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Abstract 

OBJECTIVE 

Just over three decades ago society became aware of a new sexually transmitted disease by means of human 

immunodeficiency virus (HIV), which is bringing changes both to the lives of those living with HIV and to 

the family members who become aware of the seropositivity. With the increasing number of seropositive 

seniors, this study aimed to analyze their family life starting from the diagnosis of HIV
+ 

according the 

perspective of Erik Erikson. 

METHODS 

The research focused the family of reference plus two generations. This work was carried out between 2011 

and 2012 at a care center for HIV/AIDS in São Paulo/SP, with the participation of 37 seniors. All of them 

signed an informed consent and individually recorded their answers to questions related to the family 

functioning and relationship, history of disease and adherence to treatment. 

RESULTS AND DISCUSSION 

The results indicate that the relations established within the family as well as style and forms of action by 

each family member are responsible for the decision of revealing the diagnosis. Part of the family of 26 

elderly people knows about the HIV
+
, constituting a nucleus of confidence amid the extended family; for 8 

elders all family members are aware of the disease; and in 3 families nobody knows about the seropositivity. 

CONCLUSION 

HIV seropositivity fosters changes in love and/or care, detachment and discrimination within the family, 

thus replicating what happens in other social groups. 
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Resumo 

OBJETIVO 

Há um pouco mais de três décadas a sociedade tomou conhecimento de uma nova doença sexualmente 

transmissível por meio do vírus da imunodeficiência humana (HIV), causadora de alterações tanto para 

quem vive com HIV quanto para os familiares que tomam ciência de sua soropositividade. Com o aumento 

no número de idosos soropositivos, objetivou-se analisar a vivência familiar a partir do diagnóstico de 

HIV
+
 segundo a perspectiva de Erik Erikson.  

MÉTODOS 

Trabalhou-se com a família de referência e mais duas gerações. Esta pesquisa foi realizada entre 2011 e 

2012 em um centro de atendimento à HIV/Aids de São Paulo/SP, com a participação de 37 idosos. Todos 

assinaram o Termo de Consentimento Livre e Esclarecido, e de forma individual e gravada responderam a 

questões relacionadas ao funcionamento e relacionamento familiar, história do adoecimento e adesão ao 

tratamento.  

RESULTADOS E DISCUSSÃO 

Os resultados indicam que as relações estabelecidas na família bem como o estilo e formas de agir de cada 

familiar são responsáveis pelo contar ou não sobre o diagnóstico. Parte da família de 26 idosos conhece o 

diagnóstico de HIV
+
, constituindo um núcleo de confiança em meio à família extensa; todos os familiares de 

8 idosos tem conhecimento da doença; e em 3 famílias ninguém sabe da soropositividade.  

CONCLUSÃO 

A soropositividade para o HIV promove modificações de amor e/ou cuidado, afastamentos e discriminações 

no seio familiar, reproduzindo assim o que ocorre em outros grupos sociais. 

 

Palavras-chave: Idoso; HIV/Aids; Relações familiares. 

 

 

INTRODUCTION 

 This article integrates a research related to gender and sexuality, especially focusing on transversal 

issues associated to adherence to treatment in HIV/Aids
8
. Weaknesses and in some cases the absence of 

family relationships were detected after the diagnosis of HIV
+
. It has been suggested that seropositivity may 

bring changes to family functioning as well as to the relationship among its members. 

 The STD/AIDS epidemiological bulletin
2
 points at an increase in the number of older people living 

with HIV. 

The illness of an elderly member can affect the functions of the members of a family (p.40)
13

. 

However, this varies according to the type of relationship established and lived by the family with the 

elderly as well as the kind of disease that affects him/her. In the case of HIV these changes depend both on 

how the family learns of the diagnosis and whom the elderly chooses to share it with. 

It was noted that the seropositive who obtained family resources for coping with situations were able 

to achieve a higher level of life satisfaction when compared to people whose family level has little or no 

learning at all.
4
Changes in the family due to HIV

+ 
diagnosis will be guided by rules of the culture where the 

family is inserted, their beliefs, which might not only discriminate and/or exclude the seropositive but also 

his/her family from the familiarcoexistence.
14 

Negative changes in the family are related to detachment and discrimination, since HIV within the 

family results in sorrows to be revived, absences to be charged, anger to be expressed
7
, as if AIDS were the 

catalyst of unspoken emotions, finally touched. 
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Another situation of family negativity occurs when living with HIV triggers the effects of 

disaggregation on the whole family structure. Suffering affects not only the seropositive but also the whole 

family (whom he/she shared the diagnosis with or who became aware of the disease upon hospitalization).
5
 

According to Erikson
5
, the individual should integrate the current life phase to the previous ones in 

order to bring meaning to his/her life and existence. The elderly with HIV is at a stage where the 

psychosocial crisis to be confronted is integrity x despair, that besides integrating previous crises is also 

configured by the HIV diagnosis. “If the elderly person is able to believe that previous crises have already 

been faced with reasonable success, if he/she can believe that his/her destiny is unique and valid, then he/she 

can overpower the sense of integrity. His/her ego and identity were kept untouched by the life cycle, and 

his/her own life can be faced according to a truly historical perspective”
7
 (p. 208).  

The diagnosis of a socially segregated and discriminated infection poses challenges to the elderly and 

his/her family, which may facilitate or hinder the acquisition of integrity proposed by Erikson.
5
The debate 

on the family relationships of the elderly could help in understanding this process. 

The few researches associated to the family of an HIV
+
 indicate that knowledge of the diagnosis of a 

family member triggers feelings and behaviors similar to those experienced by the people who become 

aware of their HIV status, such as: sadness, anxiety, feelings of helplessness, depression, isolation and 

sometimes disorganized thoughts and behaviors. Coping mechanisms are also the same, such as silence, 

denial and secrecy of diagnosis.
1,11,15

 

The strategy of family silence can be interpreted as a form of protection and an attempt to implement 

a pseudo-tranquility as well as family safety, which represents the actual experience of a "make-believe" 

play
12

, hampering psychic integrity, sense of hope and wisdom. 

Under this scenario the health systems should serve as facilitators of the relationship between the 

family and the person living with HIV/AIDS, welcoming this family into working issues such as feelings 

triggered by the diagnosis; information on HIV and aids; treatment, care and experiences of seropositive, 

and family relationships.
9,10

 

This work represents an initial step in this direction, aiming to analyze the family life of older people 

living with HIV. 

 

METHODS 

This research
iii

was authorized by the Research Ethics Committee of the Pontifical Catholic 

University of São Paulo, protocol number 351/2010, and carried out at an outpatient clinic of infectious 

diseases in the city of São Paulo/SP, with the participation of 37 people (24 men and 13 women, aged 60-82 

years old) living with HIV/AIDS, mostly over 10 years. Participants were invited to join the research while 

seated in the waiting room, having agreed to sign the consent form. 

Data were collected through individual interviews with sociodemographic questions related to the 

functioning of family relations, history of disease and adherence to treatment; and the construction of a 

genogram starting with the family of origin to the present.  

Data analysis procedures involved quantitative and qualitative analysis of discourses obtained 

through software SPHINX Brazil. The results were interpreted in the light of Erik Erikson’s theory. 

In order to preserve confidentiality and anonymity of participants, families were identified with 

names of flowers, taking as a criterion the knowledge of HIV diagnosis of the elderly. Thus, families with 

names of white flowers are fully aware of the disease; with names of red flowers nobody knows about the 

disease; and with yellow flowers some know, others don’t. 

                                                           
iii
This is a sub-project of a larger work entitled "Gender relations and therapeutic itinerary: transversality with 

adherence to self-care in health". 
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RESULTS AND DISCUSSION 

Presentation of results and discussion is organized into three sections: (1) Sociodemographic data; 

(2) Family concept; (3) Relation family and HIV. 

(1) Sociodemographic data 

The sample of elderly people living with HIV included 37 participants – 24 men and 13 women; 

81.1% follow the Christian religion; most live in their own homes; all have access to basic sanitation; 75.7% 

have children; 45.8% of the male participants have completed elementary school, whereas for the largest 

percentage of women (38.5%) schooling is limited to elementary school from 1st to 4th grade. 

With regards to education there is a big difference between men and women, which may reflect the 

historical moment lived in their youth (1960 decade), when it was preached that women should be educated 

for housework, with basic or no education at all. 

As to labour ties 58.5% are retired; for most of them, of both sexes, family income ranges from one 

to three minimum wages; when counting the number of family members contributing to the family income it 

is observed that to the majority of men (41.7%) just one person plays this family role, while to most of the 

women (38.5%) one or two persons contribute to the family income. 

Under this aspect what prevails, especially for men, are the value and belief that the man is the 

provider; on the other hand, when informing that two people contribute to the family income, 38.5% of 

participants evidence a change that is related more to the fact that the woman provides, together with the 

man, the financial sustenance of the family. 

As to marital status, 50% of the men are married and 53.9% of the women are widows; 54.2% of the 

male group maintain an affective-sexual partnership, while 84.6% of the women remain alone. These 

numbers might indicate that men are able to go on and/or maintain their emotional and sexual life after the 

diagnosis, whereas women diagnosed HIV
+ 

contracted from the partner, therefore as a result of marital 

betrayal, choose to end their active sex life, isolating themselves or refusing to build new affective-sexual 

partnerships. 

(2) Family concept 

To define what a family is and describe their own family groups, the elderly qualify the family as 

base and unity. This concept points at two different directions: translating their own experiences or fitting 

into social patterns. 

The social role of the family leads it to act as a reference group to old and new generations, thus 

being in charge of socialization, shelter and protection; however, such functions are not necessarily 

performed within the private scenario of family relationships. This aspect will be further explored under 

Relationship family and HIV. 

Pursuing the family concept, some elderly indicate that the bonds among members can be established 

independently from any blood ties. What really matters is the joint construction of bonds, as stated below: 

Any union between people who consider themselves as family, on a day-to-day basis, that think 

together, that build themselves together, that dedicate themselves I guess is family, no matter 

whether man and woman, man and man, woman and woman, whatever. (Man – Family Yellow 

Aphelandra)  

In this talk, the words "that build themselves together" evidence a psychosocial crisis of intimacy 

described by Erik Erikson
5
, which represents the construction of sound and long lasting relationships that 

may lead to moments of great intimacy and affective dedication. The other side of the crisis is isolation, 

which can be illustrated as follows: 
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Family is support, but family is mother, father, brothers, sister. Now brothers-in-law, sisters-in-law I 

no longer consider them as family. The genre is this one, father, mother, sons and brothers. (Woman 

– Family Yellow Caracalla) 

The above excerpt reveals the intimacy among members with blood ties, but an isolation in the new 

family aggregations. It seems that this elder does not give importance to blood ties, whereas the previous 

talk reveals an extension when she considers as family those people with meaning and who build intimacy 

without taking the blood bonds into account. These two concepts can lead to a smaller circle of social 

support, so necessary when one faces health limits.  

Analysis of the meanings of an affective-sexual relationship indicates that most participants qualify it 

as companionship and not sexuality, intimacy. It was not perceived a sense of conjugality as socially 

expected in an affective-sexual relationship, but the sense of just being together. As if HIV were the catalyst 

for sex deconstruction, here there is a contradiction between being together and the practice of sexuality 

(absence); as if this relationship changed into a "friendship", besides a conformity due to aging.  

Seniors with no affective-sexual partnership report it as bad and that they would like to have it, but 

most of them state they live well and enjoy freedom. They add that past experience provided them a life 

review.
3
Looking at themselves made some seniors decide to stay alone, as mentioned below:  

It means nothing to me, now I do what I want, I go out anytime I want, I eat when I want, I like being 

alone because no one bothers me, I’m totally free(Man – Family White Iris) 

The above talk contains some aspects of psychosocial crises mentioned by Erikson
5
, such as trust, 

autonomy and initiative; however, on the other hand it shows an isolation that may be caused by feelings of 

shame, guilt and inferiority. 

This senior clearly shared his diagnosis with the whole family, but chose – or was led to choose – a 

lonely life. Therefore, it is possible to note that the speech that qualifies family as base and union in the lives 

of old people signals a barrier that hinders the fulfillment of the social function of this family, disclosing 

both a contradiction between what is said and what is experienced and the fact that family is not – or may 

not be – this beauty that is part of social imaginary. 

When describing their own family many elders stated that “it is every man for himself”, indicating a 

division in their families. Same happens when they describe how family problems are solved: some search 

for solution in different ways, taking into account those in the family who are aware of the diagnosis, as 

shown below: 

We talk, mostly between me and my two daughters who know of my diagnosis because they are 

closest to me. The other two solve [their problems] in their own homes. (Woman –Family Yellow 

Tulips) 

It is noted here that the family lives the psychosocial crisis of intimacy x isolation described by 

Erikson
5
, whereby the HIV diagnosis is responsible for this differentiated experience. Such aspect will be 

better addressed in Relation family and HIV.  

As to the family leadership most of the participants declared that in their families no one has a 

leading position. On the other hand, 37.5% of men and 23.1% of women reported playing this role. This 

brings up the matter of wisdom, analyzed by Erikson
5
: HIV does not seem to have interfered in this family 

role provided they do not talk about it, as it is a forbidden subject even among family members who are 

aware of seropositivity. This ban was mentioned by 46% of the participants, as shown in the following 

examples:  
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We can talk about everything, except this disease (HIV). It is an illness nobody speaks about, and if 

people insist we start fighting. Nobody brings up the subject. (Man – Family Yellow Balm) 

I think nobody hides anything from anyone, it’s an open game. But among us the HIV subject is not 

mentioned, forget it, my family knows but the people outside do not, you know, but there’s no talk, no 

“throwing it in our faces”, the subject is over, as God is pleased. (Man –Family Yellow Capuchin) 

The above lines reveal that the family silence may be a protective strategy and an attempt for a 

pseudo-tranquility in this family living with HIV.
12

 

3) Relation family and HIV  

The family members who are aware of HIV
+
 diagnosis of the elderly are the children, followed by 

siblings, husband/wife, parents and close relatives. We note that this decision – "whom to tell" – was based 

on personal characteristics and family relationships already established, as shown below: 

My two daughters and I know, we prefer as it is because my daughter who changed religion may not 

accept it and have any prejudice, and with the rest of the family they are very prejudiced people and 

could discriminate me and I don’t want it. (Woman –Family Yellow Tulip) 

The above excerpt confirms what is observed in most families: there is an intrafamily group amid the 

extended family; while this group knows about the diagnosis, the rest of the family does not. 

The revelation of the diagnosis just to a few members leads to secrets in 78.4% of the families. The 

reason for such secrets rests on the same explanation for non disclosure of the diagnosis to anyone: 

alleviation; prejudice; avoiding suffering; fear; lack of understanding and discrimination. 

Keeping the secret from part of the family means loyalty among those aware of the diagnosis, since 

the intrafamily nucleus adopts its own set of behavioral rules, apart from the other family members. This 

seems to be a strategy of protection, in order to build a frontier in face of the extended family. The social 

function of the family related to shelter and protection may not occur in the case of seropositivity. The 

family may adopt strategies of destruction, thus starting to live an ambiguity between protection and 

destruction. On the other hand, the family that succeeds in creating an intrafamily group seems to protect 

itself against this situation. The following talk exemplifies this contradiction: 

One of my daughters moved away, she doesn’t even want to talk to me, I don’t know what she thinks. 

I don’t know if she thinks it was something I did and got, I don’t know, I don’t understand. I think she 

is not right in her head. Also, it doesn’t matter because she is very ignorant, she swears and screams 

for nothing, and then I start to cry at once. (Woman – Family Yellow Gerbera) 

It is noted here that the elderly may revive the psychosocial crisis on confidence x distrust
5
if he/she 

has no guarantee of non-judgment; at the same time he/she lives in complete distrust because no one talks 

about the subject.  

Such family behaviors of detachment and discrimination confirm that family behavior may be related 

to their beliefs, resulting in discrimination or exclusion of the seropositive from the family life.
14

 

After diagnosis, 54.2% of the men stated there were no changes in family relationship, whereas 

57.1% of women affirmed the opposite. It is common knowledge that changes always happen when it comes 

to illness, and HIV is no exception. Due to the fact that a huge prejudice still exists, womensee the relations 

more clearly, to the point of perceiving any alterations, while men, when stating there were no changes, may 

be denying or demonstrating a lack of understanding about the relationship; coming from men, this may be 

related to the patterns of male genre. 

To a few families the diagnosis resulted in joining forces and coping with the situation, as shown in 

the following excerpt: 
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Yes, the diagnosis for my family served to join us, as now they do what I want, and I realize that they 

are no longer fighting over nonsense, because they concluded that my health is the most important 

and that many of the fights are irrelevant. Now they've got used to seeing me as a fighter, it’s been 17 

years already, I’ve got no opportunistic diseases, so they, it's ironic to say, they admire me for my 

courage in not having faded away completely, but they don’t know, in fact they know, but the pain 

belongs to those who have it, I’m the only one who knows about my misery. (Woman – Family 

Yellow Caracalla) 

This old lady revives the psychosocial crisis of intimacy x isolation
5
, as her words imply intimacy as 

well as integration in the family environment, since its members wisely consider that what has happened is 

not the most important, but the meaning they give to the continuity of their lives with dignity. On the other 

hand, it is also noted that the elderly lives an isolation when she declares that "I’m the only one who knows 

about my misery". 

In the above speech it is also possible to identify a good family structure and the consequent learning 

derived from it, for coping purposes; it may be the answer for a higher level of satisfaction in family life.
4 

HIV leads the seropositive to revive and face sorrows
7
, as can be verified in the words of a senior 

who got infected by cheating his wife: 

No, it was only with my wife for a few months because she could not accept it, for two reasons, right? 

For having been cheated and because she isn’t open minded, she comes from the countryside, she’s 

reserved, then she assumed I was going to infect her, she was not prepared for it. That's when she 

started to attend the sessions with me and then understood it was not like that; she had this 

psychologist’s support preparing her to live with a person with HIV, then it was all settled. It was a 

very big problem at the time, in 91, already 21 years, we came to a consensus at the time, my wife 

forgave me and we are still together. (Man – Family Yellow Calceolaria) 

The above speech confirms the relevance of a health system geared to the family members, allowing 

them a space to work their negative feelings and also to learn about the disease.
10,11

 

 

CONCLUSION 

This research made it possible to confirm that the diagnosis of HIV
+
 is responsible for the change 

infamily relationships, increasing affection and family bonds as well as affecting behaviors of discrimination 

and isolation from family. Nevertheless, this conclusion also confirms the hypothesis that the type of 

relationship established among the family members and its characteristics are responsible for the sharing of 

diagnosis and the assurance of no further judgment or prejudice. 

Most seniors declare having not suffered any kind of discrimination due to seropositivity, but they 

recognize that the diagnosis revelation was limited to a few family members, thus configuring an intrafamily 

group amid the extended family. This intrafamily group keeps the secret of the HIV
+ 

diagnosis, making them 

feel “protected” from eventual prejudice. It is also evident that this sub-group presents a different family 

dynamics when compared to the rest of the family, so it is possible to think of a "new" family within their 

own family relationships. 

In some families the HIV
+
 diagnosis provided knowledge of the disease as well as learning how to 

live with a seropositive, although in others such revelation has generated discrimination and detachment. 

Under this aspect, it is necessary to improve health facilities in order to provide a suitable place for hosting 

and guidance of family members. 
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