SUMMARY REPORT

"EFFECTIVE HIV/AIDS AND REPRODUCTIVE HEALTH
INFORMATION FOR PERSONS WITH DISABILITIES”

RESEARCH CONDUCTED BY THE UNIVERSITY OF MALAWI
CENTRE FOR SOCIAL RESEARCH AND IN COLLABORATION
WITH FEDOMA.

RACHEL GONDWE
MARCH 2005




Summary of the report on "Effective HIV/AIDS and
Reproductive Health Information to People with Disabilities.”

Introduction

Malawi is considered to be one of the most affected countries
in the world by the HIV/AIDS pandemic. The government of
Malawi in conjunction with the international donor community
and non-government organisations are working hard to inform,
educate and influence behavioural change, in order to protect
the lives of Malawians and the development of the nation.

But do people with disabilities have access to this
information?

It is well established that some persons with disabilities need
to use alternative forms of communication other than the
mainstream such as: sign language, Braille, signs, symbols and
pictures or computers with speech and Braille facilities.
However many of these methods have not been adopted by
stakeholders who disseminate vital life changing information
about HIV/AIDS.

Using recent statistics from a study conducted on the living
conditions of people with disabilities in Malawi (Sinteff, CSR,
2004) it was discovered 4.2% of the Population of Malawi has
a disability that is at least 462,000 people in Malawi has a
disability. Yet we feel that many of these people are denied
access to information on HIV/AIDS because society has failed
to meet their needs.



The purpose of this study was to find out what people with
disabilities do or do not know about HIV/AIDS and to
discover the best means of communicating these health
messages to persons with different disabilities. With this
knowledge stakeholders in HIV/AIDS can then be advised on
how to adapt their policies and programmes to ensure people
with disabilities have equal access to HIV/AIDS information
and actively participate in HIV/AIDS programmes.

Objectives of the study:

To determine what knowledge persons with disabilities
have about HIV/AIDS

* To explore how people with disabilities learn and
communicate about HIV/AIDS.

* To explore experiences of people with disabilities
regarding sexual and reproductive health issues.

* To make recommendations to stakeholders in HIV/AIDS
on how to improve the communication and dissemination
of information, to persons with disabilities in Malawi.

Methodology

This research used both quantitative and qualitative
techniques in the form of questionnaires and focus group
discussions.

The study was conducted in 5 districts of Malawi: Mzimba,
Ntchisi, Ntcheu, Zomba and Chikwawa. The districts were
chosen to represent the cultural diversity existing in Malawi.



This study was unique in that persons with disabilities were
involved in the consultation process of designing the research
materials and were also included in the data collection
ensuring the active participation and inclusion of persons with
disabilities throughout the research.

In each district 4 enumeration areas (EA) were randomly
chosen and it was intended that 24 persons with disabilities
between the ages of 15 and 50 should be interviewed in each
EA giving a sample size of 480 respondents.

Upon arrival in each EA household listings were conducted to
identify the people with disabilities in that EA. However in
some EA's it was impossible to find 24 people with a disability
and therefore the total number of respondents were 341. 219
males and 122 females were interviewed.



Results:

1. Main mode of communication:

Unfortunately this study failed to include those respondents
who were completely deaf because the enumerators had no
sign language skills and were therefore unable to communicate
questions or understand answers given by respondents with
hearing impairments. Therefore it is not surprising that
98.2% of people with disabilities in this study used verbal
language as their main mode of communication and only 1.8%
communicated using sign language.

However 6% of respondents did express that they had some
communication difficulties because of speech or hearing
impairments.

Only 0.3% of respondents were able to use Braille as an
alternative means of communication. These figures also
suggest very few people with disabilities in the communities
have had the opportunity to learn Braille or sign language.
This perhaps reflects the lack of special education services
available for people with disabilities in Malawi.

2. Are People with disabilities sexually active?

In this study 76% of the respondents have had sex. 67.8% of
the men and 88.5% of the women.

2.2 What were the reasons for entering into a sexual
relationship? (see Table 1)



Table:1 Reasons for entering into sexual relationships

Reasons for Men with Women with
entering into sexual | disabilities% disabilities%
relationships

Desire 21.5% 6.7%
Practice 20% 6.7%
Marriage 21% 53%

In love 8.9% 3.8%
Nature 8.1% 5.8%
Mature 7.4% 2.9%
Wanted children 6.7% 11.5%

My 3.7% 2.9%
boyfriend/girlfriend

Raped 1.5% 1.9%

The main reason for women to enter into sexual relationships
is marriage but for men it appears they enter into sexual
relationships because they feel it is “"natural” and they have
the "desire” to. Marriage, for men is not as significant a
reason for entering into sexual relationships as it is for
women. Disturbingly both men and women reported entering
info a sexual relationship under force, rape. This was not
investigated further to see whether the abuse was specifically
linked to the impairment or not.

2.3 Average age of 1% sexual encounter

The average age of respondents for their first sexual
encounters ranged from 15-20yrs, although there are no
comparisons between male and female available. There was 1




report of having their first sexual encounter between the
ages of 5-10.

Interestingly 90% of these sexual relationships were with non
disabled partners.

2 .4 Difficulties forming sexual relationships

During the focus group discussions the participants discussed
the reasons why people with disabilities have difficulties
establishing intimate relationships. It was felt that "people
with visual impairment would be a burden because the partner
would have to do all the work.” Men with disabilities felt it
was more difficult for them because they are often “denied
by women” and "girls are said to laugh at their friends who
are married to disabled men.” Due to mobility challenges it is
difficult to meet suitable partners and for people with speech
impairments it is "difficult to propose.”

However out of the 25% of the respondents who had not had
any sexual relationship, only 18.5% said this was because of
their disability but 81.5% said it was not because of their
disability.

3. Awareness of HIV/AIDS among people with disabilities:

87.3% of people with disabilities in this study have heard of
HIV, 12.7% have not.

84.7% of those people with disabilities that have heard about
HIV are men and 91.8% are women. So a higher percentage



of women with disabilities have heard about HIV compared to
men with disabilities.

Table: 2 Have People with disabilities heard about AIDS?

Have heard about AIDS
Men with disabilities 92.1%
Women with disabilities 98.3%
2000, Demographic 99.7%
Health Survey
Men
2000, Demographic 98.9%
Health Survey Women

The same was true when asked if they had heard of AIDS
(See table 2) 92.1% of the men and 98.3% of the women had
heard about AIDS. This imbalance becomes even more
significant when compared to the 2000 Demographic Health
Survey which indicates 99.7% of males have heard about
AIDS and 98.9% of women. Therefore according to this study
men with disabilities have much less awareness about AIDS
than women with disabilities and even less compared to men
and women in the able bodied population. Can this difference
in levels in awareness be attributed to the different methods
of communication men and women like to use? This is explored
further on in the study.

3.1 Level of awareness among different types of disability

When exploring levels of HIV/AIDS awareness among people
with different types of disability, the most common types of




disability to have not heard about HIV are: 45% of people
with speech impairments,

33% of people with mental challenges

25% of people with hunch backs

15% of people with epilepsy

11.5% of people with visual impairment

and the only person with leprosy had not heard about HIV.

While the study did not probe these results further it does
suggest people with certain types of disability are less likely
to receive information than others. While for the majority
this is associated with impairments affecting communication,
some are not such as: hunch back and leprosy. From this
study it is not possible to discover why this was the case but
some possibilities could be associated with mobility difficulties
and accessing information or it could be due to negative
attitudes excluding this group of people from receiving this
information. (Unfortunately this information was not further
disaggregated by sex).

3.2 Knowledge levels about HIV/AIDS

Probing in more detail the respondent’s description of HIV was
very poor, (see table 3) only 38.5% of the women knew it was
an organism that causes AIDS and incredibly only 3.6% of the
men described it as the same.



Table: 3. How do the respondents describe HIV?

What is HIV? Men with Women with
disabilities % disabilities %

Means AIDS 36.3% 31.5%

Disease one gets by | 15.9% 18.5%

having multiple

partners

Organism that 3.6% 38.5%

causes AIDS

3.3 Description of AIDS

Just over half the respondents described AIDS as a disease
transmitted through sex and very few respondents described
AIDS as being caused by HIV. (See table 4)

Table: 4. How do respondents describe AIDS?

What is AIDS? Men with Women with
disabilities % disabilities %

Disease transmitted | 58.2% 60.3%

through sex

Disease that has no | 11.3% 15.5%

cure

Disease caused by |8.9% 3.4%

HIV
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Disease makes one |4.7% 8.6%
lose weight

All of the answers to both questions were very simplistic no
one mentioned Human Immunodeficiency Virus, Auto Immune
deficiency syndrome or opportunistic infections. Not only are
awareness levels low among people with disabilities but now it
is becoming apparent knowledge levels are also low.

3.4 Transmission of HIV

Although we have no comparison figures with national data the
figures shown in table 5 appear low. Less than half the
respondents in the study said HIV is transmitted through
unprotected sex and only 18% said sexual promiscuity. Even
fewer said unsterilised needles, mother to child and blood
transfusions. Although there was not much difference between
men and women on this question, there were a number of
misconceptions quoted, mainly from the men of whom 0.5%
said eating with an HIV +ve person, kissing 0.5% and from
mosquito bites 0.5% were a means of transmitting HIV. Also
1.7% of the ladies said using a condom was a method of
transmitting HIV.

Table: 5 How people with disabilities think HIV is transmitted

Means of Men with Women with
transmission of HIV | disabilities % disabilities %
Sex with out a 46.3% 48.3%
condom

Sexual promiscuity | 18% 18.3%
Sharing razor 12.2% 15.8%
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blades

Sharing a 5.9% 5%
toothbrush

Unsterilised needles | 5.9% 2.5%
Caring for people 4.9% 3.3%
with HIV

Blood transfusion 3.9% 3.35%
Using a condom 0% 1.7%
Mother to Child 0.5% 0.8%
Eating with an HIV |0.5% 0%
+ve person

Kissing 0.5% 0%
Mosquito bite 0.5% 0%

3.5 Mother to child transmission
The respondents were asked if HIV can be transmitted from
mother to child 57.4% of the men said “"yes" and 70.8% of

the women said “yes”.

Table: 6 Modes of transmission from mother to child

Modes of Men with Women with
transmission from | disabilities disabilities
mother to child

Breast feeding 35.9% 49.1%
During Pregnancy 27.1% 25.5%

At birth 20% 15.1%
During intercourse |2.9% 2.8%
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Women with disabilities are more aware of mother to child
transmission than men with disabilities; the most common
answer for women was through “breastfeeding” as the mode

of transmission. One can only speculate but perhaps

breastfeeding is being emphasised more to the women at
antenatal clinics and health facilities where the women are
more likely visit than men.

3.6 Prevention of HIV

When asked about how to prevent transmission of HIV the
respondents gave 4 common answers; abstinence, use of
condoms, avoid multiple partners and avoid sharing razor
blades. (See table 7)

Table: 7 Methods of Prevention

Methods | Males with | Females Males Females

of Disabilities | with Demographic | Demographic

prevention | % Disabilities% | Health Health
Survey % | Survey %

Abstinence | 42.9% 29.5% / /

Use of 30.4% 36.1% 76.6% 86.3%

condoms

Avoid 13.4% 14.8% 81.8% 83.6%

multiple

partners

Avoid 6% 3.3% / /

sharing

razor

blades
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In this study only 30.4% of men with disabilities mentioned
using condoms. This was much lower than the national
Demographic Health Survey 2000 where it was recorded that
76.6% of males said use of condoms as a means of preventing
transmission of HIV. Likewise for females the DHS figures
showed 86.3% females said use of condoms as a means of
preventing HIV compared to 36.1% for women with
disabilities. This suggests awareness of using condoms as a
means of preventing the transmission of HIV is much lower
among persons with disabilities.

Another interesting fact that has been highlighted here is the
difference between what men say about their priority choice
of prevention compared to what the women say. (This was the
case among the men and women with disabilities and the DHS
figures). More men stated abstinence as their choice of
prevention whereas the women said condoms. We do not know
why this is so, from this study? But it would be interesting to
explore this further in regard to the influence of culture and
power in relationships. For example perhaps women in
relationships do not have the choice to abstain and therefore
the safest option for them is to choose condoms?

3.7 Awareness about sexually transmitted infections (STI)?

The majority of people with disabilities had heard about
STI'S but 8.3% of the men and 5.2% of the women did not
know. It appears more women were aware of STI'S than men.
(See table 8)
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Table: 8. The common Sexually Transmitted Infections

mentioned by people with disabilities

STI Men with Women with
disabilities % disabilities %
AIDS 24.7% 26.7%
Chinzonono 22.2% 28.4%
Chindoko 20.6% 23.3%
Mabomu 17.5% 11.2%
Don't'know 8.3% 5.2%

4. HIV/AIDS information channels for people with

disabilities.

It can be seen in table 9 that for men with disabilities the
most favoured channel of communication for learning about
HIV is via the radio followed by health facilities, friends,
teachers and the church. As for women with disabilities the
health facility is the favoured channel of communication
followed by radio and friends. Teachers and church feature
much lower on the list for women.

Table: 9 Common methods of communication about HIV/AIDS.

How do people with
disabilities learn
about HIV/AIDS

Men with
disabilities %

Women with
disabilities %

Radio

33.5%

26.1%

Health facilities

23%

37%
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Friends 10% 11.8%

Teachers 9.6% 5%

Church 6.2% 5%

Other methods of communication were discussed during the
focus group discussions such as through drama, at antenatal
clinics, Community based organisations, films shown by
Population Services International (PSI) and political rallies.

4 1 Channels of information about STI'S

The most common methods for accessing information on STI'S
are both the radio and health facilities. (see table 10) The
radio is by far the most common method for men; women are
likely to access information from the radio and health
facilities, women access health facilities more frequently than
men. Parents are more likely to talk to their daughters than
their sons about sexually transmitted diseases and in this
study more boys went to schools than girls; that is probably
why the males said teachers as a source of information more
than the females.

Therefore it can be said women receive a lot more face to
face sharing of information than men meaning women have
more opportunities to ask questions and discuss issues. This
could explain why women appear to have greater knowledge
about HIV/AIDS and STI'S than men. Men mostly seem to
access information through the radio and have less opportunity
to ask questions and discuss information hence their
awareness is not as great.
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Table: 10 Sources of Information about STI'S

Sources of Men with Women with
Information about |disabilities % disabilities%
STI

Radio 42.6 29.7

Health facility 15.9 28

Friends 13.8 15.3
Teachers 7.7 0.8

Parents 7.2 14.4

4 .2 Problems accessing information about HIV/AIDS

The study reported only 52.9% of people with disabilities had
no problems accessing information this means 47.1% does have
problems accessing information.

The focus group discussions said some of the difficulties were
associated with lack of materials on HIV/AIDS and no
assistance to reach services (especially for the physically
disabled and the visually impaired persons). People with
hearing impairments not only have problems with
communication but also with literacy skills, therefore pictures
are better than written print. The visually impaired person
requires assistants to read information for them unless
information was available in Braille.
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One interesting recommendation that came from the focus
group discussions when asked about appropriate channels of
communication; was more clubs should be formed to talk to
people with disabilities about HIV/AIDS or visits made to
people's homes. Although radio is a convenient and available
form of disseminating information people with disabilities said
they would prefer face to face discussions.

4 .3 HIV/AIDS education activities

The study asked if there were any HIV/AIDS education
activities going on in the respondents community?

50% said there was and 50% said there was not. When asked
if the respondents took part the majority said "no.”

Table: 11 Do people with disabilities take part in HIV/AIDS
education activities?

Do you participate | Men with Women with
in HIV/AIDS disabilities % disabilities %
education

activities?

No 64% 70%

Yes 35.9% 30%

Women were slightly less likely to take part in community
education activities than men. When asked why they did not
participate (See table 12) the majority of men and women
said they "did not have time,” the second reason was because
of their "disabilities” or they felt the activity “did not involve
them.” It can be suggested that community based
organisations require more awareness about disability issues so
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that their programmes are more inclusive of people with
disabilities.

Table: 12 Reasons for not participating in community
HIV/AIDS education activities

Why do you not Men with Women with
participate in disabilities % disabilities %
HIV/AIDS

education activities

No time 50% 50%
Disability 36.8% 26.2%

Does not involve me | 7.4% 7.1%

Don't know 0% 11.9%

5. Knowledge about condoms

People with disabilities were asked if they knew what a
condom was. (see table 13) 81.7% said they knew and 18.3%
did not know. There was only a slight difference between men
and women, with 82.6% of men acknowledging they knew what
a condom was compared to 80.3% of women. Generally these
figures are much lower than the Malawi knowledge, attitudes
and practices in health survey (MKAPH) conducted in 1996 by
the NSO which revealed 91.2% of females and 97.9% of
males knew what a condom was.

Therefore the knowledge about condoms is much lower among
people with disabilities than the general population. These
figures decrease further when looking at the percentages of
people with disabilities knowing how to use a condom and lower
still when it comes to the percentage of people with
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disabilities actually using condoms. Despite women saying “use
condoms” as their most common answer to preventing HIV
transmission, only 21.4% of women with disabilities in this
study have used condoms compared to 30.5% of the men.

Table: 13 Knowledge about condoms

Knowledge of | Men with Women with MKAPH | MKAPH

condoms disabilities % | disabilities% survey | survey
1996 |1996
Men Women

Know what a |82.6% 80.3% 97.9% |91.2%

condom is

Don't know 17.4% 19.7% / /

what a

condom is

Know how to |64.1% 47 .5% / /

use a condom

Don't know 35.9% 52.5% / /

how to use a

condom

Have used a |30.5% 21.4% / /

condom

5.1 Reasons for Using Condoms

The main reason for using condoms was 66.2% to protect
from HIV/AIDS and 33.8% as a family planning method.
However it would appear from this study men with disabilities
know more about condoms than women.
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5.2 The main reasons for not using condoms:

Many of the reasons given were linked to lack of personal
risk,(see table 14). However some smaller percentages related
to poor knowledge of condoms such as: “don't know how to use
them,” “condoms are only used by men,” "Increases the
number of viruses in the body,” they “cause pain” and they
“cause sores on private parts.” Unfortunately from this study
we do not know if the misconceptions lie with the men or the
women?

Table: 14 Reasons for not using condoms among people with
disabilities

Reasons for not using condoms | Percentage of persons with

disabilities
Never had sex before 15.4%
Don't like it 14.9%
Not promiscuous 12.8%
No use for them 11.2%
Don't have a partner 7.4%

I'm always with my husband 6.9%

My partner and I trust each |5.3%
other

Don't know how to use them 4.8%

5.3 Difficulties using condoms
77% of the respondents said they had no problems using
condoms but 23% of the respondents reported some

difficulties and these were related to the different types of
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disability. It was said during the focus group discussions that
people with visual impairment are unable to see the expiry
dates or read the instructions and people with weak hands
cannot handle the condoms.

5.4 Access to condoms
The most common place stated to get condoms is the health
facilities followed by shops. However from our results more

men know where to find condoms than women. (See table 15)

Table: 15. Where do people with disabilities get condoms?

Where do you find | Men with Women with
condoms? disabilities % disabilities%
Health facility 56% 50.5%
Grocery/shop 33.3% 29.9%

Don't know 9.5% 16.5%
Trading centre 0.6% @)

In this study most people with disabilities, men and women,
learnt about condoms from predominantly health facilities,
followed by the radio and peer groups.

6. Awareness about Voluntary Counselling and Testing (VCT):

70% of the respondents did know about VCT but 30% did not.
Out of the 70% that knew about VCT they gave the following
descriptions: "A place to go for blood testing and
counselling,”87% “a place where you can know your sero
status,” 12.4% "a place to know your blood group”0.3% and
“don’t know" 0.3%.
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Table: 16 What is Voluntary Counselling and Testing?

What is VCT

Persons with disabilities%

A place to go for blood
testing and counselling

87%

A place where you can know 12.4%
your sero status

A place to know your blood 0.3%
group

Don't know 0.3%

Of the 70% of respondents that knew about VCT, 73.5% also
knew where to go for VCT services.

53% of these respondents heard about VCT through the radio
while 30.5% said they had heard through health facilities.

6.1 People with disabilities using VCT services

However 89.2% of respondents had never gone for testing and
only 10.8% had gone for testing. (See table 17)

Table: 17 People with disabilities gone for testing

Gone for testing

Men with disabilities 11.3%
Women with disabilities 3.7%
2000 Demographic Health 15.2%
survey Men

2000 Demographic Health 8.5%

survey Women
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This study shows that less people with disabilities have gone
for testing compared to the general population as shown in the
2000 Demographic health survey. Women with disabilities are
even less likely to go for testing than men with disabilities
this pattern is similar in the DHS.

6.2 Reasons for not using VCT services

The main factors among people with disabilities not going for
an HIV test are thinking they are O.K 42%, not knowing what
VCT is 19.1% and mobility difficulties 5.9% (See table 18).

Table:18 Reasons for not going for testing

Reasons for not going for an | Percentage
HIV test among people with
disabilities

Thought they were o.k 42%
Do not know what VCT is 19.1%
Not being able to walk 5.9%
No transport 4.9%
Not wanting the test 2.4%
No one to assist/guide 2.1%
Old age 1.7%
Laziness 1.4%
fear 1%
Belief all the blood will be 0.3%
pumped from the body.

People with disabilities appear to be motivated for testing if
“they have sex with someone they are not sure about” 24.4%
or if they “get sick” 18.6% and other reasons were mentioned
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such as a "partner dying from HIV/AIDS related illnesses,”
or “wanting to get married.” (See table 19)

Table: 19 Reasons to go for testing

Reasons to go for testing Percentage
among people with disabilities

Wanting to know sero-status |32.9%

Having sex with someone you |24.4%
are not sure about

If one gets sick 18.6%

7 . Disability and risk of contracting HIV

Only 10.3% of the men said disability does increase the risk
of contracting HIV and 13.2% of the women said yes it did.

Some of the reasons given during the focus group discussions
were associated with type of disability for instance people
with hearing impairments because of communication difficulties
are less likely to go to school, are therefore unable to read
and are not exposed to information. Therefore they will
“accept proposals without knowing the risks.” For “people with
visual impairment because they also go to drinking places they
are tempted by the bar girls.” In this study we expected to
find lots of cases of abuse, where people are sleeping with
disabled persons in order to be cleansed of the virus.
However this myth was mainly only found in Ntcheu and
Ntchisi.
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7.1 Cultural practices that influence the risk of HIV
transmission.

The majority of people with disabilities in this study said
there were no cultural practices that prevented them from
adopting HIV prevention methods. 19.4% of the males
thought there were some cultural practices that prevent them
from adopting prevention methods and 18.1% of women. Of
this percentage the majority said wife inheritance as the
major risk for contracting HIV, followed by non-use of
condoms, religious beliefs and initiation ceremonies. (See table
20)

Table: 20 Cultural practices that increase the risk of
HIV/AIDS

Cultural practises | Men with Women with
that increase risk | disabilities% disabilities %
of HIV/AIDS

Wife inheritance 45 2% 52.4%
Non-use of 16.7% 4.8%
condoms

Religious beliefs 9.5% 23.8%
Initiation 7.1% 9.5%
ceremonies

8. Knowledge about family planning among people with
disabilities:

72.2% of the respondents do not use any form of family

planning whereas 27.8% do use. Unfortunately this information
was not disaggregated by sex.
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8.1 choice of family Planning

The main choices of family planning were condoms at 31.9%,
traditional methods 27% and the injection at 24.5%. (See
table 21)

Table: 21 Methods of family planning

Method of family planning Percentage of persons with
disabilities %

Condoms 31.9%

Traditional methods 27%

Injection 24.5%

The Pill 6.4%

Kuteseka (vasectomy) 3.2%

Sterilization 2.1%

The reasons given for not using family planning are rather
surprising considering 76% of the respondents said they were
or have been involved in sexual relationships. The majority
said they were either single 28.9%, still young 6.2%, or never
had sex before 11.6%. Other reasons were because they
have stopped giving birth 9.8% or need to have children 0.4%,
or take time to get pregnant 1.3%. Negatively some said they
didn't want to 10.7%, the husband refuses 0.9% or they were
afraid 0.4%.

8.2 Access to information on Family Planning

The majority of respondents got information about family
planning through Health facilities 48.7%, the radio 29.9%,
and teachers 28.9%. Surprisingly NGO's only comprised 0.7%.
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Very few people with disabilities access information of any
kind through NGO's, CBO's, therefore more disability
awareness is needed among these organisations to encourage
inclusive programmes.

The study explored the problems faced by people with
disabilities accessing information on family planning and these
were related to not having a radio 23%, no organisation close
by to inform them 11%, hospital is too far away 9%. (See
table 22)

Table: 22 Problems accessing information about family
planning.

Problems accessing information | People with disabilities
on family planning

Don't have a radio 23%

No organisation to tell us 11%

Hospital is too far 9%

Rude hospital staff 6%

People told of the side 6%

effects

Disability 3%

However most respondents said they would prefer to get
information over the radio. Unfortunately this was not
expanded to find out why people would prefer to learn about
family planning over the radio and not at a health facility.
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9. Women with disabilities and child bearing

75% of the respondents interviewed had been pregnant
before. The average number of children was three.

9.1 Access to Antenatal services

The majority of disabled women, 87% do attend antenatal
classes, while 13.3% have never attended. As shown in table
23 very few women are taught about HIV/AIDS during
antenatal sessions yet a high proportion of disabled women
attend antenatal classes. Health services should be
encouraged to make better use of these forums to provide
information about HIV/AIDS.

Table: 23 Content of antenatal classes.

What women learn at Women with disabilities
antenatal classes

Family planning 51.1%

Nutrition 14.8%

Breast feeding/baby care 8%

HIV/AIDS awareness 6.8%

Have one partner 5.7%

Nothing on sexual and 4.5%

reproductive health

Nothing 3.5%

Of the 13.3% of respondents who did not attend antenatal
classes their reasons were either because they were “not

interested” 25% or “not married” 10% or sadly their
“husbands refused” 5%.
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9.2 Place of delivery

It is encouraging that over half of the women with disabilities
in this study did manage to deliver at a health facility 50.5%,
or at a district hospital 16.8%. Home deliveries amount to
2.9% and TBA 3.7%. Again Health facilities provide an ideal
opportunity to speak about HIV/AIDS to new mothers.

The reasons given for not delivering at a health facility were;
the mother was “too late” 6.7% or she had “no transport”
5.7% or the hospital was "too far” 5.7%. A small percentage
said because of “traditional reasons” 2.9% or they were
“afraid” 2.9%.

9.3 Childcare

44 .3 % of women with disabilities in this study acknowledge
problems looking after their children and their reasons were
because of “poverty” 59%, because of “activity limitation”
26%, “unable to walk to buy medicines” 10% and because of
“frequent births” 5%. (See table 24). This study shows that
many women with disabilities do not use family planning
methods they end up having large families which are more
difficult to cope with. Greater efforts are required to inform
women with disabilities about the benefits of using family
planning methods.

Table 24: Difficulties looking after children

Difficulties looking after their | Percentage of women
children

Poverty 59%
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Activity Limitations 26%
Unable to walk to get 10%
medicines

Frequent births 5%

90.9% of women with disabilities said they needed help looking
after their children and for 36.8% this person was the
husband, 26.3% said them selves, 13.2% said a relative and
7.9% said their mother.

9.4 single parent households
69.5% of families in the study were together to assist one
another, unfortunately 30.5% of the households were single

parent families either the mother or father was absent.

Table: 25 Reasons for single parent househlds

Reasons for absenteeism Persons with disabilities
Father died 25%

He left me 21.4%

Passed away 17.9%

Don't know 17.9%

Home village 14.3%

Divorce 3.6%

The main reasons for single parent households in this study
were because of death of the spouse followed by permanent
separation. It appears from these results that women with
disabilities are more likely to have to bring up their children
alone than the men. 93% of absent father do not provide any
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child support. However the same question was not asked about
absent mothers.

Conclusion

This was a ground breaking study for the disability sector in
Malawi the first of its kind, to look at issues concerning the
sexual behaviour, reproductive health and access to
information about HIV/AIDS, for persons with disabilities.
Although it was a relatively small study and unfortunately was
unable to involve totally deaf respondents, never the less it
did reveal some rather interesting and valuable information
about the situation on the ground for persons with disabilities
in Malawi.

People with disabilities are sexually active and around 90%
have sexual relationships with non-disabled partners. However
this study has clearly shown that people with disabilities are
less aware and less knowledgeable about HIV/AIDS issues
compared to national figures. This puts people with disabilities
at greater risk of contracting HIV.

This study also revealed that people with certain types of
disability such as people with hearing impairments, speech
impairments, mental challenges, epilepsy and people with visual
impairment have less awareness and less knowledge about
HIV/AIDS compared to people with other types of disability.
This is largely due to difficulties accessing channels of
communication that caters for and is available to their special
communication needs. (Unfortunately this study was not able
to explore in detail the communication needs and difficulties
of people with hearing impairment).
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Disaggregating the information further by sex shows that men
with disabilities are less aware and less knowledgeable about
HIV/AIDS issues compared to women with disabilities. This
can be related to how men access information compared to
women. Mostly men tend to receive information about
HIV/AIDS and sexual reproductive health via the radio but
this does not lend any opportunity for the men to ask
questions or discuss issues. Women on the other hand tend to
visit health facilities more often because of pregnancies or
caring for their children. Therefore women learn in an
environment where it can be assumed there is more time for
questions and discussions with health professionals thus the
learning for women is deeper.

Despite this health facilities do not take advantage of every
opportunity to inform people with disabilities about
HIV/AIDS. More information about HIV/AIDS could be
taught during antenatal and post natal clinics. There is also a
need for health facilities to develop strategies that can
target more men.

However for some people with disabilities travelling to a
health facility is a challenge because of difficulties with
mobility or finding someone to escort them and often poverty
means they cannot afford transport. It would be more ideal if
face to face information sharing could take place at home or
very close to the home in the community. This may also assist
more men to participate. Unfortunately it has come out in this
study that people with disabilities are either not aware of
Non-Government Organisations doing activities in their
communities or they are not invited to attend. There is a
need to sensitise NGO's on disability issues in order for their
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programmes to be more inclusive and involve people with
disabilities.

People with disabilities in this study felt they were at
relatively low risk of contracting the virus and this was one of
the main reasons why so few respondents said they used
condoms. There were also still some misconceptions about
condoms that prevented people using them such as they
“caused sores” and they “increase the virus in the body."
Although women with disabilities knew what a condom was only
half knew how to use them. Unfortunately this study did not
look into why this was the situation, it can be suggested that
more should be done at health facilities to help women know
how to use condoms through practical demonstrations. It also
came out during the focus group discussions that some people
with disabilities have some difficulties using condoms because
of visual impairment or weak hands again if one could practice
in a demonstration teaching session some of these difficulties
could be overcome.

70% of the respondents with disabilities were aware of
voluntary counselling and testing but 89.2% of people with
disabilities had never been for testing. This is poor compared
to national figures. 42% of People with disabilities in this
study said there was no need to go for testing because they
believed themselves to be "O.K.” However in this study we
have seen that knowledge and understanding of HIV/AIDS
information is below average for people with disabilities
putting people with disabilities at a disadvantage for making
informed choices about their health. Thus more activations
are needed to market the advantages of going for VCT and
perhaps strategies such as mobile VCT services would make



testing more available and accessible to people with
disabilities and the general population living in the rural areas.

Only 28% of people with disabilities in this study used any
form of family planning and the reasons given were mainly
because family planning was not appropriate for them or they
didn't want to. It appears the respondents are more reluctant
to make a trip to a health facility for family planning advice
and they would prefer to learn about family planning from the
radio. On the other hand the women did complain about
difficulties bringing up their children and one of the reasons
was because of frequent births. Thus it may be advantageous
to advise women with disabilities about family planning during
their other visits to the clinics for their antenatal or post
natal checks. People with disabilities need to be more aware
of the advantages of family planning so that people are
encouraged to seek advice.

In this study, women with disabilities in general came out
more strongly on knowledge and awareness about HIV/AIDS
than men with disabilities however fewer women knew how to
use a condom and fewer women had been for HIV testing
compared to the men with disabilities. So for the women
there seems a gap between knowledge and putting things into
practice. Unfortunately this study did not go into depth
concerning power, roles and culture in relationships and how
these can affect the women's decision making and ability to
act on knowledge.
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Recommendations

» Further research is needed to explore communication
needs of people with specific types of disability such as
for people with speech and hearing impairments, mental
challenges and people with visual impairments.

* Further effort is needed to increase HIV/AIDS
awareness for people with disabilities by:

0 Lobbying government for the inclusion of disability
issues in the national HIV/AIDS policy so that
programmes are inclusive of persons with
disabilities.

o Sensitising NGO's and Community Based
Organisation's working in HIV/AIDS especially at
the grass roots level on disability issues so that
their programmes are accessible and inclusive to
people with disabilities.

0 Encourage more face to face discussions on sexual
reproductive health for people with disabilities,
through community clubs and Community Based
Rehabilitation programmes.

0 Health facilities need to ensure all patients
attending any of the clinics are given advise on
sexual reproductive health

0 Health facilities need to come up with strategies
that specifically target men

0 Ideally more mobile services especially VCT are
needed to reach those clients unable to travel
easily.
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o Information should be available in disability friendly
formats such as Braille, large print, simple pictures
and diagrams and programmes that use sign
language and demonstrations.

Further research on the influence of power, roles and
culture in relationships and how they influence the
women'’s ability to make decisions and take action.

The Ministry of Health and NGO'S need to increase
awareness programmes concerning the advantages and
importance of family Planning.

There is also still a need to dispel fears about using
medical health services.

Strengthen partnerships between stakeholders in
HIV/AIDS work and the disability sector.

Disabled People's Organisations to plan programmes to
target other people with disabilities and teach them
about sexual reproductive health and HIV/AIDS.

People with disabilities need to be empowered to make

them selves heard in the communities and demand access
to services.
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