilities of the coordiang, was the monitoring
of medication administration and meals, in orderptease the largest
possible number of residents. On average, six needay were offered to
the adults, while for the minors, up to eight meals

The issue of sexuality was evaluated by the coatdins as beyond the
competency of the houses, who limited themselvedtemding the demand
of the resident or leaving this task for the healgnvices frequented. No
systematic activity of education concerning thevprdgion of sexually
transmitted diseases was verified. The sexualitshefresidents, adults and
minors, was not openly approached, which sugges$tedifficulty of the
coordinators in dealing with the singularities atk individual in relation to
sex; thus it was raised to a taboo condition, paldrly when associated
with the context of the AIDS epidemic.



The hands that do the work

Coordination was performed by women, initially valeers, who, for
different reasons, committed themselves to the &ion of these social
equipments. The feminine presence in the congiutif human resources
(staff and volunteers) was predominant in the stpbouses. Since their
qualifications were not well-developed, they weffer@d courses, training
and continuing education activities by professienalthe area.

Considering the overall numbers of the work tearmthe three houses, a
predominance of the number staff over that of vidars was observed.
Separately, while House 1 possessed more volurttegmsstaff, the inverse
occurred for House 2. The volunteers allowed theiske to offer
specialized services of different professionald, dauld also serve as an
escape to “whine about your own troubles”, accaydio one of the
coordinators.

Thus, these individuals were previously intervieweaid evaluated
regarding their real interests and the meaningprdaty to them, of
voluntary work.

The shifts were eight hours, on average; althohghcbordinators reported
a longer working schedule due to the intense immlent, with
responsibilities and the emotional character, @irtactivities.

Permanently living with difficulties was also presén these organizations.
The principal provision of resources was obtaingdnteans of donations
from the civil community and public benefits, batisufficient to guarantee
attendance to needs costs.

The crew of the ship

The residents of these support houses were quhbfyethe coordinators as
individuals who did not possesphysical, social and family structuréo
deal with the circumstances of infection by HIV.efjhcame from families
without the materials or resources for survivalfrom a history of fragile
connections, that made conditions adequate andssege for good
sociability in the family with AIDS and the persaffected unfeasible.

The period of permanence in these houses was igriimbm three to six
months, according to the definition of the interredimens. However, many
residents spent years within the shelter of thetyenthake it their own
home. The promotion of social interaction and/onifeal activities occurred
during the rare visits made by relatives; or intipgration in external
courses, though limited by the houses’ lack of rseafrtransport. In House
1, as a means of reintegration, certain resideats @wuthorized to go out on
weekends to visit family and friends. In the juvenshelter, school and
outings to the ice-cream store, shopping centeirous have the function of
promoting the integration of the children with tleaternal world. On
weekends, in rare moments that the children weteoti®rwise occupied,
groups of volunteers promoted parties with freqyenc

The residents presented different health conditieugh that interaction
between those in reasonable health and those vdsemied imminent risk
of death was common. One story offered by the dnatdrs of House 2
illustrated this proximity with the fatal outcomehen the death of a staff



member (a recent event, during the data collecpenod) favored an

appropriate context for the children to deal withev losses that they had
been through, like the death of two other childrethe house. According to
the coordinator, the unusual occurrence reflectetigely, functioning as a

catalyst for the youngsters to explain their doubtguish and fears in the
face of the proximity or presence of the spectradeath in their daily

reality.

Evaluation of the structure of the support houses

Given the materials available for standardizing faectioning of these
social equipments, it was possible to verify théofeing characteristics:

- the support houses for adults with HIV/AIDS ewkd were
establishments defined as small to medium sizéd8® places), while the
capacity of the support house for the juvenile pajan was up to 40
minors;

- in the three houses, the period of permanencedsfised as long-term
(over 30 days), although this norm was not followigdlly;

- it was not possible to classify the support heuse adults according to
the Technical Norms of the CVS/CRT-AIDS/SES-SPwimich one of the
criteria for differentiation refers to the condit® of manifestation and
worsening of symptoms; however, the coexistencadif/iduals with their
autonomous capacity intact and others who preseatgdeater level of
dependence was observed,;

- the support house for sheltering minors, was alsaracterized as a
solidarity home, sheltering orphaned children arvsth whose parents, in
their condition of people living with HIV/AIDS, werin a difficult social
and economic situation (3); equally, the house weaponsible for placing
the minor up for adoption in cases where divestnadnparental powers
occurred;

- all three houses possessed systems of establisfeénce and counter-
reference (hospitals and health centers) for assgist in more complex
cases and reciprocally, for the shelter of poténgav residents attended by
these services;

- according to the Technical Norms CVS/CRTAIDS/S&ES- the support
houses defined as type Il were lacking the requieetnicians (who should
be doctors) registered with the correct organs;ajriee houses informed us
that the technician responsible for the organiratas a nurse on the team,
while the others did not specify;

- in all three support houses, no document wasreedethat specifically
detailed the activities realized (assistance apeérsision, among others) by
the specialized reference outpatient units; thammation and management
documents were exclusively the task of the cootdinsaand not of
graduated and specialized designated profession#ie reference services
in the area of Health, as recommended by the noited.

DISCUSSION

Houses for those who have no home



Leading these houses, in the function of coordigatine entity, were
women who, although they had no higher educatiamsenin the health
area, possessed acquired technical skills. Tharcoted tasks indicated the
condition of the role of woman as carer (7-10),nsas resulting from the
sexual division of labor.

The functions of caring were inserted over decatethe exercise of the
feminine social role in the familial context. Thenational character of
caring, which involves the dimension of motheringgs constructed and
combined with characteristics considered as résttito the female gender
(e.g., having children).

It is socially expected that women assume the gaand attendance of
physical and emotional aspects related to the faragpecially in the care
of more vulnerable individuals (10).

The data suggest that it is not possible to redlveeapacity of functioning
of the houses to the specific level of educatioat tkach coordinator
achieved. The management capacity of the supparidsoalso underwent
refinement, as a consequence of the personal fidatibn of those
responsible for the coordination of the ideas argedaives of the
organization.

One final aspect that should be highlighted coreé¢ne nongovernmental
nature of these services, subject to uncertaimtieslation to the availability
of sufficient resources for their needs. It is rsseey to deal with the
difficult task of the equilibrium between the urggrof these needs and the
real possibilities of their satisfaction. This derdavas defined by one of
the interviewees asmprovised quality;

The incorporation of the study of the sources abme in the evaluation of
structure, as reported in this work, is due toithportance of this measure
in conferring greater legitimacy to nongovernmemtaanizations (ONGS)
(112).

The availability of a service (public, private congovernmental) requires
structuration parameters that facilitate the bestnf of activity and of
achieving its objectives/goals. Thus, the defimtiof indicators of
adequation is one way to achieve the quality ostm@ice.

It is important to emphasize that an evaluativedgtican count on
predefined indices and parameters; or begin wiir #laboration, based on
previously conducted studies, though the definitioh one or more
indicators can be difficult given the complexitytbe phenomenon of action
in the health area (12).

This work, of an exploratory nature, was oriented tbchnical norms,
without electing a specific indicator. The supploouses were analyzed by
intermediary of the application of a questionnaiteveloped based on
technical materials establishagriori, since no resource of accreditation or
attribution of specific parameters for these s@&wigvas available. While
elaborating the questionnaire, the importance ef ¢bntextualization of
these social equipments became apparent, both thienpoint of view of
their history and their social and political contiep. Free observation, in
the quality of one of the three instruments usedbéed the identification of
the contents obtained in the interviews in theinawntext - the “here and



now”, where and when the situations occurred - &l w&s providing
information that could be captured only throughstimnodality of data
collection. After all, the apprehension and compredion of the context of
the service is essential to a holistic perspeaivevaluation (6).

When perfecting a proposal of evaluation of sewiead programs that
focus on deinstitutionalization, as is the casehef entities studied, it is
necessary to consider that this contemplates thHepiraity of opinions by
inclusion of the judgments that emerge from theugsoinvolved in the
program or service (13).

According to the World Health Organization (WHOXJ1evaluation has
the following principals: (I) the possibility of pmising services and
improving them; (11) flexibility to embrace distihsituations; and (lll) the
demand of a process in constant adaption to theittmms of reality to
which it is applied.

As explained to the coordinators, the proposalesifying the adequation of
these organizations to the Technical Norms of theigity of Health and
the Sanitary Surveillance Center of the State af Baulo did not imply
inspection or the emission of value judgments conog the conditions of
installation and functioning.

The reality proved to be larger than it was possiblpredict in the terms of
this report. While correlatioipsis litteriswith the Technical Norms did not
occur, the institutional benefit and the recogmitiaf the importance that
these social equipments have acquired for the goasideration of this
social demand is undeniable.
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