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EXECUTIVE SUMMARY

Introduction

Galway Association is currently developing guidelines for the development of
personal relationships/sexuality for people with learning disabilities. In developing the
guidelines Galway Association recognise the need to consider the views of clients,
their families, and the staff of its facilities. The Department of Public Health (Western
Health Board) was asked to undertake a research project to obtain feedback from these
user groups.

The aim of the research was to determine perceptions and views in terms of sexuality
and personal relationships. This is to facilitate the development of a series of
guidelines to be used in the future within the Galway Association.

Methodology

The methodology comprised group discussions with the Working Party, five focus
groups with people with learning disabilities availing of Galway Association services
(of differing age, gender, and abilities), a survey of parents/care-givers those using
Galway Association services, and a survey of staff working within the Galway
Association.

Findings

Focus Groups
The key findings from the focus groups were:

• All participants had developed relationships with the same and opposite sex. Many
had a girlfriend or a boyfriend and most aspired to have a personal relationship.

• There did appear to be an understanding of what a relationship was, with personal
intimacy emphasised as much as physical intimacy.

• The majority did not see any reason why people like themselves should be denied
the right to develop relationships.

• Those attending the focus groups believed that parents/carers were reluctant to
allow them to have a personal relationship. This was believed to be having a
negative impact on their right to be happy.
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• Some participants reported that they were allowed to have personal relationships
within Galway Association whereas others believed they were not allowed. Those
who believed such relationships were not allowed or were restricted believed that
rules were far too strict, and also believed that they should be entitled to privacy in
terms of their personal relationships.

• Galway Association facilities are a key place where personal relationships are
developed.

• Overall, the level of sex education demonstrated considerable scope for
improvement. Basic sex education was poor for younger participants, with the
older age groups lacking knowledge of safe sex, AIDS, and sexually transmitted
diseases

• Most of the participants of the focus groups aspired to get married and have
children in the future. Not being allowed to marry was highlighted as a key area of
concern, particularly for the focus groups of those aged 31 years and over.

Survey of Staff
The key findings from the survey of staff were:

• Over half the staff had at some stage discussed personal relationships and/or
sexuality with a service user.

• A total of 49% of staff were confident or very confident in their ability to discuss
relationships and sexuality with service-users and 21% were unconfident or very
unconfident.

• The majority of staff believe that service-users of all ability levels should be
allowed to have friendships and non-intimate boyfriends/girlfriends.

• Only a small proportion (5-25%) of staff believed those with moderate/severe
levels of learning disability should be allowed to have a boyfriend/girlfriend
(intimate) or marriage, with about half (48-55%) believing those with a mild level
of learning disability should be allowed such relationships.

• Over two-thirds of staff believed that service-users, parents, and staff should be
involved in deciding the type of relationship allowed.

• Almost half of staff thought that those availing of a service from the Galway
Association should be allowed to have unsupervised personal relationships.
However, only 22% thought that parents/guardians should not be informed about
relationships an adult service user may have.

• Only 16% of staff stated that they were aware of the legal position in terms of the
type of relationship permitted for service-users.
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• Less than a third of staff were aware of Galway Association’s current guidelines
on personal relationships and sexuality for people with learning disabilities, and
only 10% had received any training in the application of the guidelines. For those
who were aware of the guidelines, 40% found them difficult or very difficult to
apply.

• Only 12% of staff stated that they had received any training in how to discuss
personal relationships and/or sexuality with service-users. The vast majority
however (95%) stated that they would be interested in receiving such training in
the future.

Survey of Parents/Carers
The key findings from the survey of parents/carers were:

• The vast majority of parents/carers (83%) did not believe that the person that they
were caring for had the ability to make decisions for themselves in terms of
relationships and sexuality.

• Under a third of parents/carers had at some stage discussed personal relationships
and/or sexuality with the person they were caring for. The main barriers
preventing parents from discussing such issues were that in their view, the person
being cared for was incapable of understanding sexuality/relationships and poor
communication skills due to a severe level of disability.

• Over half of parents/carers were confident or very confident in their ability to
discuss relationships and sexuality with a service-user. However, a large
proportion (35%) were unconfident or very unconfident to discuss such issues.
Factors affecting confidence were knowing how to explain issues, their belief that
the person they were caring for was incapable of understanding such matters, and a
lack of confidence in all aspects of personal relationships and sexuality.

• The majority of parents/carers believed the person they were caring for was
capable of friendship (57%). However, only 29% believed they are capable of
having a non-intimate boyfriend/girlfriend, only 2% believed they were capable of
having an intimate boyfriend/girlfriend and 1% believed they were capable of
marriage. This pattern was similar for parents/carers of individuals of all ability
levels.

• Less than a quarter of parents/carers believed the person they were caring for had
received sex education (22%) or any education about personal relationships
(26%).

• Perceived knowledge-levels of the person parents/carers were caring for (in terms
of a range of topic about sexuality and personal relationships) were rated as being
bad or very bad by the majority of parents.

• Only 8% of parents/carers had received any education in terms of how to discuss
personal relationships and sexuality with the person they were caring for. Over
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half (55%) stated that they would be interested in receiving such education in the
future.

• The majority of parents/carers believed that parents/siblings (63%) and Galway
Association staff (58%) should be involved in deciding whether the person they
were caring for can make informed decisions.

• Only a small proportion of parents/carers thought that adults availing of Galway
Association services should be allowed to have unsupervised personal
relationships (10%). In addition, a high proportion (91%) of parents/carers thought
that such adults should not be entitled to have a personal relationship without the
parents/carer being informed.

Recommendations

From the research it is recommended that, in developing guidelines for personal
relationships/sexuality, consideration be given to the following:

1. People with learning disabilities have sexual feelings and want to express these
feelings.

2. Galway Association facilities should be able to provide opportunities for the
development of personal relationships.

3. Personal relationships should be allowed to develop at Galway Association
facilities in such a way that the Association does not unnecessarily intrude on an
individual’s privacy, yet at the same time ensures that individuals are protected
against abuse.

4. There is a need to provide education for parents/relatives of those availing of a
service from Galway Association on the sexual needs of people with learning
disabilities.

5. The new Guidelines need to be consistent within the Galway Association and
applicable to the broad range of relationships that may be developed by Galway
Association service-users.

6. Protocols need to be developed for staff to help them to deal with a range of
different situations that may arise concerning personal relationships and sexuality
(e.g. privacy, pregnancy).

7. Guidelines need to be explained to those availing of Galway Association services.
This should be undertaken on a regular basis, adopting a structured approach, to
ensure everyone is aware of and understands the Guidelines.

8. The proposed Guidelines need to take into consideration the different ability levels
of those availing of Galway Association services. Determining the level of
understanding and decision making capability of service-users in terms of personal
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relationships should be undertaken jointly by staff and parents/carers. In addition,
the service user should be explicitly included in this process.

9. The proposed Guidelines must be made available to all staff.

10. Staff require training in personal relationships/sexuality so that they are in a better
position to discuss relationships and work confidently with clients in developing
and maintaining relationships.

11. Staff will require training in implementing the new guidelines to ensure the
employment of a consistent approach. This should also incorporate periodical
refresher courses.

12. There is a need to provide ongoing education in all aspects of sexuality and
relationships for those availing of Galway Association services. Education
provision should be designed for specific age groups and levels of ability. The
potential of employing a partnership approach with other agencies should be
investigated.

13. Legal issues surrounding people with learning disabilities in terms of sexuality and
personal relationships should be included in Galway Association’s Guidelines.

14. The proposed Guidelines should be piloted to ensure they can be applied in
practice.
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1. INTRODUCTION

1.1 Research Background

It is widely recognised that people with learning disabilities have sexual needs and
feelings (Fairbairn et al, 1995). It is also accepted that people with learning disabilities
should be given the same access to opportunities and experiences as everyone else
(Wolfensberger, 1983). When addressing the issue of personal/sexual relationships for
people with learning disabilities, agencies have to ensure that individuals are
facilitated to develop personal relationships within their capacity and within the
boundaries of safety. There needs to be a way of establishing the types of relationship
a person is capable of, and whether relationships are consensual. To address concerns
of both staff and parents/carers there needs to be guidelines for agencies working with
people with learning disabilities.

In examining studies on sexuality and people with learning disabilities, there appears
to be little research that considers the sexual health needs from the viewpoint of
people with learning disabilities (Howarth, 1995). There are also few up-to-date
guidelines on personal relationships/sexuality, particularly in an Irish context.

Galway County Association for Mentally Handicapped Children (Galway
Association) is a small voluntary organisation which provides a range of community
based services to people with intellectual disabilities in Galway city and county.
Services are provided for children, teenagers, and adults. The objective of Galway
Association is to develop the potential of each person using their services (Galway
Association, 2001). Currently there are 400 people using Galway Association Services
(295 adults and 104 people under 18 years).

Galway Association is currently developing guidelines for the development of
personal relationships/sexuality for people with learning disabilities. Galway
Association recognises that each person has the same rights and needs as other
members of the community. They are also committed to developing local services
through consultation with stakeholders (Galway Association, 1999). In developing the
guidelines Galway Association therefore recognise the need to consider the views of
clients, their families, and the staff within the organisation. It was within this context
that the Department of Public Health (Western Health Board) was asked to undertake
a research project to obtain feedback from these user groups.
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1.2. Aims and Objectives

The aim of the research was to determine perceptions and views in terms of sexuality
and personal relationships. This is to facilitate the development of a series of
guidelines to be used in the future by Galway Association. More specifically, the
research aimed to determine:

1. The opinions and views of those with learning disabilities.
2. The opinions and views of parents/siblings.
3. The opinions/views of staff working the Galway Association.
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2. METHODOLOGY

2.1 Introduction

In devising the methodology for the research, consideration was given to the following
factors:

1. The ability of those with learning disabilities to communicate their views and
perceptions.

2. The ability of the research method to collect valid responses about subject areas
that have been perceived as being ‘taboo’ topics.

It was felt that those with learning disabilities might have difficulty completing both
structured and semi-structured questionnaires. In addition, due to the ‘taboo’ nature of
the subject area, people might have difficulty discussing such issues on a one to one
basis, particularly if they are speaking to a member of the opposite sex.

In view of the above, the methodology comprised the following:

1. Group discussions with Working Party.

2. Focus Groups with people with learning disabilities.

3. Survey of parents/carers of people with learning disabilities.

4. Survey of staff working within the Galway Association.

2.2 Group Discussions With Working Party

A Working Party was set up by the Board of Galway Association to develop the
guidelines. A series of group discussions with the Working Party was undertaken to
establish in further detail the issues regarding personal relationships and sexuality that
should be explored by the research. The process ensured that all key issues of concern
for the Working Party were included in the research. The Working Party also provided
input to and facilitated all subsequent stages of the research.
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The following individuals were members of the Working Party:

Dr. Elizabeth Healy, Chairperson
Mr. Tommy Cahill, Staff Member, Galway Association
Ms Mary Hambleton, Parent
Ms. Elaine Hession, Staff Member, Galway Association
Dr. Brian Mc Guire, Clinical Psychologist, Galway Association
Ms. Mary Fahy Monaghan, Sibling
Ms. Sarah Ross, Social worker, Galway Association
Mr. Paddy O’ Toole, Parent
Mr Tom Hogan, Chief Executive, Galway Association (from October 2000)
Ms Una Finn, Psychologist (June-September 1999)
Ms Maire Nĭ Dhomhnaill, Area Head, Galway Association (October 1999-
June 2000)

Ms Bernie Coyne, Staff Member, Galway Association
(Secretary to Working Party)

2.3 Focus Groups With People With Learning Disabilities

The focus group is a method of group interview in which the group interaction is used
to generate data. The method can be used to examine “not only what people think, but
how and why they think that way” (Kitzinger, 1995). Focus groups can provide
detailed information about the knowledge, attitudes and experiences of the
participants. They are particularly useful in facilitating the discussion of sensitive
subjects. The use of focus groups can also help empower the research participants;
they become an active part of the research process as they get an opportunity to voice
their opinions. Focus groups are particularly relevant for research with the ultimate
aim of improving services as they facilitate the expression of criticisms (which people
may be reluctant to mention in individual interviews) and the exploration of the
advantages and disadvantages of different solutions. They can also encourage
participation from people who are reluctant to be interviewed or who feel they have
little to say (Kitzinger, 1995).

2.3.1 Recruitment of Participants
Participants for each focus group were randomly selected from the client database of
Galway Association. Potential participants and their parents/carers were initially
contacted by letter. All those who had agreed to participate in the study and who had
also obtained parental/carer consent were sent letters reminding them of the time and
date of the sessions. Table 2.1 gives a summary of those who attended the focus
groups.
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Table 2.1: Summary of the People who Attended the Focus Groups

Age Male Female Total
13-17
18-30
31+

Total

3
6

11

20

6
6

12

3
12
17

32

It was decided that the focus groups would be more effective if there were separate
focus group for males and females and for different age categories. In addition, each
focus group included participants with a range of different ability levels.

The focus groups took place in June/July 2001 at the Galway Bay Hotel. Transport
and refreshments were provided for those who took part in the discussions.

2.3.2 The Discussions
A male member of the study team facilitated the focus groups for males, and a female
member of the study team facilitated the focus groups for females. This was to help
ensure participants felt at ease discussing what can be ‘taboo’ topics. In addition, an
independent Speech and Language Therapist with experience in learning disability
attended the focus groups (to facilitate the involvement of those with communication
difficulties).

Given the nature of the topic to be discussed during the focus groups, it was
considered a possibility that a participant might raise issues related to client safety and
protection. This possibility was included in the process of preparation for the focus
groups, and a mechanism for dealing with any allegation of abuse was agreed. For this
reason, a member of the Galway Association staff attended the venue where the focus
groups were held. This staff member was to be responsible for dealing with such an
eventuality, in accordance with the Client Protection Guidelines and Procedures
already in operation within Galway Association. A number of such instances arose
during the focus groups, and these were dealt with as agreed.

A ‘topic guide’ (a framework for the discussions and ideas for questions to generate
conversation and discussion) was developed which consisted of open-ended questions
and detailed ‘probe’ questions. It was intended that only the general questions were to
be used as far as possible so that the participants could raise issues that were priorities
for them. The detailed probe questions were for use if conversation dried up or to
guide the discussion if important issues had not been mentioned. A copy of the ‘topic
guide’ is given in Appendix 1.

The sessions began with an introduction from a member of the study team who
welcomed everyone and asked for consent to audio-record the discussion. A flip chart
(with pictures) was used to explain the sections of the discussion; participants were
encouraged to speak freely to each other and the importance of confidentiality was
highlighted. As a ‘warm up’ activity, participants were firstly invited to introduce
themselves and to describe the activities they most like to do. Based on the group
discussions with the Working Party (section 2.2) the following topics were then
introduced for discussion:
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1. The sexual and relationship experiences of people with learning disabilities.

2. The experiences of people with learning disabilities availing of Galway
Association services with regard to relationships and sexuality.

3. Aspirations in terms of personal relationships and sexuality.

In addition, participants were encouraged to raise issues that were priorities for them.
The comments of participants were then grouped into the key themes that emerged.

2.4 Survey of Staff Within the Galway Association

All staff employed by Galway Association were sent a confidential questionnaire to
ascertain their views/opinions in terms of personal relationships and sexuality of those
with learning disabilities. The questionnaire was primarily structured in format,
incorporating the issues elicited from the group discussions with the Working Party
and the findings of the focus groups. In addition, staff were given three scenarios
depicting hypothetical situations. The scenarios covered a number of key issues that
will be considered by Galway Association in developing its guidelines on personal
relationships and sexuality. For each scenario, staff were asked how the situation
should be dealt with. A total of 381 questionnaires were sent and 155 were returned
for analysis. This represents a 41% response rate. This sample size is sufficient to be
representative of Galway Association staff. A copy of the questionnaire is in
Appendix 2.

2.5 Survey of Parents/Carers of People With Learning Disabilities

All parents/carers of those using Galway Association services were sent a confidential
questionnaire to ascertain their views/opinions in terms of personal relationships and
sexuality of those with learning disabilities. As with the survey of staff (section 2.4),
the questionnaire was primarily structured in format, incorporating the issues elicited
from the group discussions with the Working Party, the findings of the focus groups,
and also included three scenarios depicting hypothetical situations. A total of 380
questionnaires were sent and 153 were returned for analysis. This represents a 40%
response rate. This sample size is sufficient to be representative of parents/carers. A
copy of the questionnaire is in Appendix 3.
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3. AGE 13-17 FOCUS GROUP

3.1 Introduction

A total of three male participants attended the 13-17 year old focus group. A focus
group for females was not undertaken, as consent was not obtained from any
carer/relative of females within this age group. A speech and language therapist also
attended the focus group. This was to ensure that the opinions of participants who had
communication difficulties were included in the study. The focus group included
participants with a range of different ability levels. Despite the small number
attending the focus group, a valuable insight was obtained in terms of personal
relationships and sexuality. The following represents the key themes that emerged.

3.2 Personal Experiences

All participants had developed friendships with people of the same and opposite sex.
Although none currently had a girlfriend/boyfriend, they all wanted to have a personal
relationship some day.

In terms of the things they would like to do if they had a relationship, a number of
activities were mentioned such as going to the bedroom and playing music, playing
musical instruments etc. A degree of personal intimacy was also highlighted. For
example, when asked what the best thing about having a girlfriend was one boy stated:

“I know, if you be nice to her she’ll be nice to you. She will, she
will.”

In general, none of the participants saw any reason why they should not have a
relationship.

3.3 Relationships Within Galway Association

There was a degree of uncertainty in terms of whether relationships were allowed
whilst attending Galway Association facilities. There appeared to be a limited
understanding in terms of why relationships would not be allowed and what would
stop them having a relationship. One participant indicated that it was due to
relationships breaking up:

“Because if you are in a relationship, then that for a little while
then you break up.”
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Galway Association facilities such as day centres were seen as easy places to meet
people of both sexes. Although it was felt meeting people could be made easier, there
was uncertainty in terms of how this could be achieved. All believed Galway
Association should help people have relationships.

3.4 Sex and related Issues

When asked about masturbation, some participants stated that they did not know what
it was, whereas others knew or were unsure. All reported that they knew people who
masturbated and had a positive perception of it:

“I think its great. I think its great.”

All believed masturbation should be allowed in Galway Association facilities. They
were uncertain in terms of whether masturbation currently was or was not allowed in
Galway Association services. There was an understanding that this should take place
in privacy, such as in a bedroom.

When asked about sex it was clear that all understood that it was something they were
not allowed to do, either in their own home or whilst attending Galway Association
facilities. For example, when asked if they knew what sex is, one participant stated:

“Oh that’s inappropriate. We do ya. That’s inappropriate,
inappropriate.”

Sex did appear to be a taboo issue. One participant reacted every time the word sex
was mentioned saying:

“Here we go again.”

Although all stated that they had learnt about sex at school, knowledge levels did
appear to be somewhat limited. For example, one boy knew that women got pregnant
to have babies, but when asked if he knew how women got pregnant he stated:

“Yes you eat too much.”

Another example of poor levels of sexual knowledge was in terms of contraception.
All did not understand how to stop women having babies. One participant when asked
what condoms were stated:

“They are cows.”

Knowledge of sexually transmitted diseases and the male and female private parts was
also very poor. For example, when asked what the male and female private parts were,
one boy stated:

“Neck, legs, back, stomach, and our feet and anything that has
bones in it.”
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3.5 The Future

Everyone stated that in the future they would like to get married and have children.
Two wanted to marry current female friends in the future when they grew up.
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AGE 18-30 FOCUS GROUP

4.1 Introduction

The 18-30 year old focus group for males was attended by six participants and the 18-
30 year old focus group for females was also attended by six participants. A speech
and language therapist also attended the focus group. This was to ensure that the
opinions of participants who had communication difficulties were included in the
study. The focus group included participants with a range of different ability levels.
The following represents the key themes that emerged.

4.2 Personal Experiences

Relationships with the opposite or same sex had at some stage been developed by
most participants. Several stated that they would like to have a girlfriend or a
boyfriend. One man said that he was gay and emphasised how happy he was to be gay.
Another person reported that he had split up with his girlfriend because she was seeing
somebody else:

“She was seeing somebody else and I wasn’t happy, I was going
out with this girl. These things can happen.”

Activities that people did with their girlfriend/boyfriend included going for dinner,
going to a student dinner/dance, bowling, going for a drink etc. Most had experienced
both personal and physical intimacy (e.g. kissing, holding hands) with their
boyfriend/girlfriend. Having a companion and someone to talk to was also
emphasised:

“I think its good to have a companion.”

“I love having girlfriends. They make me feel good, and talk to
each other.”

The majority did not see any reason why people like themselves should not be allowed
to have a relationship. It was up to the individual whether they wanted to have a
relationship:

“Its no harm to have a girlfriend.”

“…if the girlfriend that I have wants to stay with me, its her, its
her business or choice.”
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Some people commented that they did not approve of same sex relationships:

“I think it should be the right way around. Boyfriends and
girlfriends stay together, not two men and two women together.”

4.3 Relatives and Personal Relationships

Some people commented that their relatives don’t help them to have a relationship as
they were worried about them and did not want them to get married. One person said
that whilst her parents knew she had a boyfriend and were happy for her to have a
relationship, she was not comfortable with expressing her emotions to her parents:

“I won’t tell her how I’m feeling.”

“I’d be embarrassed.”

4.4 Relationships Within Galway Association

Many people stated that they had developed friendships whist attending Galway
Association facilities, both with people of the same and the opposite sex. Galway
Association facilities were a main place where people spent time with their
boyfriend/girlfriends. One person contrasted her situation at home where it was very
difficult to meet new people:

“I don’t have anyone at home…only mum and dad.”

Most participants acknowledged that there were rules within Galway Association
facilities that stopped them having a relationship, or restricted the relationship. Others
pointed out that they were allowed to have a relationship. One person explained that
whilst staff could stop him having a relationship, they wouldn’t, to avoid a
confrontation:

“…she can stop us seeing us, she could do that, she wouldn’t
now because I do come forward to tell that to ****. I could or
go to the people or well I go to ****.”

It was felt that staff at Galway Association facilities should help people to have
relationships. One person commented that a staff member had given some advice
about having a relationship:

“And he said well look in the paper, the Galway Advertiser, and
I would have. When I’m single, I 've no wife, no children, that’s
it, that’s what I want to do.”
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4.5 Sex and related Issues

Knowledge of masturbation was varied, with some participants not knowing what it
was, whilst others had incorrect knowledge:

“Wanting to have kids.”

“Masturbation means a man’s thing.”

Others stated that they did know what masturbation was. Lack of knowledge appeared
to be more widespread among the female focus group. There was an
acknowledgement by some that masturbation should be undertaken by individuals in
private such as in the bedroom or in the bathroom, and that it was not allowed in
Galway Association facilities. One person thought he would get arrested if he
masturbated in the day centre. Another person gave examples of when someone could
do it:

“And when you go to bed every night, tis OK. You can have a
bath you could do it. That’s two ways. The bedrooms and the
bathrooms.”

Most participants said that they knew what sex was and the male and female private
body parts (and demonstrated their knowledge) having received sexual education in
the training centre. Once person specified ‘circle of friends’ as the training programme
that taught them about sex. Participants also learnt about sex from watching the
television. One person in discussing sex emphasised the importance of getting married
before having sex:

“People should get married first and then when a man carries a
woman on his shoulder, carry her, him go into the mans bed they
could have sex then on the bed and then they could do things in
the shower its no harm. And they can do it there in the bed if
they want to. Well, I ‘ve never done it before but I might get
married soon.”

Overall, most participants understood what contraception was and how to stop getting
pregnant. One woman however stated that you could stop getting pregnant by not
eating too much. Another woman reported that she was taking the pill. Most people
did understand that you could get sick if you had unprotected sex and Aids in
particular was mentioned. For example, one person in explaining how to stop women
getting pregnant said:

“The only thing is to stop having sex, is to have a condom for the
woman pregnant you can’t do that. Now listen to me when I say
to you, people should wear condoms, men wear condoms,
women don’t wear condoms so that’s why. For safe sex, wear
condoms and you can’t put the woman pregnant.”
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However, some people were uncertain how you could stop getting sick. One person
for example thought that you could prevent yourself from catching AIDS by taking the
pill.

Respect for privacy was something that most people stressed as being very important.
It was felt that people should be allowed to do whatever they wanted in their own
room. Two people complained that someone had barged into their room without
knocking. There was a consensus that it was not appropriate to walk around with no
clothes on, except if there was no one in the house.

4.6 The Future

Most aspired to getting married one day and having children. Nobody made any
comments in terms of whether they would be allowed to get married in the future. A
few people specifically said they did not want any children. One person stated that he
only wanted a son:

“Actually I do but I don’t want to have, I want a son not a
daughter. I don’t want a daughter.”
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5. AGE 31+ FOCUS GROUP

5.1 Introduction

The age 31+ focus group for males was attended by eleven participants and the age 31
+ focus group for females was attended by six participants. A speech and language
therapist also attended the focus groups. This was to ensure that the opinions of
participants who had communication difficulties were included in the study. The focus
group included participants with a range of different ability levels. The following
represents the key themes that emerged.

5.2 Personal Experiences

Most participants had developed relationships with the same or opposite sex. Several
people either currently had or at some stage had a girlfriend/boyfriend and most
thought that having a girlfriend/boyfriend was a good idea:

“Its nice…somebody to see everyday when you go to work
anyway.”

“I’d like a boyfriend too.”

“So long as he’s a nice lad, that you can trust.”

Activities that people did with their boyfriend/girlfriend included going to places such
as the cinema, for a meal, to discos, going for a drink, walks etc. Most reported having
personal intimacy and physical intimacy (e.g. kissing, holding hands) with their
girlfriend/boyfriend. One man said that he had been to bed with his girlfriend:

“…and one day myself and this girlfriend were caught red
handed in bed together, and I think that’s not fair.”

Most participants did not see any reason why people like themselves should not have a
boyfriend or a girlfriend. One person acknowledged the perception that people with
learning disabilities are not capable of having a relationship. When asked to give
reasons why people with learning disabilities should not have a boyfriend or girlfriend
the person said:

“We shouldn’t because you think we don’t realise what we’re
doing.”
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5.3 Relatives and Personal Relationships

A key concern that was expressed among those attending the 31+ focus groups was
that their relatives did not want them to have girlfriends or boyfriends. Many would
therefore not tell their relatives that they had a girlfriend or a boyfriend, as they were
afraid that they would stop the relationship. People felt that this was not fair as they
had a right to be happy, and not allowing relationships was having a significant impact
on this right.

“…and I haven’t met her mother anyway. I’ve asked if I could
and she’s said no the mother would kill me if she’d see me.
Because her mother doesn’t want her to have a boyfriend and I
don’t think that’s fair at all. If she wants to have a boyfriend and
she can’t tell, tell the mother that she has you see cause the
mother would keep her at home.”

“There’s things I’d like to do. I’d like to bring her home and
maybe to be able to show her to dad but I can’t. I think he’d go
through the roof if he’d seen her anyway. I have to; it has to be
that way like. But anyway I go in, I go in once a month to see her
so then that’s not too bad, its better than nothing I suppose.”

“No she wouldn’t approve. He wasn’t a lad to be trusted,
something like that.”

Despite the overall concern in terms of relatives and personal relationships, some of
the female focus group members reported that they could discuss sex with their
parents:

“She’s honest about it and I ask her questions.”

5.4 Relationships Within Galway Association

Galway Association facilities were a key place where people developed friendships
with people of the same and opposite sex. In many cases individuals stated that they
had a girlfriend/boyfriend who attended the same Galway Association facility and that
this was the main place where they spent time together.

There was considerable variation in terms of whether personal relationships were
allowed in Galway Association facilities. Some stated that they were allowed to have
a boyfriend/girlfriend whilst others insisted that such relationships were not allowed in
the facility they attended. One person stated that the manager finally allowed him to
have a relationship:

“They don’t mind because I told the and I said I’m not giving in
to you, you’re not getting with me see. And then they have to give
up because they get tired.”
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Several people stated that they have personal relationships, despite not being allowed.
Care was taken to ensure that Galway Association staff did not catch them having any
form of personal relationship.

“Its not allowed but I go, I go behind their backs and do it
anyway see.”

“…might give her a kiss, you know. A few of them, ha ha. Watch
that in case we get caught you see.”

A number of people complained that they are not allowed to be on their own with their
girlfriend/boyfriend whilst attending Galway Association facilities. Others complained
about being followed by Galway Association staff if they went for a walk with their
boyfriend/girlfriend. They felt that not being allowed to be alone was an invasion of
their privacy:

“They don’t want us on our own in case something might
happen. But nothing would anyway.”

“Over in the Association we can’t be on our own you see in case
we might get up to something.”

“I don’t like people watching all the time too because then that
makes you kind of mad and you lose your temper sometimes.”

“If we have to go for a walk and the staff have to come you see,
and I don’t like that you see, them coming. I prefer if they just
stayed in the factory and let us go and we could go ourselves,
but they won’t see.”

There was overall agreement that people with learning disabilities should be treated
the same as adults generally:

“We are adults here and we have a right to do what we want to
do.”

It was felt that the staff of Galway Association should help people have relationships.
Some commented that it wasn’t fair that Galway Association staff were married yet
they were not allowed to have relationships. One person in explaining how staff could
help them to have a relationship stated:

“Like for instance, sometimes we kind of ask them an odd time
you know to talk about it, but they are afraid to talk about it.”
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5.5 Sex and Related Issues

When asked about masturbation, some participants stated they knew what it was,
whilst others didn’t know. Others confused masturbation with sex:

“It’s the em, the man’s sperm you see when you’re having sex,
am if you want a baby you do it with her. Yeah, I know cause we
learnt that in the training centre with***** who taught us about
parts of the body and things like that.”

 “It means say if a woman and a man went to bed for instance
the man put his into the woman and they’ll make babies. That
kind of thing.”

Most participants said that they knew what sex was having received sexual education
in the training centre and also from watching films on television. They also knew the
male and female ‘private’ body parts. Most did not see anything wrong with
masturbation or sex, either at home, or whilst attending Galway Association facilities.
Several people commented that they believed that people should get married before
they have sex. For example, when asked if people like themselves should be allowed
to have sex, one commented:

“Yeah, I think if you do that to a girl you’d have to marry her or
something. If I did it to my girlfriend I’d want to marry her too,
before I do, you see.”

One person in explaining sex associated it with getting married, having children,
having a job etc:

“You’re talking bout sex, that its em, something to do with, I
know that its something to do with the wife having a child and
having kids, and rearing up a family, which is a good thing, and
we’re in a home, which is a good thing, and having your own
business, like you know having your own job and things like that,
and it keeps you going. You know it’s a good thing to have to
keep both places going like you have the mother to look after her
and she has to look after the child and fed her and dress her,
things like that, you know and bring her in the pram and bring
and bring her too for walks and bring her to the shop or things
like that.”

Another person commented that you could not have sex with someone if they did not
want to have sex:

“If a girl don’t want sex, its no good having sex with her cause if
she doesn’t want to.”
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Most participants understood what contraception was and how to stop getting
pregnant. Both condoms and the pill were referred to as ways of stopping getting
pregnant. There was an appreciation that you could get sick if you had sex without
using a condom. AIDS in particular was mentioned as a disease you could die from if
you had unprotected sex.

There was an overall consensus that it was not appropriate to walk around with no
clothes on, except if there was no one in the house. This also applied to Galway
Association facilities. If someone was on their own for example in their own room, it
was felt they could do what they wanted, and their privacy should be respected.

5.6 The Future

Getting married and having children was something that most aspired to for the future.
They associated marriage with happiness and a better future.

“Its nice to get married you know, you have a wife and you’d be
able, love her and you’ll treat her. You know at a wedding
ceremony the bride takes your hand, ‘dearly beloved’, and you
become man and wife. In sickness and health, until death does us
part. You’d have a better life and a better future.”

One person looked forward to the responsibility of having children:

“Responsibility, like you’d be a father. You’d have someone to
look after and it would be a responsibility to educate them.”

Although most aspired to getting married, there was a widespread acknowledgement
that they were not allowed to get married. This generated an immense amount of
discontent. Many highlighted that it was unfair that their relatives and friends could
get married, yet they couldn’t:

“I’d like to get married but I can’t because my brothers and
sisters are at home and they’re married you see and then I feel
kind of sad cause that I can’t you see. I mean I think its not fair,
I think I should be happy as well.”
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5.7 Guidelines

Participants at one of the focus groups highlighted the issue of guidelines. It was felt
at present that there were too many rules and regulations to follow. Whilst it was
agreed that there was a need for guidelines, the current guidelines were thought to be
too strict. It was felt that a fairer system needed to be introduced, in which the needs
of people with learning disabilities were taken into consideration. For example, one
person in stating that his needs were not considered said:

“I do really think that we don’t matter because we don’t have
any much of a life anyway.”

5.8 Other Comments

One person suggested that dating agencies should be set up for people with learning
disabilities. There was widespread agreement that this was a good idea.
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6. SURVEY OF STAFF

6.1 Introduction

All staff employed by Galway Association were sent a confidential questionnaire to
ascertain their views/opinions in terms of personal relationships and sexuality of those
with learning disabilities. A total of 381 questionnaires were sent and 155 were
returned for analysis. This represented a 41% response rate.

6.2 Demographic Profile

The majority of staff completing the survey were female (88%). The majority (63%)
were 50 years of age or younger, with the largest proportion in the 35-44 year age
group (33%, Table 6.1). The average age of staff was 40.5years, and the average time
spent employed by Galway Association was 7.5 years.

Table 6.1: Age and Sex of Staff

Male Female Total
Age No. % No. % No. %
18-25
26-34
35-44
45-54
55-64

6
6
2
3

35
35
12
18

18
18
42
35
14

13
17
33
26

12

18
24
48
37
17

13
17
33
26
12

6.3 Occupational category

Table 6.2 shows that the main staff occupational categories were residential worker
(44%) followed by day service (34%).
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Table 6.2: Occupational Category

Occupational Total
Category No. %
Residential care
In house worker
Day service
Support service (clinical)
Support service (non clinical/administration)
Other

60
7

47
9
7
8

44
5

34
7
5
6

6.4 Discussing Personal Relationships With Service Users

Over half the staff had at some stage discussed personal relationships and/or sexuality
with a service user. Figure 6.1 shows that 49% of staff were confident or very
confident in their ability to discuss relationships and sexuality with a service user and
21% were unconfident or very unconfident. A large proportion of staff (31%) were
neither confident or unconfident. Only 5% were very confident to discuss these issues
with service users. Those who had at some stage discussed personal relationships
and/or sexuality with a service user were significantly more likely to be confident in
their ability to discuss such issues (x2, p< 0.01).

Figure 6.1: Confidence in Ability to Discuss Issues of Relationships and
Sexuality With a Service User

Those who were not confident to discuss personal relationships with service users
were asked what issues they were unconfident about; their responses are given in
Table 6.3. It can be seen that the main issues were not being qualified/needing training
(35%), and a lack of confidence in all aspects of personal relationships and sexuality
(29%).
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Table 6.3: Issues Unconfident About in Terms of Relationships and Sexuality

Issues unconfident about No. %
Not qualified to discuss issue/ need special training 11 35
All issues concerning the development of personal relationships/sexuality 9 29
The guidelines- unclear what is permitted in Galway Association 5 16
The service users rights (legal issues) 4 13
Balancing rights of service users and wishes of parents 4 13
No experience of the problems which may arise 4 13
Client understanding of sexual relationship 4 13
Intimate sexual relationships 4 13
Unaware of the issues/not working with Galway Association long enough 2 6
How to give information 2 6
Birth control 2 6
Privacy/confidentiality of relationship 2 6
Staff protection 1 3

* Multiple response, therefore percentages may not add to 100%

6.5 Types of Relationships Service Users Should be Allowed to
Undertake

Table 6.4 shows the type of relationships staff believe service users of different ability
levels should be allowed to undertake. It can be seen that the majority of staff believe
that service users of all ability levels should be allowed to have friendships and non-
intimate boyfriends/girlfriends. In terms of having a boyfriend/girlfriend at an intimate
level or marriage, only a small proportion (5-25%) of staff believed those of
moderate/severe ability levels should be allowed such a relationship with about half
(48-55%) believing those with a mild ability level should be allowed such
relationships.

Table 6.4: Type of Relationship That Should be Allowed by Ability Level

ABILITY LEVEL
Mild Moderate Severe

Type of relationship No. % No. % No. %
Friendship
Having a boy/girlfriend (non intimate)
Having a boy/girlfriend (intimate)
Marriage

134
132

85
74

87
85
55
48

139
128

38
23

90
83
25
15

131
98
13

7

85
63

8
5

6.6 Decision Makers in Terms of Agreeing the Appropriate Level of
Relationship

It can be seen from Table 6.5 that over two thirds of staff believe that service users
themselves (79%), parents (73%), and staff (70%) should be involved in deciding the
type of relationship allowed. Only 19% believed that people other than these should
be involved in making these decisions.
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Table 6.5: People who Should Make Decision About the Type of Relationship
Allowed

Total
People who Should Make Decision No. %
Parents
Service user himself/herself
Staff directly involved in service users care
Other

113
123
108

30

73
79
70
19

6.7 Privacy

In terms of being entitled to privacy, Table 6.6 shows that 42% of staff thought that
those attending Galway Association facilities should be allowed to have unsupervised
personal relationships. However, only 22% thought that parents/guardians should not
be informed about relationships an adult service user may have. Approximately a
quarter of staff did not know whether adult service users should be entitled to privacy.

Table 6.6: Entitlement to Privacy

Yes No Don’t know
Entitlement to privacy No. % No. % No. %
Having unsupervised personal relationships
Not having their parents/guardians informed about
their personal relationships by the Association’s staff

59
31

42
22

47
80

33
57

36
30

25
21

6.8 Legal Issues/Guidelines

Only 16% of staff stated that they were aware of the legal position in terms of the type
of relationship permitted for service users. In addition, only 30% were aware of
Galway Association’s current guidelines on personal relationships and sexuality for
people with learning disabilities, and only 10% had received any training in the
application of the guidelines. For those who were aware of the guidelines, Figure 6.2
shows how easy or difficult they found the guidelines to apply. It can be seen that 40%
found the guidelines difficult or very difficult to apply, with 25% never having had to
apply the guidelines and 13% finding them easy to apply. Nobody reported finding the
guidelines very easy to apply. Individuals who found the guidelines difficult to apply
were asked to give their reasons, and their responses are given in Table 6.7. Whilst a
wide variety of responses were given, some of the most frequently stated responses
were that every situation was different (14%), not being right for all service users
(14%), impinging on the rights of people with learning disabilities (14%), and a lack
of understanding among service users (14%).
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Figure 6.2: Ease or Difficulty in Applying Guidelines

Table 6.6: Reasons why Galway Association’s Guidelines for Personal
Relationships and Sexuality are Difficult to Apply

Reasons No. %
Every situation is different 3 14
Don’t agree that they are right for all service users (e.g. clients of 3 14
   differing ability)
Service users don’t understand what is permitted 3 14
Impinge on rights of people with learning disability 3 14
Difficult to talk to parents about these issues 2 9
Complexity and sensitivity of the people involved 2 9
Guidelines are outdated 2 9
Difficult to ensure constant supervision 2 9
Unsure of what’s right in terms of sexual intimacy 1 5
Not willing to engage in managing the risk in this aspect of peoples lives 1 5
Understaffed 1 5
Undertrained 1 5
Service users don’t understand why others make choices for them 1 5
Juggling service users rights with responsibilities under current European 1 5
   legislation
Guidelines do not acknowledge homosexuality and as such staff cannot 1 5
   support
Terminology not defined in detail (e.g. petting) 1 5
Guidelines too black/white; they do not fully acknowledge the huge grey area 1 5
   which is represented in most circumstances
They differ from everyone’s beliefs 1 5

* Multiple response, therefore percentages may not add to 100%
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6.9 Training in Discussing Personal Relationships/Sexuality

Only 12% of staff stated that they had received any training in how to discuss personal
relationships and/or sexuality with service users. The vast majority however (95%)
stated that they would be interested in receiving such training in the future.

6.10 Scenarios

Staff were given three scenarios depicting hypothetical situations. The scenarios
covered a number of key issues that will be considered by Galway Association in
developing its guidelines on personal relationships and sexuality. For each scenario,
staff were asked how the situation should be dealt with. The results for each scenario
will now be presented in turn.

6.10.1 Pregnancy
The pregnancy scenario is given in the following box and the responses of staff in
terms of how the situation should be dealt with are given in Table 6.7.

PREGNANCY SCENARIO

Mary is 25 years old and has a mild learning disability. She lives in a Group
Home with two men and a woman, all of similar ability. Mary works in the
canteen of a local factory. She visits her parents every Saturday.

Mary’s house has staff support for two hours each evening and then the staff
return at 10pm to sleep in for the night. Mary describes one of the men in the
house, John, as her boyfriend; although it was always thought that they had no
more than a platonic relationship. Mary has told the staff that she has missed her
period. The GP has done a pregnancy test, which is positive. The GP says that
Mary is 10 weeks pregnant. It transpires that John and Mary have been having
consensual/consenting sexual intercourse, and John is the father of the baby.
John’s family is shocked. Mary’s family are devastated, being convinced that
Mary would never be able to parent a child adequately.

It can be seen from Table 6.7 that a wide variety of responses were received. The most
frequently stated responses were the need for counselling for Mary and John (19%),
allowing the couple to rear the child with support (19%), discussing options with all
involved (16%), the need to consider marriage/living together (11%), and counselling
for the parents and family (11%).
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Table 6.7: Pregnancy Scenario

How situation should be dealt with No. %
Need support (Association, staff, family, and friends) 44 32
Both need counselling to understand situation 27 19
Mary and John should raise the child with support 27 19
Discuss options with all involved (e.g. parents, Galway Association, couple, social
   worker)

22 16

Discuss contraception/education 15 11
Parents/family need counselling 15 11
Both families need support 13 9
Consider adopting child/fostering 12 9
Don’t know 12 9
Provide support during pregnancy 8 6
Discussed with parents 7 5
Discuss with couple 7 5
Case conference 7 5
Discuss with couple and parents 6 4
Marriage should be considered/living together 6 4
Child should be aborted/consider abortion 6 4
Involve social worker/seek advice from social worker 6 4
Ultimate decision is Mary and John’s 5 4
Sensitively/sympathetically 5 4
Depends on competency/ability level 5 4
Should have been dealt with before pregnancy occurred 4 3
Extra support staff needed 4 3
Don’t have training to deal with situation/staff need training 4 3
Parents should decide 4 3
Familiarise with appropriate policy 4 3
Assess the relationship between Mary and John 4 3
Extended family should possibly raise child 3 2
Advice from professionals outside Galway Association 3 2
Decision based on parents and what Mary and John want 3 2
Mary and John should be residentially separated 2 1
Mary should be monitored 2 1
Support team set up for Mary 2 1
Mary doesn’t have the right to have the child 1 1
Galway Association staff need counselling 1 1
Mary cannot be forced to abort baby if family believe she cannot look after 1 1
Psychological assessment of both parties 1 1
Having clear guidelines in place 1 1
Procedures put in place to prevent happening again 1 1

* Multiple response, therefore percentages may not add to 100%

6.10.2 Listening to Music in Bedroom
The scenario that addressed the issue of a couple listening to music alone in a
bedroom is given in the following box and the responses of staff in terms of how the
situation should be dealt with are given in Table 6.8.



36

LISTENING TO MUSIC IN BEDROOM SCENARIO

Tom is a 29-year-old man with mild learning disability who goes home at
weekends to his parents. He works in sheltered employment and has a girlfriend
who also works there. He invites his girlfriend, Mary, to his Group Home for
dinner. She comes to dinner and meets the people Tom lives with in the Group
Home and the staff members on duty. After dinner Tom invites Mary to his
bedroom to listen to music. Mary says she’d like to do that.

It can be seen that the main responses were that the situation should be allowed with
supervision (41%), discussing relationships with both clients (21%), ensuring couple
had sex education (17%), being entitled to privacy (14%), encouraging the couple to
stay downstairs (13%), and that the couple should be allowed to listen to music in the
bedroom (13%).

Table 6.8: Listening to Music in Bedroom Scenario

How situation should be dealt with No. %
Should be allowed with discreet supervision (e.g. door open, staff call in with tea) 57 41
Talks with both clients on relationships 29 21
Ensure they have had sex education 24 17
Entitled to privacy 20 14
Encourage them to stay downstairs/discourage 18 13
Should be allowed 18 13
Rules of house should be set out to both clients 14 10
Permit in supervised area (e.g. dining room, sitting room) 9 6
Discuss and agree boundaries with Tom and Mary 7 5
Depends on Tom and Mary’s understanding of sexual intimacy 6 4
Develop guidelines for use in such situations 6 4
Don’t know 5 4
Discuss with parents 5 4
Should not be allowed 4 3
Every situation is different- no general rules 2 1
Entitled to intimate relationships 2 1
Should have been discussed with them before they started going out 2 1
Main issue is ability to consent and choose 1 1
Arrange counselling to assess if ready for a more sexual relationship 1 1
Should facilitate expressed wishes of Tom and Mary 1 1
Don’t have enough information on situation 1 1
Should not be allowed until in a relationship for one month 1 1
Encourage to behave responsibly 1 1
Such situations should be planned for 1 1
Should know that staff can be called if uncomfortable situation arises 1 1

* Multiple response, therefore percentages may not add to 100%
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6.10.3 Secluded Area in Park
The scenario that addressed the issue of a couple being seen by a member of the
public coming from a secluded area of a park is given in the following box and the
responses of staff in terms of how the situation should be dealt with are given in Table
6.9.

SECLUDED AREA IN PARK  SCENARIO
Mary and Tom work in a park on a part-time basis. Staff have noticed that they
are quite fond of each other. On Tom’s birthday they arrived for work holding
hands. It was later reported by a member of the public that they might have got
intimate as they were seen coming from a secluded area of the park. The
member of the public who reported the incident was quite upset.

A wide variety of responses were received with the most frequently stated being the
need for staff to discuss the issue with the couple (33%), reassuring/thanking the
member of the public (20%), the need for the couple to be made aware of appropriate
behaviour in public (19%), discussing relationships/sexuality with Tom and Mary
(17%), and the need to provide sex education (14%).
Table 6.9: Secluded Area in Park Scenario

How situation should be dealt with No. %
Discuss with Tom and Mary 45 33
Reassure/thank member of public 28 20
Informed of appropriate/inappropriate behaviour in public 26 19
Discuss relationships/sexuality with Tom and Mary 23 17
Provide sex education 19 14
Clients should be interviewed separately 17 12
Consult family 10 7
Advice from Multidisciplinary team/team meeting/case conference 9 7
Supervise carefully/strict supervision 8 6
Have Mary examined by GP 8 6
Member of public over reacted 8 6
Provide counselling 7 5
Explain to member of public that they have a right to a relationship/have feelings 7 5
Discuss with member of public 7 5
Report/seek advice from clients’ social worker 6 4
Don’t know 6 4
Establish if Mary and Tom need support with a sexual relationship 5 4
Should still be permitted/entitled to a relationship 5 4
With care/consideration 5 4
Discuss with key worker 4 3
Seek advice/refer to psychologist 4 3
Don’t jump to conclusions 4 3
Mary and Tom need support 4 3
Mary should/may need to use contraception 4 3
Pregnancy test required 4 3
Morning after pill given 3 2
Association needs to produce guidelines 3 2
Would member of public be as upset if they had not got a disability? 2 1
Not confident/not enough training to answer 2 1
Social work department talk to member of public 2 1
No problem if fully understand implications 2 1
Family should not have to give consent to contraception 1 1

* Multiple response, therefore percentages may not add to 100%
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6.11 Additional Comments

Staff were given the opportunity to provide additional comments/suggestions. In total,
54% of staff gave additional comments. These are summarised in Table 6.10.  It can
be seen that a wide variety of responses were received with the most frequently stated
being the need for staff training on relationships and sexuality (36%), the need for
clients to have education about relationships (12%), the right of service users to have a
relationship (11%), and the need for guidelines (10%).

Table 6.10: Additional Comments

Additional comments No. %
Staff need training in relationships and sexuality 30 36
Clients need education about relationships 10 12
Service users do have the right to have a sexual relationship 9 11
Guidelines/ policy/procedure needed for when a situation arises 8 10
Families/carers need education 6 7
Promote openness/discussion about relationships 5 6
Don’t have experience working in this area 5 6
Guidelines need to incorporate flexibility/each relationship judged separately 5 6
Community needs to be made aware of the sexual needs of those with learning 4 5
    disabilities
Relationships very difficult for people with learning disability 2 2
Need open minded approach 2 2
Different staff have different attitudes about client’s friendship 1 1
Unsure of criteria to use  to decide if client permitted to have a sexual 1 1
    relationship
Difficult to make decisions 1 1
Policy should consider all relationships (e.g. platonic, heterosexual, homosexual) 1 1
Need sensible approach 1 1
Ethos of organisation will be in focus 1 1
With support, people with mild learning disability can be good parents 1 1
Scenarios hard as no background information 1 1
Well done to those who help these people through such problems 1 1
Don’t have enough staff to support couples to live as family unit 1 1
People with mild disability should by law be allowed to get married and have 1 1
    children
Association should have specialised trained team to deal with such situations 1 1
People should be treated with respect/dignity 1 1
Clients should not need parental consent for a relationship 1 1
Interesting to see what a workshop would have to say about scenarios 1 1
All staff should know legal situation 1 1
Should allow service users to voice their opinions 1 1
Staff need to be happy with guidelines 1 1
Need balance between infringing on rights and giving care 1 1
Clients not capable of rearing children 1 1

* Multiple response, therefore percentages may not add to 100%
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7. SURVEY OF PARENTS/CARERS

7.1 Introduction

All parents/carers of those using Galway Association services were sent a confidential
questionnaire to ascertain their views/opinions in terms of personal relationships and
sexuality of those with learning disabilities, with specific reference to the person for
whom they were caring for. A total of 380 questionnaires were sent and 153 were
returned for analysis. This represented a 40% response rate.

7.2 Demographic Profile

The majority of respondents completing the survey was female (86%). A total of 45%
were aged 35-54 and 39% were between 55 and 74 years of age (Table 7.1). The
average age of parents/carers was 54.7 years. Respondents were primarily parents of
people attending Galway Association facilities (80%, Table 7.2))

Table 7.1: Age and Sex of Parent/Carer

Male Female Total
Age No. % No. % No. %
18-25
26-34
35-44
45-54
55-64
65-74
75+l

1
1
2
5
4
2
2

6
6

12
29
24
12
12

1
6

15
32
23
19

8

1
6

14
31
22
18

8

2
7

17
37
27
21
10

2
6

14
31
22
17

8

Table 7.2: Relationship to Person Attending Galway Association Facilities

Relationship No. %
Parent
Brother/sister
Other

110
26

2

80
19

1

Table 7.3 shows that 57% of those being cared for were male and 43% were female. A
total of 44% were under 25, with 72% under 34 years of age. The average age of those
receiving care was 28.6 years and 61% were reported as having a moderate ability
level (Table 7.4).
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Table 7.3: Age and Sex of Those Being Cared for

Male Female Total
Age No. % No. % No. %
Under 18
18-25
26-34
35-44
45-54
55-64
Over 65

20
23
23

9
7
2
1

24
27
27
11

8
2
1

9
13
18
17

5
2

14
20
28
27

8
3

29
36
41
26
12

4
1

20
24
28
17

8
3
1

Table 7.4: Ability Level of Those Being Cared for

Ability level No. %
Mild
Moderate
Severe
Don’t know

23
89
29

6

16
61
20

4

7.3 Making Decisions About Relationships and Sexuality

The vast majority of parents/carers (83%) did not believe that the person that they
were caring for had the ability to make decisions for themselves in terms of
relationships and sexuality. Only 8% (12 parents/carers) believed that the person they
were caring for could make such decisions for themselves.

7.4 Discussing Personal Relationships With Those Being Cared for

Under a third of parents/carers (29%) had at some stage discussed personal
relationships and/or sexuality with the person they were caring for (this compares to
53% for Galway Association staff, section 6.4). For those who had discussed such
issues, Figure 7.1 gives the frequency that these issues are discussed. It can be seen
that 47% discuss such issues once a month or more often, with 75% discussing them
once in six months or more often. Those who never discussed these issues or
discussed them less often than once a year were asked if there was anything that
prevented them from discussing these issues. A total of 44% stated that there were
factors preventing them from discussing these issues. These are given in Table 7.5.
Whilst a wide variety of factors prevented parents/carers from discussing personal
relationships and/or sexuality, it can be seen that the main factors were that the
respondents believed that the person being cared for was incapable of understanding
sexuality and relationships (45%) and that the person being cared for had poor
communication skills due to a severe level of disability (12%).
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Figure 7.1: Frequency of Discussing Personal Relationships and/or Sexuality
with Person Being Cared for

Table 7.5: Issues Preventing Parents/Carers from Discussing Personal
Relationships With those Being Cared for

Issues preventing discussion No. %
Incapable of understanding sexuality and relationships 37 45
Severe level of disability/communication skills poor 10 12
No interest in having a sexual relationship 5 6
Not knowing how to explain/not confident to discuss 5 6
Not knowing what they understand and to what extent 5 6
Too young to understand about sexuality 4 5
Has no knowledge of sexuality 4 5
Has Downs syndrome 2 2
Causes upset for person cared for 2 2
Sexuality wont be an issue 1 1
As a young child my parents never discussed sexuality with me 1 1
Has enough problems in life 1 1
Has mentality of five year old child 1 1
The less they know about these things might be the better 1 1
Not having the need to do this 1 1
Too old to discuss these issues with him 1 1
Immature about relationships 1 1
Not capable of deciding themselves about sexual relationship 1 1
Profoundly deaf 1 1

* Multiple response, therefore percentages may not add to 100%
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Figure 7.2 shows that 53% of parents/carers were confident or very confident in their
ability to discuss relationships and sexuality with a service user (compared to 49% for
Galway association staff, see section 5.4). A large proportion of parents/carers (35%)
were unconfident or very unconfident to discuss such issues (compared to 21% for
Galway Association staff, see section 5.4). As with Galway Association staff (section
5.4), those who had at some stage discussed personal relationships and/or sexuality
with the person they were caring for were significantly more likely to be confident in
their ability to discuss such issues (x2, p< 0.01).

Figure 7.2: Confidence in Ability to Discuss Issues of Relationships and
Sexuality With a Service User

Those who were not confident to discuss personal relationships with the person they
were caring for were asked what issues they were unconfident about; their responses
are given in Table 7.7. It can be seen that the main issues were knowing how to
explain issues (29%), the person they were caring for was incapable of understanding,
and all aspects of personal relationships and sexuality (17%). This is somewhat
similar to Galway Association staff (section 5.4), although the most important issue
for staff was the need for specialised training.
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Table 7.6: Issues Unconfident About in Terms of Relationships and Sexuality

Issues unconfident about No. %
How to explain the issues 12 29
Incapable of understanding sexuality and relationships 8 20
All aspects 7 17
Unsure of level of understanding 5 12
Sexual intercourse 4 10
Too young to understand 2 5
Only confident about friendships 2 5
Unable to comprehend/communicate due to severe disability 2 5
Pregnancy 2 5
They don’t want to hear about it 1 2
Person being responsible in a relationship 1 2
Being involved with opposite sex on own 1 2
Not interested in sexual relationship 1 2
Contraception 1 2
Sexually transmitted diseases 1 2

* Multiple response, therefore percentages may not add to 100%

7.5 Types of Relationships Persons Cared for Capable of Having

Table 7.7 shows the type of relationships parents/carers believed the person they were
caring for is capable of having. It can be seen that the majority of parents/carers
believed the person they were caring for is capable of friendship (57%). However,
only 29% believed the person being cared for they are capable of having a non-
intimate boyfriend/girlfriend, only 2% believed the person being cared for are capable
of having an intimate boyfriend/girlfriend and 1% believed they were capable of
marriage. This pattern was similar for parents/carers of individuals of all ability levels
(although it must be noted that the numbers are too small to permit detailed analysis).

Table 7.7: Type of Relationship Person Cared for is Capable of Having

ABILITY LEVEL
Mild Moderate Severe Don’t know Total

Type of relationship No. % No. % No. % No. % No. %
Friendship
Having a boy/girlfriend (non intimate)
Having a boy/girlfriend (intimate)
Marriage

10
8
0
1

44
35

0
4

60
33

1
0

67
37

1
0

13
2
1
0

45
7
3
0

4
1
1
0

67
17
17

0

87
44

3
1

57
29

2
1

A similar pattern emerged in terms of the types of relationships parents/carers would
be happy for the person they were caring for to experience (Table 7.8). The majority
(57%) were happy for them to experience friendship, but only 34% were happy for
them to have a non intimate boyfriend and girlfriend, with only 6% happy for them to
have an intimate boyfriend/girlfriend and 1% happy for them to marry. In addition,
when asked to rate on a five-point scale the degree of intimacy they would be happy
for the person they were caring for to have in a relationship, 80% gave the maximum
score for non-intimate relationships.
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Table 7.8: Happiness of Parent/Carer for Person Being Cared for to
Experience Relationships

ABILITY LEVEL
Mild Moderate Severe Don’t know Total

Type of relationship No. % No. % No. % No. % No. %
Friendship
Having a boy/girlfriend (non intimate)
Having a boy/girlfriend (intimate)
Marriage

12
7
1
1

52
30

4
4

57
40

6
5

64
45

7
6

15
3
1
0

52
10

3
0

3
2
1
0

50
33
17

0

87
52

9
6

57
34

6
4

Compared to the types of relationships Galway Association staff believe service users
should be allowed to undertake (section 5.5), it can be seen that staff generally believe
service-users should be allowed to do more than the majority of parents/carers believe
they are capable of or are happy about them having.

7.6 Education About Sexuality and Personal Relationships

Only approximately a quarter of parents/carers believed the person they were caring
for had received sexual education (22%) or any education about personal relationships
(26%). Table 7.9 shows who parents/carers believe should decide if the person they
were caring for should receive such education. It can be seen that the majority believe
parents (63%) and staff (51%) should make such decisions. Smaller proportions
believed the service-user themselves should make such decisions (21%) or that other
people should make such decisions (7%).

Table 7.9: Who Should Decide Whether Person Being Cared for Should
Receive Education About Sexuality and Personal Relationships

Total
People who Should Make Decision No. %
Parents
Service user himself/herself
Staff
Other

96
32
78
10

63
21
51

7

7.7 Responsibility for Providing Training in Sexuality and Personal
Relationships

Parents/carers were given a list of people/organisations and asked to rate how much
responsibility each had for providing training in sexuality/personal relationships.
Figure 7.3 shows that parents/carers on average believed all the people/organisations
listed should take responsibility for providing such training, with parents given the
highest rating in terms of responsibility (mean score of 1.4 on the five point scale).
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Figure 7.3: Level of Responsibility the Following People/Organisations Should
Have in Sexuality/Personal Relationships Education
(1 = full responsibility, 5 = no responsibility)

7.8 Assessment of Knowledge Levels

Parents/carers were asked to assess the knowledge level of the person they were caring
for in terms of a range of topics about sexuality and personal relationships. Table 7.10
shows that for all topics, the majority (52-74%) believe the knowledge of the person is
very bad or bad. In addition, a large proportion (17-29%) of respondents stated that
they did not know the knowledge level of the person. Figure 7.4 gives the average
scores of parents/carers who were able to assess the knowledge level of the person
they were caring for. It can be seen that sexually transmitted diseases, contraception
and masturbation are topics where knowledge levels were rated poorest, with
knowledge of personal relationships given the most favourable rating.

Table 7.10: Assessment of Knowledge Levels About Sexuality and Personal
Relationships

Statements
Very

good/good
(score 1 or 2)

Neither
(score 3)

Very bad/ bad
(score 4 or 5)

Don’t
Know

No. % No. % No. % No. %
Personal relationships 31 20 12 11 55 52 18 17
Sexual intercourse 2 2 7 5 74 71 21 20
Parenthood 7 7 5 5 69 68 21 21
Masturbation 8 8 4 4 63 60 30 29
Sexually transmitted diseases 2 1 1 1 78 74 24 23
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Figure 7.4: Assessment of Knowledge Levels About Sexuality and Personal
Relationships (1 = very good, 5 = very bad)

7.9 Education for Parents/Carers

Only 8% of parents/carers had received any education in terms of how to discuss
personal relationships and sexuality with the person they were caring for. Over half
(55%) stated that they would be interested in receiving such education in the future.
This was similar to the survey of staff (section 5.8), although a greater proportion
would be interested in receiving training in the future (95%).

7.10 Decision in Terms of Whether Person Being Cared for can Make
Informed Decisions About Relationships and Sexuality

It can be seen from Table 7.11 that the majority of parents/carers believed that
parents/siblings (63%) and Galway Association staff (58%) should decide whether the
person they were caring for can make informed decisions. Only 20% believed the
person himself /herself should decide and only 7% believed that people other than
these groups should be involved in making these decisions. Compared to staff’s views
on who should be involved in deciding the type of relationship allowed whilst
attending Galway Association facilities (section 6.6), it can be seen that the key
difference noted was that a larger proportion of staff (79% compared to 20% for
parents) believed service-users should be involved in such decisions.
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Table 7.11: People who Should Make Decision About the Type of Relationship
Allowed Whist Attending Galway Association Facilities

Total
People who Should Make Decision No. %
Parents/siblings
Galway Association staff
The person himself/herself
Other

96
89
31
11

63
58
20

7

7.11 Privacy

In terms of being entitled to privacy, Table 7.12 shows that only a small proportion of
parents/carers thought that adults using Galway Association services should be
allowed to have unsupervised personal relationships (10%) or should not have their
parents/guardians informed about their personal relationships at Galway Association
(9%). Approximately a quarter of parents/carers did not know whether service users
should be entitled to privacy. Compared to staff’s views on privacy (section 6.6) it can
be seen that a larger proportion of staff (42% compared to 10% for parents) believed
that adult service users should be allowed to have unsupervised personal relationships.

Table 7.12: Entitlement to Privacy

Yes No Don’t know
Entitlement to privacy No. % No. % No. %
Having unsupervised personal relationships
Not having their parents/guardians informed about
their personal relationships by the Association’s staff

12
10

10
9

78
78

65
69

31
25

26
22

7.12 Issues to be Included in Proposed Galway Association Guidelines

Parents/carers were asked what issues they believed should be included in the
proposed Galway Association guidelines on sexuality and personal relationships.
These are shown on Table 7.13. It can be seen that a wide variety of responses were
given with no overall pattern emerging.



48

Table 7.13: Issues to be Included in Proposed Galway Association Guidelines

Issues No. %
Should not be left alone with boy/girlfriend 10 13
Providing information/education on basic facts of life 7 9
Sexual training (e.g. relationships/intercourse, contraception) 7 9
Parents involved 6 8
Self protection/birth control 6 8
Every person has to be judged separately 5 7
Talk to them and tell as much as possible 4 5
How to discuss sexuality and personal relationships to make understand 4 5
Vulnerability-fear of exploitation/taken advantage of 4 5
The ability/understanding of the client 4 5
Basic friendship and companionship/how far should go 4 5
Informing parents/family of personal relationships/permission 4 5
Parents given guidance/training 3 4
Sexual acts that should be conducted in private 3 4
Personal dignity 2 3
Staff should have training 2 3
Only allowed non intimate relations/not to have boyfriends/girlfriends 2 3
Backup and support from Galway Association 2 3
Support groups 1 1
Stress importance of early intervention 1 1
Every situation needs specific approaches 1 1
Supervision at all times is impolite 1 1
Should have boyfriend/girlfriend, but not full sexual relationship 1 1
Guidelines on sex education for people with learning disabilities 1 1
Train child/adult to be able to recognise good/bad touches and discourage 1 1
    improper advances
Informed client choices 1 1
Should be allowed personal relationship if they understand it 1 1
Install cameras 1 1
Keep close eye on staff and clients 1 1
Dealing with sexual feelings 1 1
Staff should work night duty in mixed sex facilities 1 1
The different levels of a relationship (e.g. friendship-intimacy) 1 1
Safety of mixed homes from other residents in terms of sexual relations 1 1
Guidelines according to Catholic ethos 1 1
Should be governed by welfare of the client 1 1
Age appropriate training 1 1

* Multiple response, therefore percentages may not add to 100%

7.13 Scenarios

As with the survey of staff (section 6.9), parents were given three scenarios depicting
hypothetical situations. The scenarios covered a number of key issues that will be
considered by Galway Association in developing its guidelines on personal
relationships and sexuality. For each scenario, parents were asked how the situation
should be dealt with. The results for each scenario will now be presented in turn.
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7.13.1 Pregnancy
The pregnancy scenario is given in the following box and the responses of parents in
terms of how the situation should be dealt with are given in Table 7.14.

PREGNANCY SCENARIO

Mary is 25 years old and has a mild learning disability. She lives in a Group
Home with two men and a woman, all of similar ability. Mary works in the
canteen of a local factory. She visits her parents every Saturday.

Mary’s house has staff support for two hours each evening and then the staff
return at 10pm to sleep in for the night. Mary describes one of the men in the
house, John, as her boyfriend; although it was always thought that they had no
more than a platonic relationship. Mary has told the staff that she has missed her
period. The GP has done a pregnancy test, which is positive. The GP says that
Mary is 10 weeks pregnant. It transpires that John and Mary have been having
consensual/consenting sexual intercourse, and John is the father of the baby.
John’s family is shocked. Mary’s family are devastated, being convinced that
Mary would never be able to parent a child adequately.

It can be seen from Table 7.14 that a wide variety of responses was received. The most
frequently stated responses were: - to give as much support as possible (14%), not
knowing how to deal with the situation (14%), allowing the couple to rear the child
with support (13%), and discussing the matter with all parties concerned (12%).
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Table 7.14: Pregnancy Scenario

How situation should be dealt with No. %
Don’t know 22 14
Give them as much support as possible 17 14
Rear children between them with support 15 13
All parties concerned should meet and discuss matters (e.g. parents, Galway 14 12
    Association, GP’s, social work)
Should not be left unsupervised 9 8
Foster parents for child/taken into care 8 7
Mary and John’s parents should rear baby 8 7
Should not have occurred in the first place 8 7
Sex education should have been in place 7 6
Supervision at all times of males and females when mixed 6 5
Baby should be aborted/consider abortion 6 5
Baby should be adopted 5 4
Parents need support to come to terms with 5 4
Mary and John should get counselling about pregnancy 4 3
Up to Mary and John’s family to deal with 3 3
Baby should be adopted if not able to look after 3 3
Mary and John need to know how their lives will change 3 3
Mary and her family should decide what is best for her child 3 3
It is a very sad case 3 3
Mary and John probably did not understand what they were doing 2 2
Staff should have kept a closer eye 2 2
Mary and John should stand by their actions 1 1
Termination if possibility of severely handicapped child 1 1
Should be staff present at the house at all times 1 1
With extreme care and consideration 1 1
Mary is not capable of parenting a child 1 1
Parents/staff should be aware of this sexual relationship 1 1
Mary and other woman should be sterilised 1 1
All parents should take measures to ensure their disabled daughter cannot get 1 1
    pregnant
Too late to do anything 1 1
Should never have been placed in same home 1 1

* Multiple response, therefore percentages may not add to 100%

7.13.2 Listening to Music in Bedroom
The scenario that addressed the issue of a couple listening to music alone in a
bedroom is given in the following box and the responses of parents in terms of how
the situation should be dealt with are given in Table 7.15.

LISTENING TO MUSIC IN BEDROOM SCENARIO

Tom is a 29-year-old man with mild learning disability who goes home at
weekends to his parents. He works in sheltered employment and has a girlfriend
who also works there. He invites his girlfriend, Mary, to his Group Home for
dinner. She comes to dinner and meets the people Tom lives with in the Group
Home and the staff members on duty. After dinner Tom invites Mary to his
bedroom to listen to music. Mary says she’d like to do that.
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It can be seen that the main responses were that the situation should be allowed with
supervision (41%), that the situation should not be allowed (16%), and that there was
a need to ensure that an adequate level of sex education had been provided (13%).

Table 7.15: Listening to Music in Bedroom Scenario

How situation should be dealt with No. %
Should be allowed with supervision (e.g. door left open, discreet checking) 49 41
Should not be allowed 19 16
Should be given sex education/ensure have adequate level of sex education 15 13
Don’t know 11 9
Should not be allowed to see each other unsupervised 9 8
Should be allowed 7 6
Standards should be set and adhered to 5 4
Should use common leisure room 5 4
Staff discuss with both clients separately 4 3
Parents informed before decision made 3 3
Should be allowed to develop relationship 3 3
Would depend on ability level of client 3 3
They should be made aware of what conduct is acceptable while they are in their 3 3
   bedroom
Very strictly 2 2
Sterilisation/permanent contraception/put on pill 2 2
Staff must show they trust the couple 2 2
Staff would decide what is appropriate 2 2
Tom should have discussed with his parents 2 2
Parents should seek advise from staff who care for clients 1 1
Mary should make an informed decision 1 1
Don’t know how I would cope if this was my son 1 1
Should be separated/put in different homes 1 1

* Multiple response, therefore percentages may not add to 100%

7.13.3 Secluded Area in Park
The scenario that addressed the issue of a couple being seen by a member of the
public coming from a secluded area of a park is given in the following box and the
responses of parents in terms of how the situation should be dealt with are given in
Table 7.17.

SECLUDED AREA IN PARK  SCENARIO

Mary and Tom work in a park on a part-time basis. Staff have noticed that they
are quite fond of each other. On Tom’s birthday they arrived for work holding
hands. It was later reported by a member of the public that they might have got
intimate as they were seen coming from a secluded area of the park. The
member of the public who reported the incident was quite upset.

A wide variety of responses was received with the most frequently stated being the
need for staff to discuss the issue with the couple (30%), the need to provide
education on sexual/personal relationships (19%), the need for the couple to be made
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aware of acceptable behaviour in public (13%), and not knowing how to deal with the
situation (13%).

Table 7.16: Secluded Area in Park Scenario

How situation should be dealt with No. %
Staff discuss with Mary and Tom 32 30
Provide Tom and Mary with education on sexual/personal relationships 21 19
Need to be made aware of acceptable behaviour in public 14 13
Don’t know 14 13
Staff were careless/should have spoken to them about relationship 8 7
Find out if they got intimate 8 7
Parents should be informed 7 7
Mary and Tom should not be working together/should be separated 7 7
Find out exactly what happened 6 6
If intimate make sure they were taking contraception 6 6
Strict supervision of Mary and Tom at all times 6 6
Member of public should be made aware of rights of people with learning 6 6
    disabilities
Should not be allowed to go off on own 5 5
Take Mary to the Doctor 4 4
Should be treated very calmly 3 3
Should be allowed a certain amount of privacy 3 3
Discuss with member of public 3 3
Staff should be informed 2 2
Highlight dangers of being in a secluded place/personal safety 2 2
Determine level of commitment to each other/seriousness of relationship 2 2
Provide counselling 2 2
Have pregnancy test 2 2
What harm if it is an established relationship 2 2
Joint decision between parents and staff 1 1
Warned against having sexual relations/intimate affections 1 1
All the help they can get 1 1
Males and females should work separately 1 1
Should be dealt with by experts 1 1
Should be dealt with seriously 1 1
Examine alternative meeting areas 1 1
There should be just friendship 1 1

* Multiple response, therefore percentages may not add to 100%

7.14 Additional Comments

Parents/carers were given the opportunity to provide additional
comments/suggestions. In total, 30% of parents gave additional comments. These are
summarised in Table 7.17. It can be seen that a wide variety of responses were
received with no overall pattern emerging.
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Table 7.17: Additional Comments

Additional comments No. %
Scenarios difficult as every case individual 5 11
People with learning disabilities have sexual feelings just like everyone else 5 11
Concerned about personal relationships/sexuality 5 11
People with learning disabilities entitled to personal relationship with protection 5 11
    against pregnancy
The need for supervision at all times 4 9
Staff and parents should be able to interview and guide individual as necessary 3 7
They are not able to make decisions 3 7
Should not be allowed intimate relationships 2 4
Education- service users, parents/family representatives 2 4
Sex education is important 2 4
People with learning disabilities should not be allowed sexual relationships 1 2
Too much teasing of young adults about relationships 1 2
Listening to someone explaining what happened to them (scenarios) would 1 2
   benefit parents
Son/daughter too young to discuss sexuality/relationships 1 2
Discussing sexuality may whet persons appetite 1 2
People with learning disability need constant supervision, yet need their own 1 2
   space
People with learning disabilities should be taught carefully 1 2
Adults with special needs should be sterilised 1 2
Should not be allowed to get married 1 2
Praying that our lady will mind them all 1 2
Not thought about this area much 1 2
Group homes- at least one mature person should work on each shift 1 2
Difficulty explaining to daughter not to hug/kiss everyone 1 2
Need resources/backup to help deal with 1 2
Need a more human and enlightened approach 1 2
Leave it to Galway Association to teach about sexuality 1 2
Decision should be in best interests of person 1 2
All staff should attend training 1 2
Parents must be encouraged to think 1 2
The depth of a relationship and the emotion has to be considered 1 2
Thanks to the Association for all their help and work 1 2
People with mild disability should be allowed to mix with the opposite sex 1 2

* Multiple response, therefore percentages may not add to 100%
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8. DISCUSSION

8.1 Introduction

The study aimed to facilitate the development of Guidelines regarding personal
relationships and sexuality for people with learning disabilities within Galway
Association. To achieve this, it sought the views of those with learning disabilities,
parents/siblings, and staff of Galway Association. The key issues emerging in terms of
the development of the guidelines will now be discussed.

8.2 Focus Groups

8.2.1 Personal Experiences
All participants had developed relationships with the same and opposite sex. Many
indeed had a girlfriend or a boyfriend and most aspired to have a personal relationship.
Some reported having very intimate relationships. The majority did not see any reason
why people like themselves should not be allowed a relationship. This demonstrates
that people with learning disabilities have sexual feelings and do not understand why
these feelings cannot be expressed. One person acknowledged that there was a
perception that people with learning disabilities are not capable of having a
relationship. There did appear to be an understanding of what a relationship was, with
personal intimacy (e.g. having someone to talk to) emphasised as much as physical
intimacy (e.g. kissing, holding hands etc). Some expressed views in terms of what
constitutes correct and incorrect behaviour in terms of personal relationships. This
indicates that many may have the ability to have personal relationships, although the
degree of intimacy would require individual assessment.

These findings indicate that personal relationships with the same or opposite sex may
develop at some stage for people with learning disabilities. It is therefore important
that carers/relatives and the Galway Association acknowledge this fact and develop
ways to facilitate service users’ personal relationships in an appropriate way.

8.2.2 Parents/Carers and Personal Relationships
Issues in relation to parents/carers emerged in four of the five focus groups. It was
reported that relatives overall were reluctant to allow the person that they were caring
for to have a personal relationship. This was believed by service-users to be having a
negative impact on the right of individuals to be happy. It appears from the comments
of service users that many parents may be somewhat overprotective in terms of the
types of relationships permitted. This is also evident from the survey of parents/carers
which demonstrated that less than a third of parents/carers (of individuals of all ability
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levels) believed the person they were caring for was capable of having a non intimate
personal relationship (section 7.5). Other studies have shown that parents of people
with learning disabilities find it difficult to accept their sons’/daughters’ sexuality
(Rose, 1990). This suggests that parents/relatives need to be informed about the sexual
needs of people with learning disabilities. Fairbairn et al (1995) points out that if
people with learning disabilities’ sexual needs are avoided, it can lead to overtly
sexual behaviour in public places and over-affectionate and inappropriate behaviour
towards strangers. They may also be more open to abuse due to their lack of sexual
knowledge and experience. Parents/carers who do not allow a person with learning
difficulties to have personal relationships may thus have the opposite effect to that
which was intended. It is important for parents/carers to accept that people with
learning disabilities are sexual beings. Clearly Galway Association have a role to play
in informing and educating parents/carers. This would also facilitate the acceptance by
parents of Galway Association’s proposed Guidelines on personal
relationships/sexuality. This would be very important in terms of implementing the
Guidelines.

8.2.3 Relationships Within Galway Association
Galway Association facilities are a key place where personal relationships are
developed. Some highlighted that other locations such as the home provided limited
or no opportunities to meet new people. Many reported having girlfriends or
boyfriends that attended the same facility. Relationships are clearly being developed at
Galway Association facilities, which again demonstrates the needs of people with
learning disabilities in terms of personal relationships and intimacy. Meeting people,
developing friendships and personal relationships were very important elements of
attending Galway Association facilities. The proposed guidelines need to ensure that
Galway Association is still able to provide opportunities for the development of
personal relationships. If this function is eroded, many of those attending the facilities
may have limited opportunities to develop such relationships.

In terms of rules and regulations about personal relationships within Galway
Association facilities, opinions differed considerably in terms of the type of behaviour
allowed. Some reported they were allowed to have personal relationships whereas
others commented that such relationships were not allowed. It appears that there may
currently be a degree of inconsistency in terms of rules and regulations at different
Galway Association facilities, and between different staff members. Lack of
consistency may cause difficulties in implementing rules and regulations as
individuals may feel treatment is unfair if they see behaviour treated differently
elsewhere. The varied opinions about the type of relationship permitted may also have
been due to a lack of information about appropriate behaviour in terms of the
relationship. Rules and regulations need to be explained to those attending facilities.
This would need to be undertaken on a regular basis to ensure that all are aware and
understand the regulations.

There was a considerable amount of discontent from those who believed their
relationship was not allowed or restricted. Rules were felt to be far too strict. People
highlighted that they were adults and in particular emphasised their view that as adults
they should be entitled to privacy. It is clear that rules that do not permit personal
relationships do not work as several people reported that they had relationships
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‘behind staff’s backs’. Regulations should aim to promote openness about personal
relationships. Only in this way can appropriate relationships be developed. The
proposed guidelines therefore need to allow relationships to develop in a way that
Galway Association does not affect an individual’s privacy, yet at the same time
ensures relationships and behaviour are appropriate and that individuals are protected
against abuse.

There was agreement at all focus groups that Galway Association staff should help
people have relationships. There was evidence to suggest that some staff may not be
equipped or are reluctant to discuss these issues. This highlights the need for training
for staff in personal relationships and sexuality. This issue was also raised in the
survey of staff (section 6.8 and 6.10).

8.2.4 Sex and Related Issues
A key factor in the successful implementation of Galway Association’s proposed
Guidelines will be the level of education about sex and relationships. If there is a low
level of education and understanding about sexuality and personal relationships,
individuals may not understand why any rules have been put in place. Under such
circumstances, it is unlikely that they would be fully adhered to. Education may also
help service-users make informed choices about the types of relationships they
want/do not want and in addition may help protect them from abuse. The focus groups
highlighted considerable variation in service users’ levels of sexual knowledge.

The focus groups for boys aged 13-17 displayed very poor levels of knowledge about
sex and related issues. The topic of sex appeared to be a taboo issue that was
inappropriate for them to discuss. Knowledge appeared to be very poor for the group
in terms of basic sex education and contraception. Whilst the numbers of participants
in this focus group was small, nevertheless the results are of concern. It is interesting
to note that whilst knowledge in terms of basic biology and terminology was poor,
there appeared to be a good understanding of concepts such as what a relationship was
and personal intimacy in a relationship. It could be argued that such concepts are more
difficult to understand, and that these findings appear to indicate a lack of specific
information about basic biology and terminology, as opposed to a lack of ability of the
individuals in the 13-17 year old focus group to understand the broader concepts
(section 3.2).

The focus groups for those aged 18-30 years displayed better knowledge of sex and
related issues than the boys aged 13-17 years. It was reported that sex education had
been received in the training centres (e.g. ‘circle of friends’). Information was also
obtained from watching the television. However there remained considerable scope
for improvement in terms of knowledge of safe sex, AIDS, and sexually transmitted
diseases. Knowledge levels appeared to be extremely varied on these issues. Similar
findings were found in the focus groups for those aged 31 and over. The main
difference was that people in the 31+ focus groups also referred to sex in the context
of having a relationship, getting married and having children.

In terms of rules and regulations about sex and related issues, all the focus groups
revealed that there was a degree of uncertainty about what was and what was not
allowed in Galway Association facilities, although most understood what activities



57

should only take place in private. This suggests that a structured approach to
informing and educating about the proposed new guidelines should be followed. This
would help ensure service users are aware of and understand the guidelines.

Overall, it is clear that there is a need to improve the provision of sex education for
those availing of Galway Association services. Education provision should be
designed for specific age groups and stage of development. This will help ensure
individuals are able to understand the information the information provided (Fairbairn
et al, 1995).

8.2.5 The Future
Most of the participants of the focus groups aspired to get married and have children
in the future. The fact that people with learning disabilities currently are not allowed
to marry was highlighted as a key area of concern, particularly for the focus groups of
those aged 31 years and over (section 5.6). This issue should be examined by Galway
Association, as it appears to have generated an immense amount of discontent.
Galway Association could act as advocates for its clients, to ensure their opinions are
taken into consideration by policy makers. Legal issues surrounding people with
learning disabilities in terms of sexuality and personal relationships do require
clarification, and it would be appropriate that the legal position regarding such issues
is included in Galway Association’s guidelines.

8.3 Survey of Staff

8.3.1 Discussing Personal Relationships With Service-users
All Galway Association staff should ideally be in a position where they feel able to
discuss personal relationships and sexuality with service-users. Indeed over half had at
some stage discussed these issues with service users. To ensure all staff are able to
discuss such issues, they should be confident in their ability. The survey found that
whilst half were confident in their ability to discuss such issues, 20% were not
confident and 30% were neither confident or unconfident. A significant factor
affecting confidence was whether people had discussed such issues in the past. This
suggests that there is a need to increase confidence in discussing such issues among a
significant proportion of staff to enable them to be able to discuss such issues in the
future. Comments received from those not confident to discuss such issues indicated
that further training may be the best way to increase confidence levels. Indeed, the
vast majority of staff (95%) stated they would be interested in receiving such training
in the future. The issue of the role of staff in helping people with learning disabilities
to have personal relationships was also highlighted in the focus groups (section 8.2.3)

8.3.2 Types of Relationships
Those availing of Galway Association services have a variety of different ability
levels. As such, a key issue is the type of relationship that should be allowed for
different ability levels. The vast majority of staff believe that service users of all
ability levels should be allowed a non-intimate boy/girlfriend, or friendship. However,
having an intimate boy/girlfriend or marriage was something only half thought should
be allowed for those with a mild ability, less than a quarter for moderate ability, and
less than 10% for those with severe ability levels. The level of ability is clearly
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perceived as being an important factor on the level of intimacy. This demonstrates the
need to recognise that some people may be incapable of making decisions about
personal relationships. This therefore highlights the need for Galway Association’s
proposed Guidelines to take into consideration the different ability levels of those
attending its facilities. Determining the level of understanding and decision making
abilities of service users in terms of personal relationships should be informed by the
opinions of staff. The variations in the opinions of staff suggest that there is a need to
provide a standardised objective approach, whilst recognising that each case must be
assessed individually. Parents should also have a contributory role in making such
decisions as the vast majority of staff believed that parents should be involved (The
extent of that role may vary depending on whether the person being cared for is under
or over 18 years of age). In this way it is more likely that the guidelines will be
accepted by parents/carers. Training in personal relationships and sexuality for both
staff and parents will also facilitate objective assessment, helping to minimise the
level of disagreement about the type of relationship that should be allowed for a
particular individual (see section 6.5). Service-users’ views in relation to their
individual situation should also be included in the process of decision making.
Mechanisms need to be developed within the Guidelines to ensure their explicit
routine inclusion.

8.3.3 Privacy
If it is accepted that people with a learning disability have a right to personal
relationships, it would seem inappropriate to deny them the opportunities to express
and enjoy their sexuality. Fairbairn et al (1995) state that services have a responsibility
to provide safe and secure private places for service-users to express their sexuality. It
appears that staff of Galway Association are currently somewhat divided on this issue.
The scenarios about privacy (section 6.9.2 and 7.13.2) highlighted the need to develop
a protocol for dealing with such situations, as there currently appears to be a lack of
clarity in terms of what should be done. The focus groups highlighted discontent
among service users about privacy with the issue about being entitled to privacy being
stressed. A protocol about privacy may also help to eliminate concerns parents have
about privacy (section 8.4.4). The protocol should ensure people with learning
disabilities are given privacy to develop their relationship, yet at the same time ensure
relationships and behaviour are appropriate and that individuals are protected against
abuse.

8.3.4 Legal Issues/Guidelines
Only a minority of Galway Association staff were aware of the legal position in terms
of the types of relationship permitted for service users. Legal issues surrounding
relationships and sexuality were also highlighted by some staff as something they
were not confident about (section 6.4). This is not surprising, as there does appear to
be a lack of clarity in the law in terms of these issues. It would be very important for
staff to know the legal position about such issues, to ensure all actions adhere to the
law. This would help prevent staff being prosecuted for inadvertently allowing service
users to take part in illegal behaviours. Clearly guidelines need to take the legal
situation into consideration. Indeed it is essential that the legal position regarding such
issues be included in the guidelines.
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If guidelines are to be accepted and implemented by Galway Association staff, it
would be very important that all staff received the guidelines and that the guidelines
were easy to understand and apply. This does not appear to be the case in terms of the
existing guidelines. Only 30% of staff were aware that there were guidelines, with
40% of these individuals finding it difficult or very difficult to apply. Future
guidelines must be made available to all staff, and every effort should be made to
ensure that staff can apply them. Piloting the guidelines, to ensure they can be applied
in practice could facilitate this. In addition, a staff training programme in applying the
guidelines should be introduced, incorporating refresher courses to ensure knowledge
levels are maintained over time.

8.3.5 Scenarios
Scenarios of hypothetical situations were presented to staff to help Galway
Association assess how a number of key issues should be dealt with. The scenarios
generated a wide variety of responses. It is suggested that these responses should be
used to develop protocols for dealing with such situations. Responses of parents to the
scenarios (section 7.8) should also be employed to develop such protocols.

8.4 Survey of Parents

8.4.1 Relationships and Sexuality
The vast majority of parents/carers (83%) did not believe the person they were caring
for had the ability to make decisions for themselves in terms of relationships and
sexuality. The majority also believed that parents/siblings and Galway Association
staff should decide whether the person they were caring for can make informed
decisions in this area. As with the survey of staff (section 8.3.2), this highlights the
need to consider the level of understanding and of decision-making abilities of people
with learning disabilities within the Galway Association, as some service-users may
be incapable of making decisions about personal relationships. It also suggests that
people with learning disabilities may need help to make such decisions and
emphasises the need for both parents/carers, and staff to discuss these issues with
those being cared for. However, at the time of the survey under a third of
parents/carers had ever discussed such issues with the person they cared for
(compared to over half of Galway Association staff). Parents who had not discussed
such issues mainly believed this was due to their understanding that the person being
cared for is not capable of understanding sexuality and relationships, and was also due
to their poor communication level. This however somewhat contradicts the findings of
the focus groups which showed that some people with learning disabilities do
understand personal relationships and sexuality. As with staff (section 8.3.1) this
indicates there is a need to educate parents, to provide them with the information and
skills to discuss such issues and provide them with a better understanding of the
abilities and needs of people with learning disabilities.

8.4.2 Types of Relationships
To successfully implement Galway Association’s proposed guidelines, it would be
very important for parents to reach a consensus with Galway Association on the type
of relationship that should be permitted for individuals of different ability levels.
Parents were therefore asked the type of relationship the person they were caring for
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was capable of having and that they would be happy for them to have. As with the
survey of staff (section 8.3.2) the majority of parents/carers believe the person they
were caring for has the ability and they would be happy for them to have a non-
intimate boyfriend/girlfriend or friendship. However, very few believe the person they
were caring for is capable of an intimate relationship or marriage. This pattern is
similar for all ability levels. This is in contrast to the survey of staff (section 8.3.2)
where a sizeable proportion believed intimate relationships/marriage should be
allowed with the level of ability being an important factor in determining the level of
intimacy permitted. These findings also contrast with the findings of the focus groups,
which displayed that people with learning disabilities do understand personal
relationships and sexuality. This suggests that parents/carers need education to help
them understand the sexual needs of the person they care for, to help them (along with
staff; section 8.32) determine the ability level of the person they care for in terms of
personal relationships/sexuality.

8.4.3 Education and Training
Fairbairn et al (1995) has suggested that sex education (for a range of reasons) is even
more important for people with learning disabilities than their ordinary peers. As
previously stated (section 8.2.4) sex education will also help individuals understand
why rules have to be put in place. Despite the importance of sex education, only
approximately a quarter had received sex education or education about personal
relationships. This helps to explain why perceived knowledge levels of the individuals
being cared for (about sexuality and personal relationships) were rated as being bad or
very bad by the majority of parents. It is not possible from the results to determine
why education had not been provided for so many individuals. However, it can be
argued that education levels of those availing of Galway Association services should
be improved. Otherwise it is unlikely that the proposed guidelines will be successfully
implemented. Education should be appropriate to age and stage of development. The
results also suggest that parents and Galway Association staff should agree the type
and level of education for each individual attending Galway Association facilities.

In terms of who should provide sex education, it is clear that the majority of parents
want to have a significant contribution. Parents would require education to ensure the
information given is appropriate. Parents/carers also believe schools, Galway
Association, and other organisations should also have a role in providing sex
education. A partnership approach may be appropriate here, to help minimise
duplication of effort.

Only 8% of parents/carers had received any education in terms of how to discuss
personal relationships and sexuality with the person they were caring for. This helps to
explain an apparent lack of understanding of parents/carers in terms of the sexual
needs and the type of relationship the person they were caring for is capable of having.
This again highlights the need to provide training for parents. Indeed, over half of
parents/carers stated they would be interested in receiving such education in the
future.

8.4.4 Privacy
The survey of staff (section 8.3.3) revealed that staff were somewhat divided about the
issue of privacy. In contrast, the vast majority of parents did not believe adults
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availing of Galway Association services should be entitled to privacy in terms of
unsupervised personal relationships, nor did they believe that adult service-users
should be entitled to decide not to inform their parents/guardians about their personal
relationships. Privacy is very important if people with learning disabilities are to
develop personal relationships. The concerns parents have about privacy therefore
need to be addressed. It is suggested that a protocol, outlining how privacy will be
respected, yet at the same time ensuring relationships and behaviours are appropriate,
may help eliminate concerns parents have about privacy.

8.4.5 Scenarios
As with the survey of staff (section 8.3.5), scenarios were presented to parents to
obtain feedback in terms of how key issues should be dealt with. Similarly, a wide
variety of responses were generated, and it is suggested that these, in addition to
responses from staff (section 6.9) should be used to develop protocols to deal with
such situations.
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7. CONCLUSIONS AND RECOMMENDATIONS

It is evident from the study that the development of guidelines for personal
relationships/sexuality is a complex task involving the consideration of a wide variety
of issues. By adopting a consultative process, it is hoped that the proposed guidelines
will reflect the views of all those that may be affected by the guidelines. From the
research it is recommended that in developing Guidelines for personal
relationships/sexuality, consideration be given to the following:

1. People with learning disabilities have sexual feelings and want to express these
feelings.

2. Galway Association facilities should be able to provide opportunities for the
development of personal relationships.

3. Personal relationships should be allowed to develop at Galway Association
facilities in such a way that the Association does not unnecessarily intrude on an
individual’s privacy, yet at the same time ensures that individuals are protected
against abuse.

4. There is a need to provide education for parents/relatives of those availing of a
service from Galway Association on the sexual needs of people with learning
disabilities.

5. The new Guidelines need to be consistent within the Galway Association and
applicable to the broad range of relationships that may be developed by Galway
Association service-users.

6. Protocols need to be developed for staff to help them to deal with a range of
different situations that may arise concerning personal relationships and sexuality
(e.g. privacy, pregnancy).

7. Guidelines need to be explained to those availing of Galway Association services.
This should be undertaken on a regular basis, adopting a structured approach, to
ensure everyone is aware of and understands the Guidelines.
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8. The proposed Guidelines need to take into consideration the different ability levels
of those availing of Galway Association services. Determining the level of
understanding and decision making capability of service-users in terms of personal
relationships should be undertaken jointly by staff and parents/carers. In addition,
the service user should be explicitly included in this process.

9. The proposed Guidelines must be made available to all staff.

10. Staff require training in personal relationships/sexuality so that they are in a better
position to discuss relationships and work confidently with clients in developing
and maintaining relationships.

11. Staff will require training in implementing the new guidelines to ensure the
employment of a consistent approach. This should also incorporate periodical
refresher courses.

12. There is a need to provide ongoing education in all aspects of sexuality and
relationships for those availing of Galway Association services. Education
provision should be designed for specific age groups and levels of ability. The
potential of employing a partnership approach with other agencies should be
investigated.

13. Legal issues surrounding people with learning disabilities in terms of sexuality and
personal relationships should be included in Galway Association’s Guidelines.

14. The proposed Guidelines should be piloted to ensure they can be applied in
practice.
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Introduction

Background Information

Name: Cathy Walsh + David Evans

We’re going around to day centres/group homes etc. to find out what people with learning disabilities

think about sex and relationships, having boyfriends and girlfriends. There are three main things we want

to learn about:

• Your personal experience of relationships etc.

• Your experiences as a person within the group home/day centre etc. of relationships

• Your hopes and what you would like to do in the future.

We will write a report on all of this.

David (Cathy) works with me. (S) He is here to help me – (s) he won’t be talking to us but I may ask him

(her) for help.

Mention refreshments…

Confidentiality

Everything you tell us here today is private. No one else will be allowed to listen to what you have told us

unless you tell me something that I am bound to tell somebody for your own protection. We will put

what you have told us into a report for other people to read – this is so it will help other people who would

like to know more about this subject.
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Consent for Taping

We need to know if it’s ok to get your permission to tape record today’s discussion to make sure that we

have a complete record of what people have said. If you would like to look at the written records of what

was said at a later stage please contact us. There will be no way to trace individual comments to people

and no names will be mentioned on any report arising from these focus groups.

We want to hear everything you have to say about this subject so please feel free to talk to each other.

Ground Rules

- Not telling other people at home, or work, people’s names or what they said

- Not making fun or laughing at them

- Letting one person talk at a time, because if you don’t we won’t be able to hear what people said when

we listen to the tape.

- Letting everyone have a say

- You are free to go at any time if you feel unhappy with the questions or anything we talk about here.

You don’t have to tell us why you want to go.

Is there anything you want to ask me about?

Introductions
We will start by introducing ourselves. If you could say a little bit about yourself, your name, where you
are from and which activities do you most like to do?

Section One

Personal Experience

• Tell me a little about relationships you have had with people of the opposite sex/same sex.

• What do you think of having a boyfriend/girlfriend?

• Have you ever had a boyfriend/girlfriend?

• What do think you would like about being in a relationship?

• Would you like to have a girlfriend/boyfriend?

• What kind of things do you think people in relationships do?
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• Can you think of any reasons why people with learning disabilities should/shouldn’t have

relationships?

• What do you think is the best thing about having a boyfriend/girlfriend?

Section Two

GCAMH Experience

• What is it like attending the daycentre/group home etc and having a relationship

• Is it ok for people attending the centre/home etc to have relationships?

• What do you think of people in this daycentre/group home etc. being in relationships?

Should it be encouraged? Should it not be encouraged? Why?

• Do you think there is anything stopping you having a relationship while you are

living/attending/staying in the residential centre etc.? What are they?

• How do you think people in this centre etc. should deal with relationships?

• Should carers help people to have relationships?

• How should they help them?

• Is it easy to meet people socially in this centre/home etc?

• Could it be made any easier?

• How?

• Are there any other issues you would like to tell us about in relation to

boyfriends/girlfriends?

Section Three

Sex and Related Issues

Relationships
What kind of relationships do people have?

Who is in the circle of friends? Friends, boyfriends, girlfriends, relatives etc.

What sort of relationships do you have?

What do you want to get out of a relationship?
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Masturbation
What is masturbation?

What do you think about it?

Do you know other women or men who do this? What do you think about this?

Are people allowed to do this in group home/day centre etc?

Where do you think people should do this?

• E.g. their bedrooms?

Is it ok to do this?

Is there anything else you would like to say about this topic?

Sex
What is sex?

Do you know how women get pregnant? How?

What do people do when they have sex?

How did you learn about sex? School, parents, friends, partners?

How do you feel talking about sex?

Do you know any women/men who have sex with other women/men? On TV? What do you think about

this?

Contraceptives
Do you know how you can stop a woman having babies?

What do you know about condoms?

Safe Sex
Can you get sick from having sex?

What kind of illnesses can you catch from having sex?

How can you stop yourself from catching these illnesses?

Have you heard of HIV or AIDS?

Body Parts/Privacy
Do you know the names of these body parts? (Possibly show pictures of body parts here?)

Is it ok for a member of the group to walk into a room without knocking/telling you?

Can somebody walk around with no clothes on?

Why? Why not?
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Section Four

The Future

1. What type of relationship would you hope to have in the future?

• Do you think you would like to get married?

• Would you like to have children?

• Would you like to be with someone or on your own?

• What hopes do you have for the future? Work, family, friends etc.

• Would you like to be in a relationship with somebody?

Conclusion of the Focus Group (2-3 minutes)

Summary of the main points and ask the group if this is accurate. Ask is there anything else they would

like to add or ask.

Probes for use during Focus Groups
• The silent probe

• The ‘Go on I’m listening’ probe

• The journalist’s probe e.g. When? Where? Who? What? How?

• The immediate elaboration probe

e.g. Can you tell me a bit more about that?

What happened after that?

What did you think/feel about that?

Why is that? Why do you think that is?

• The retrospective probe

e.g. can I take you back to something you said earlier…

You said…could I ask you a bit more about that?

You said you felt embarrassed about…why did you feel embarrassed?
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APPENDIX 2

Staff Survey Questionnaire
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SURVEY OF STAFF EMPLOYED BY GALWAY ASSOCIATION
DEPARTMENT OF PUBLIC HEALTH, WESTERN HEALTH BOARD

Please complete the questionnaire by circling the number which corresponds to your answer (e.g.  2  ) and
return by 19 December 2001 using the attached FREEPOST envelope.

SECTION A

Q1 How long have you been employed by Galway Association? _______________years

Q2 Occupational Residential care 1
category In-house worker 2

Day service 3
Support service (clinical) 4

Support service (non-
clinical/administration)

5

Other (specify)________________ 6

Q3 Have you ever discussed personal Yes 1
relationships and/or sexuality No 2
with a service user?

Q4 How confident are you in your ability Very confident 1
to discuss issues of relationships and Confident 2
sexuality with service users? Neither 3

 GO TO Q6

Unconfident 4
Very unconfident 5 CONTINUE

Q5 What issues are you not confident about?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q6 Which of the following types of relationship do you believe service users of each of the following
ability levels should be allowed to undertake whilst attending Galway Association facilities?

CIRCLE NUMBER
(AS MANY AS YOU LIKE) MILD MODERATE SEVERE

Yes No Yes No Yes No
Friendship 1 2 1 2 1 2

Having a boy/girlfriend (non intimate) 1 2 1 2 1 2
Having a boy/girlfriend (intimate) 1 2 1 2 1 2

Marriage 1 2 1 2 1 2

CONFIDENTIAL
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Q7 And who do you think should decide the type of relationship a service user can have whilst attending
Galway Association?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE) Yes No

Parents 1 2
Service user himself/herself 1 2
Staff directly involved in service user’s care 1 2
Other (specify)_________________________________________________ 1 2

Q8 Should adult service users of Galway Association be entitled to privacy in terms of:?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE) Yes No

Don’t
know

Having unsupervised personal relationships 1 2 3
Not having their parents/guardians informed about their personal
relationships by the Association’s staff

1 2 3

Q9 Are you aware of what the legal Yes 1
position is regarding the type of No 2
personal relationship permitted for
service users?

Q10 Are you aware of the Galway Yes 1       CONTINUE

Association current guidelines on No 2       GO TO Q14

personal relationships and sexuality
for
people with learning disabilities?

Q11 Have you received training in the Yes 1
Application of the guidelines? No 2

Q12 How easy or difficult are the
guidelines

Very easy 1

to apply? Easy 2       GO TO

Neither 3 Q14

Difficult 4         CONTINUE

Very difficult 5
Never had to apply guidelines 9        GO TO Q14

Q13 Why are the guidelines difficult to apply?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________
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Q14 Have you received any training Yes 1
in how to discuss personal No 2
relationships/sexuality with service
users?

Q15 Would you be interested in receiving Yes 1
such training in the future? No 2

Q16 What is your age? _______________years

Q17 Are you: Male 1
Female 2

NOW PLEASE TURN OVER THE PAGE AND COMPLETE SECTION B
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SECTION B

QUESTIONS 18-20 DESCRIBE A NUMBER OF STORIES WHICH PORTRAY SITUATIONS
WHICH THE GALWAY ASSOCIATION MAY HAVE TO DEAL WITH. PLEASE READ THE
STORIES AND SUGGEST WHAT APPROACH IN YOUR OPINION SHOULD BE TAKEN BE
THE ASSOCAITION

Q18
Mary is 25 years old and has a mild learning disability. She lives in a Group Home with two men and
a woman, all of similar ability. Mary works in the canteen of a local factory. She visits her parents
every Saturday.

Mary’s house has staff support for two hours each evening and then the staff return at 10pm to sleep
in for the night. Mary describes one of the men in the house, John, as her boyfriend; although it was
always thought that they had no more than a platonic relationship. Mary has told the staff that she
has missed her period. The GP has done a pregnancy test, which is positive. The GP says that Mary
is 10 weeks pregnant. It transpires that John and Mary have been having consensual/consenting
sexual intercourse, and John is the father of the baby. John’s family is shocked. Mary’s family are
devastated, being convinced that Mary would never be able to parent a child adequately.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q19 Tom is a 29-year-old man with mild learning disability who goes home at weekends to his parents.
He works in sheltered employment and has a girlfriend who also works there. He invites his
girlfriend, Mary, to his Group Home for dinner. She comes to dinner and meets the people Tom lives
with in the Group Home and the staff members on duty. After dinner Tom invites Mary to his
bedroom to listen to music. Mary says she’d like to do that.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________
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Q20 Mary and Tom work in a park on a part-time basis. Staff have noticed that they are quite fond of
each other. On Tom’s birthday they arrived for work holding hands. It was later reported by a
member of the public that they might have got intimate as they were seen coming from a secluded
area of the park. The member of the public who reported the incident was quite upset.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q21 Further comments/suggestions

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

THANK YOU FOR YOUR ASSISTANCE

PLEASE RETURN USING THE FREEPOST ENVELOPE PROVIDED
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APPENDIX 3

Parent/Carer Survey Questionnaire
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SURVEY OF PARENTS/CARERS OF THOSE  USING GALWAY ASSOCIATION SERVICES
DEPARTMENT OF PUBLIC HEALTH, WESTERN HEALTH BOARD

Please complete the questionnaire by circling the number which corresponds to your answer (e.g.   2  )
and return by 19 December 2001 using the attached FREEPOST envelope.

SECTION A

Q1 Age of your relative _______________years

Q2 Is he/she: Male 1
Female 2

Q3 And what is his/her level of learning Mild 1
disability? Moderate 2

Severe 3
Don’t know 4

Q4 Do you believe your relative has the Yes 1
ability to make decisions for No 2
himself/herself in the area of
relationships and/or sexuality?

Other
(specify)__________________
_________________________

_

3

Don’t know 4

Q5 Have you ever discussed personal Yes 1        CONTINUE

relationships and/or sexuality with No 2        GO TO Q7

your relative?

Q6 How often do you discuss personal Every day 1
relationships and/or sexuality with 2-3 times a week 2
your relative? Once a week 3

Once a fortnight 4
Once a month 5

Once every 3 months 6
Once in 6 months 7

Once a year 8

        GO TO Q 9

Less often 9        CONTINUE

Q7 Is there anything that prevents you Yes 1        CONTINUE

discussing these issues with him/her? No 2          GO TO Q9

CONFIDENTIAL
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Q8 What prevents you discussing these issues?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q9 How confident are you in your ability Very confident 1
to discuss issues of relationships and Confident 2
sexuality with your relative? Neither 3

         GO TO
         Q11

Unconfident 4
Very unconfident 5           CONTINUE

Q10 What issues are you not confident about?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Yes No
Q11 Which of the following types of Friendship 1 2

relationship do you believe your Having a boy/girlfriend (non intimate) 1 2
relative is capable of Having a boy/girlfriend (intimate) 1 2
having? Marriage 1 2

Yes No
Q12 And would you be happy for Friendship 1 2

your relative to Having a boy/girlfriend (non intimate) 1 2
experience any of the following Having a boy/girlfriend (intimate) 1 2
relationships? Marriage 1 2

Q13 How intimate a relationship would you be happy for your relative to take part in?
(1= Intimate:  5 = Non intimate):

        CIRCLE NUMBER Intimate Non
intimate

Don’t
know

Level of intimacy 1 2 3 4 5 9
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Q14 Has your relative ever received any education in the following?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE)

Yes No Don’t
know

Sexual education 1 2 3
Personal relationships 1 2 3

Q15 And who do you think should decide whether your relative should receive such education?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE)

Yes No

Parents 1 2
The person himself/herself 1 2
Staff 1 2
Other
(specify)__________________________________________________

1 2

Q16 And how much responsibility should the following people/organisations have to provide such
training?
(1= Full responsibility:  5 = No responsibility):

               CIRCLE NUMBER Full
responsibility

No
responsibility

Don’t
know

Galway Association 1 2 3 4 5 9
Schools 1 2 3 4 5 9
Parents 1 2 3 4 5 9
Other (specify)___________________
_______________________________

1 2 3 4 5 9

Q17 Overall, how would you assess your relative’s knowledge about the following:
(1= very Good:  5 = very Bad):

                                              CIRCLE NUMBER) Very
Good

Very
Bad

Don’t
know

Contraception 1 2 3 4 5 9
Pregnancy 1 2 3 4 5 9
Sexual relationships 1 2 3 4 5 9
Personal relationships 1 2 3 4 5 9
Sexual intercourse 1 2 3 4 5 9
Parenthood 1 2 3 4 5 9
Masturbation 1 2 3 4 5 9
Sexually transmitted diseases 1 2 3 4 5 9

Q18 Have you received any education as a Yes 1
parent in how to discuss personal No 2
relationships/sexuality with your
relative?



81

Q19 Would you be interested in receiving Yes 1
such education in the future? No 2

Q20 Who should be the person to decide whether your relative can make informed decisions whilst
attending Galway Association?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE)

Yes No

Parents/siblings 1 2
Galway Association Staff 1 2
The person himself/herself 1 2
Other
(specify)__________________________________________________

1 2

Q21 Should adults using Galway Association services be entitled to privacy in terms of:?

                                                                 CIRCLE NUMBER
                                                                 (AS MANY AS YOU LIKE)

Yes No Don’t
know

Having unsupervised personal relationships 1 2 3
Not having their parents/guardians informed about their personal
relationships at Galway Association

1 2 3

Q22 What in your opinion are the most important issues that should be included in the proposed Galway
Association guidelines on sexuality and personal relationships?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q23 What is your age? _______________years

Q24 Are you: Male 1
Female 2

Q24 Are you: Parent 1
Brother/Sister 2
Other/Specify 2

NOW PLEASE TURN OVER THE PAGE AND COMPLETE SECTION B
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SECTION B

QUESTIONS 25-27 DESCRIBE A NUMBER OF STORIES WHICH PORTRAY SITUATIONS
WHICH THE GALWAY ASSOCIATION MAY HAVE TO DEAL WITH. PLEASE READ THE
STORIES AND SUGGEST WHAT APPROACH IN YOUR OPINION SHOULD BE TAKEN BE
THE ASSOCAITION

Q25 Mary is 25 years old and has a mild learning disability. She lives in a Group Home with two men and
a woman, all of similar ability. Mary works in the canteen of a local factory. She visits her parents
every Saturday.

Mary’s house has staff support for two hours each evening and then the staff return at 10pm to sleep
in for the night. Mary describes one of the men in the house, John, as her boyfriend; although it was
always thought that they had no more than a platonic relationship. Mary has told the staff that she
has missed her period. The GP has done a pregnancy test, which is positive. The GP says that Mary
is 10 weeks pregnant. It transpires that John and Mary have been having consensual/consenting
sexual intercourse, and John is the father of the baby. John’s family is shocked. Mary’s family are
devastated, being convinced that Mary would never be able to parent a child adequately.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q26 Tom is a 29-year-old man with mild learning disability who goes home at weekends to his parents.
He works in sheltered employment and has a girlfriend who also works there. He invites his
girlfriend, Mary, to his Group Home for dinner. She comes to dinner and meets the people Tom lives
with in the Group Home and the staff members on duty. After dinner Tom invites Mary to his
bedroom to listen to music. Mary says she’d like to do that.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________
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Q27 Mary and Tom work in a park on a part-time basis. Staff have noticed that they are quite fond of
each other. On Tom’s birthday they arrived for work holding hands. It was later reported by a
member of the public that they might have got intimate as they were seen coming from a secluded
area of the park. The member of the public who reported the incident was quite upset.

How should this situation be dealt with?

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

Q28 Further comments/suggestions

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

________________________________________________________________________________

THANK YOU FOR YOUR ASSISTANCE

PLEASE RETURN USING THE FREEPOST ENVELOPE PROVIDED
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