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Executive Summary 

Title of research: Living in the community for people with intellectual disabilities who 

moved from long stay institutional care to live in the community. 

Investigators: Dr. Patricia O'Brien, Principal Lecturer, Centre for Special Education, 

Auckland College of Education; Avril Thesing, Lecturer, Centre for Special Education, 

Auckland College of Education, and Angus Capie, Director Standards and Monitoring Service, 

Wellington 

Introduction 

This study, which was funded by the Health Research Council of New Zealand with support 

from the Research Executive Committee, Auckland College of Education, aimed to investigate 

the outcomes for 61 people with intellectual disability who left Kingseat Hospital in 1988-

1989 to live in services run by IHC, Inc. 

Specifically the study was designed to 

1. collect demographic information on the residential and day/work history of the people 

throughout the eight years since leaving the hospital 

2. explore the perceptions of the people who had been deinstitutionalized, their family 

members and staff about the effects of the move into the community 

3. examine the extent to which the people had become involved with the community. 

Design 

The study focused upon the lives of 54 out of the 61 people. Six of the original 61 people had 

died and a seventh person could not be traced. The majority of the 54 people moved into IHC 

services within the Auckland and Northland areas with a small number returning to other 

provincial cities and country townships throughout the North Island. Both quantitative and 

qualitative methods were used to explore the following areas of how people had experienced 

community living: transition into the community; health status; residential living; day 

activities; community integration; outcomes for the focus person; and the future. A semi-
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structured interview was individually administered to three groups of participants that acted 

as a cluster around each of the 54 focus people. Nine of the 54 people who could hold a 

conversation were interviewed as were 54 staff, each of whom was considered to have had a 

long association with the focus person. Twenty one family members and one advocate also 

agreed to participate. The survey findings were analysed for frequencies and perceptions 

were compared across all three groups of participants. 

Qualitatively nine case studies were developed on the community experience of those people 

with intellectual disability who were able to be interviewed. The case studies triangulated 

transcribed interview data from the person who had experienced the move from the hospital 

to the community, the associated staff member as well as the family members/ advocate. 

Findings 

Survey findings 

The following is a summary of the survey findings which reflect the perceptions and 

responses of the participant groups about the experience of community living: 

1. Staff initial memories of the focus person focussed on physical appearance and 

behaviour. The majority of these were negative. 

2. Initial reaction of families to being informed that their family member was to leave 

hospital was mixed ranging from hostility to that of seeing the move as a good plan. 

3. Since living in the community the health of the focus person has been positive. 

Although hospitalisation had occurred for over half of the focus people it was not 

frequent and more often for non-surgical reasons. Only a minority of the focus people 

had accidents. 

4. Medication was currently being taken by the large majority of the focus people. Anti 

psychotic, anti convulsant and anti depressant drugs continued to be the most frequently 

administered drugs eight years into living in the community. 

5. The majority of focus people have had two city residential placements since living in the 

community although for a minority it was up to five. People moved address to meet their 

developmental and behavioural needs as well as those of the agency, for example, where a 
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property was sold. Most of the people initially moved into staffed group homes and 

eight years later this was still the most favoured form of accommodation. 

6. The current residential address was seen as the best placement providing an appropriate 

and welcoming environment with staff meeting the needs of the focus person with 

opportunity for one to one staffing, increased choices and a positive mix of flatmates. 

Families expressed the hope that their member would stay in the same house. 

7. Within the residential placements a wide range of leisure activities were participated in 

from listening to music, watching television, baking, handicrafts, table games, to gardening 

and woodwork. 

8. Only one third of the focus people had regular contact with their families. For close to 

half of the focus people the parent/s that supported them in Kingseat were now deceased 

although other family members had taken on the responsibility in several situations. Staff 

encouraged people to make regular phone calls home and family members were invited to 

lifestyle planning meetings. 

9. The majority of people attended a day activity programme either in the place of residence 

or in another residential location. Only a minority were involved in sheltered and 

supported work activities. 

10. The majority of people had stayed in the same day placement, although just over a third 

had changed once. The same reasons as those for moving from one residential placement 

to another were given for movement between day placements. Forces beyond the 

control of the person, such as selling the location, were more frequent however in 

comparison with residential moves. Perception of the person's reaction to the day 

placement was positive with activities being both centre/home based and community 

oriented. Activities centred around socialising, craft, music, table games, reading, some 

contract work and eating and smoking. People went out for rides and, for a small group, 

landskills and gardening were part of their day programme. 

11. Community activities covered several experiences inclusive of shopping, sports, cultural 

activities, eating out, visiting friends, travel and rides, attending clubs and crafts and 

nature outings. More integrated than segregated activities were experienced. 

12. The focus people mainly shared community experiences with a group of other people 

with intellectual disability and staff or in a one to one situation with staff. 
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13 . Neighbour contact was reciprocal for only a minority of the focus people. 

14. The focus person, on average, had a small number of friends and supporters that were 

independent of the service agency. The perceptions of staff and family were similar for 

intimate connections but varied significantly across close friends and community 

connections. Staff had a broader knowledge than families of the person's networks and 

played a significant role within them. 

15. All of the focus people had a community presence and participated in the community. 

Only a minority were involved, however, in networking and the development of ongoing 

personal relationships outside of those within the agency. 

16. The large majority of focus people were seen to have experienced positive change since 

living in the community. Major areas of change were those of affect, self help skills and 

social skills. Similarly, the advantages of living in the community outweighed the 

disadvantages and consisted of skill acquisition, having people care about them, living 

varied and normal lives as well as having a home of their own. 

17. Disadvantages of the community move were experienced by only a minority and these 

perceptions included loss of social contacts from the hospital; limited family 

involvement; high dependence on staff; loss of space; staff turnover and loss of security 

associated with the routines of institutionalisation. For a very small number of focus 

people it was considered too late for them to take full advantage of the move into the 

community. 

18. Quality of life was rated significantly higher for the people since living in the community 

across the domains of material possessions, health, productivity, intimacy, safety, place 

in the community and well being. 

19. Eight years on from the time of people leaving Kingseat, family members were satisfied 

with the move. 

20. Focus people experienced a range of pleasures in the community, the most frequent being 

going out, eating and drinking, sports activities, having choices, having caring people in 

their lives and socialising. 
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21. In terms of the future for the focus people, emphasis was placed on positive 

relationships and lifestyle as well as appropriate staffing levels combined with a sense of 

well being. A higher staff client ratio and one to one resourcing was also stressed as well 

as intensive training for staff to meet the needs of the people they serve. 

Case study findings 

Although the case study findings verified those of the survey it is important to note that they 

represent only the group of nine people who were able to verbally communicate and who 

were more independent than the other 45 people that left Kingseat at the same time to live in 

the community. In drawing together the themes of the nine case studies they are presented 

under the same headings as were used to develop the focus person's individual case profiles .. 

History 

The decision to place a loved son or daughter into institutional care was usually precipitated 

by a critical event in the lives of the families . Such events were inclusive of the birth of a 

sibling, illness of a parent, the death of a parent, and excessive behavioural problems often 

leading to police or psychiatric intervention. From the stories told people were more likely to 

be institutionalised as young adults rather than as infants which meant that family and 

community networks were interrupted with placement into a hospital. Families endeavoured 

and succeeded in keeping in touch through visiting, often from great distances, as well as 

phone calls. Reciprocal visiting where the person returned home for an annual holiday was 

common. Where the people had been institutionalised as adolescents or young adults they 

had usually had some school experience, frequently negative, which some families hoped 

would be reversed through the training programmes offered within the institution. Siblings 

remembered the ridicule they had experienced within their own school situation arising from 

being associated with their disabled sibling's problems but this did not dissuade them from 

being both protective and affectionate towards them. Where people had worked prior to going 

into the institution it was either sheltered or in open situations arranged through family 

connections. The decision to place the family member in an institution, usually supported by 

professionals, caused deep pain for many families which surfaced again when they were told 

that their adult son or daughter was to be returned to the community to live in settings 

provided by IHC. 

Hospital memories 
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Overall the memones of living in and visiting the hospital were despairing. Families 

experienced guilt at having to place their children in the institution. On visiting this was not 

alleviated but reinforced by feeling unwelcome, the physical conditions and immense size of 

the hospital, the behaviour of the other residents, as well as lack of individuality arising from 

similar dress and appearance of the residents . Although families did not enjoy visiting the 

institution, the placement was frequently seen to relieve the extreme stress of supporting their 

family member within the family setting. 

Memories of the hospital expressed by the focus people were strongly influenced by the use 

of punishments, such as being hit, use of side rooms, shock treatment, being injected for 

behaviour control and sleeping on mattresses on the floor . Memories of a more positive 

nature within the institution included enjoyment of work routines and activities, such as, going 

to the pictures, the swimming pool, dances, the shop, pharmacy and walking the grounds. 

Activities outside of the institution included going to the local shops, the cinemas, and van 

rides . In comparison to the other 45 people who were the focus of the study this group of 

nine people who were more independent had considerable freedom and were given leave to 

visit outside of the institution, such as going into the city to meet a sibling or taking the bus to 

Papakura to shop. 

The pathos of separation between families and their children was evident, particularly where 

the people reminisced about the death of their "beautiful parents", often years later still trying 

to establish what exactly happened. The frequency with which people interviewed spoke 

lovingly of parents both living and dead emphasises the critical role that families play in the 

lives of their adult children and the respect with which this relationship needs to be nurtured 

by those that support people with intellectual disability that live in care . 

Relationships within the institution varied. People remembered friends and staff that they 

would like to meet again but the memories of others were clouded by negative experiences. 

There was a sense of discontinuation in relation to those people that they had shared several 

years of their lives with. People were eager to seek information from the interviewers as to 

how the "others" had fared which suggested that friendships and connections made within the 

experience of institutionalisation needed to be fostered and recognised as part of the history 

of the person. 

Residential settings 

Overall people had moved at least once within the community mainly from one group home 

setting to another with only three people experiencing and two maintaining supported flatting. 
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Both the people and their families expressed satisfaction and enjoyment m the living 

arrangements. Commitment of staff, availability and access to community activities, privacy 

of one's own room decorated to the liking of the person, compatibility of people within the 

house, all assisted in making the home life of the person enjoyable. Although moving in and 

around the community was frequent for this group of people they were still mainly dependent 

upon staff to drive them. Few people used public transport. People were assisted with staff 

support to socialise with other friends from the same house or other houses in the agency. 

This could be as a group or with one other friend, at such venues as, the local pub, the 

pictures, hot pools. People enjoyed visiting people who were supported by the agency at 

other houses for social events, such as barbecues and parties and country and western 

evenings. Family contact for this group of people was considerable and reciprocal visiting 

occurred. Whilst families saw themselves as providing the intimate support required by their 

family member there was also evidence that staff fulfilled this role. Staff turnover, however, 

was noted as a reality. 

Change for the person 

Changes in the lives of the people were indicated across the areas of social, communication 

and daily living skills. Change for people focused around choice and personal management. 

People had become more self determining in terms of their own personal presentation, 

development of friendships , management of their own money, budgeting for special purchases 

and holidays. The quality of peoples' lives had changed. There was a sense of satisfaction 

with life in the community as opposed to that of the institution. People were in good health 

and where excessive behavioural problems had interfered with their complacency there was 

now less aggression and fewer ritualistic behaviours. Overall people were happier. 

Work/day programmes 

Work opportunities were on a continuum from sheltered through to supported part time 

employment. Opportunities included day and retirement programmes which centred around 

leisure and recreational activities; contract work within workshops; working as part of a 

mobile work crew that competed for contracts within the community, such as gardening; and 

part time supported positions, such as working in a creche or office. People enjoyed the 

flexibility of multiple work options as well as the opportunity to make social relationships. 

Comm unity interaction 
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A range of activities were participated in within local community settings. Particularly 

popular were visiting friends and relatives, walking, swimming and going on local and overseas 

holidays. People were networked into their local communities through non segregated groups, 

such as church, women's clubs, senior citizen activities, bowling and country and western 

clubs. There was minimal involvement with neighbours but when they returned to the family 

setting they spent time with neighbours, family friends and relatives. People participated in 

community activities often on a one to one basis with staff or supported by them to go out 

with people they lived with, knew from work or from other houses run by the agency. Some 

people were taken out by people that they had met within local community networks. 

Accessing places for most people was difficult without transport being provided by staff. 

Friends 

Friendships that were made within the hospital with both the other residents and staff were 

fondly remembered. Relationships had been made since leaving the hospital mainly with 

people who lived or worked within IHC, Inc. services. Where interpersonal difficulties had 

arisen in developing and maintaining friendships the staff assisted people to resolve conflicts 

and solve problems. Staff were seen, both from their own perspective and that of the people 

that they supported, as close friends. 

Family connections 

People had good reciprocal family relationships. Families were inclusive of the person in their 

own network of friends and community contacts. Most people went home for visits and 

where parents had deceased the extended family had taken over the role. Family members 

expressed concern if they died first as to what would happen to the wellbeing of their relative. 

Wishes for the future 

Wishes for the people centred around good health, happiness, permanency of residential 

address, choice and increased relationships with families and friends. 

Summary 

When the trends from the case studies were examined it did appear that for this group of nine 

people their level of networking with community groups, with friends and family was more 

extensive than that of the other 45 people who were focussed upon in the survey data. 

Further research is required to find ways to assist people who are non verbal to tell their 
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stories. Without such investigation their personal journey of community integration will 

remain silent and only reflected upon by third parties, such as staff and family members. 

Themes arising from the findings of the study 

1. The overwhelming impression gained from the perceptions of the people, staff and 

families was that life in the community was better than it had been in the institution. 

People had experienced a positive change in their way of life with families and staff 

indicating that community living provided the people with a significantly higher quality 

of life. Institutional living was past history. People had experienced positive change. 

They were happier and more skilled, both physically and socially. 

2. In any transition process the history of the person's long stay within institutional 

settings inclusive of favoured activities, family involvement, friendship networks and 

staff connections needs to be recorded in a way that enhances the image of the person 

and acknowledges the person as one whose history is of value. 

3. Group home living and day programme activities were positively perceived as options 

for people with intellectual disability with long histories of institutional care in the 

community. However, ten years on the concept of supported living where the 

resources are made available, based upon the individual needs of the person, needs to be 

explored by both human service agencies as well as purchasing authorities involved in 

bringing people out of institutions into the community. This study has shown that 

traditional options, such as group homes, work so more creative options should now be 

able to be considered. Supported living could provide a greater range of options with 

the resources being made available to meet the needs of the person rather than the 

person being required to fit into the already established residential, work and day option 

systems operating within human service agencies. 

4. People who had limited access to community experiences whilst living in the 
institution now had a strong presence in the community visiting a wide range of ordinary 
places mainly with other people with intellectual disability as well as staff. Participation, 
however, through the development of relationships and social networks independent of the 
service agency had been achieved by only a minority of the people. Lack of networking 
challenges not only the service agency but the community in general. If people, who have had 
long histories of institutional care are to return to the community, ways need to be found to 
build communities that acknowledge the right of people with long histories of institutional 
care to live inclusive lives which means more than just being located in the community. If 
reciprocal relationships are to develop proactive strategies of connecting people need to be 
problem solved and implemented. Collaboration in finding ways to connect people needs to 
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occur between the staff of human service agencies and members of the larger community from 
neighbours through to community associations, professional bodies as well as funding agencies 
and advocacy groups. 

The study has indicated that being and belonging in the larger community comprised three 

forms. For the majority of people with high support needs it appeared that their sense of 

belonging and place was built around their venturing into the community. They did this 

mainly in a group with staff support and returning to their address without having made the 

public transactions or social contacts that could lead to the ongoing development of a network 

of personal relationships. For a second group of people transactions in shops and other 

public places had begun and through repetitively participating in clubs, church and other 

community associations, they had established links in the community upon which personal 

relationships had and continued to be built. For a third group, people were successfully 

networking. They were known to people in their local communities and had established 

friendships and acquaintanceships. They were known identities and their lack of presence 

would be noticed. Significantly, it did not always appear necessary for people who were 

networking to be able to hold a conversation. 

How people participated in the community challenges the stakeholders of the community 

living movement to decide what constitutes a sense of belonging and sense of place for all 

people with intellectual disabilities, not only those people that have experienced the process 

of deinstitutionalisation. Further research is required to ensure that being in the community 

leads to belonging to the community. A place to begin would be to identify what needs to 

occur within community if people are to move from venturing into it through to participating 

and networking within it. 

Community integration is a community responsibility. 
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CHAPTER I 

Introducing the study 

1.1 Scope and purpose of the study 

In 1988 IHC (now called IHC, Inc), a national community based voluntary agency that provided 
residential, employment, and family support services for people with intellectual disability was 
contracted by the then Auckland Hospital Board (now restructured into the Health Funding 
Agency) to bring into the community over 61 people with intellectual disability. These people 
had been living in Kingseat psychiatric hospital within the greater Auckland area, some people 
for as long as 42 years (O'Brien & Parks, 1990). The purpose of this study was to investigate 
the outcomes of living in the community for these people who left Kingseat in 1988 -1989 to live 
in services for people with intellectual disability run by IHC, Inc. Specifically the study was 
funded by the Health Research Council: 

1. To trace the type ofresidential placements for people since living in the community. 

2. To outline the work/day programme options that people have experienced since living in the 
community. 

3. To describe the level of contact with families . 

4. To explore the perceptions of the person where appropriate, their families and staff of the 
impact that community living has had on their lives. 

5. To describe the contact of people with the wider community. 

6. To investigate the difficulties that the person, their families and staff have encountered since 
the person has moved into the community. 

7. To identify the type of community supports that are needed for people to live in the 
community . 

8. To identify what are the issues that people face with long histories of institutionalisation who 
wish to become part of the community. 

The movement of the 61 people with intellectual disability from Kingseat psychiatric hospital 
into the Auckland community was one of the first deinstitutionalisation projects in New Zealand. 
Although IHC conducted an internal study into the perceptions of its staff as to the effects of the 
process (O'Brien and Parks, 1990; O'Brien, 1996) there had not been any follow up on how the 
lifestyles of the people had developed since leaving the hospital. 

Where similar projects have been undertaken in other countries there have been extensive follow 
up studies (Conroy & Bradley, 1985; Cummins & Dunt, 1990; Dunt & Cummins, 1990; 
Edgerton, 1967; Edgerton & Gaston, 1991; Lord & Heam, 1987) to examine the efficacy of the 



2 

process of deinstitutionalisation. With the continued move of people from large residential 
institutions from such hospital settings as Templeton, Christchurch (Bridgeport Group, 1995) 
the time had arrived for informed rather than speculative debate in New Zealand on the outcomes 
of moving people from institutions to a life in the community. The outcomes of the study 
therefore address what is a paucity of information on what happens to people with intellectual 
disabilities in New Zealand when their institutionalised way of life is changed to that of 
community living. 

1.2 The original project of the movement of people from Kingseat Hospital 

The project consisted of three stages (O'Brien and Parks, 1990; O'Brien, 1996). The first saw the 
development of a Community Placement Action Group (CPAG) which comprised three staff 
from Kingseat Hospital and three from IHC. The second stage was oriented to assessing the 
support needs of the people and arranging placements for them to move to IHC services while 
the third covered the initial monitoring of the community placement. 

In brief the integration process which has been described by O'Brien and Parks ( 1990) and 
O'Brien (1996) consisted of the following stages: contacting families to explain the move for their 
member; ecologically assessing the needs of the people; arranging for the benefit and appropriate 
subsidies for staffing and accommodation as well as a setting up allowance and purchasing of 
furniture and clothing; preparing and training the staff to receive the people; preparing the people 
to leave the hospital through weekend and overnight stays in their new house; moving in, 
following a farewell celebration at the hospital; supporting the person in the community through 
the development and monitoring of Lifestyle Plans and responding to resource needs. 

Within a 12 month period over 61 people from the hospital had been placed in IHC group homes 
throughout the organisation's 12 branches in the Auckland region, provincial towns and in 
country areas on the North Island. The protocol laid down by the Community placement action 
group for placement was that no more than two people from the hospital should be integrated 
together into a house which usually slept another three people (Community placement action 
group, 1988). In the main this recommendation was followed. Within the first 12 to 24 months 
people were given one-to-one staffing to assist with their integration, particularly as it related to 
the acquisition of social, self help and daily living skills. The behavioural support team of the 
organisation also worked to support people who required behavioural intervention. Several new 
houses were purchased to accommodate the move of people into the community with people 
moving into a range of both established and newly formed settings. Similarly, new staff were 
taken on by the organisation to accommodate the increased number of people coming to live in its 
respective branches. The protocol (Community placement action group, 1988) recommended by 
the Community placement action group was that the new staff release experienced staff to work 
with the people who, on the average had lived in the hospital for 22 years and had high support 
needs. 

A survey where a group of IHC managers (9); service co-ordinators (9) and support and 
development workers (24) were interviewed within the first 12 months of the people arriving 
from Kingseat was undertaken. Three different interview schedules were developed to ascertain 
the perceptions of the respective groups of staff to the integration process as well as the changes 
for the people since their arrival in the community (O'Brien & Parks, 1990). The major findings 
indicated that: 



the lifestyle survey used as an ecological form of assessment in conjunction with a 
personal information sheet was not detailed enough in relation to medication 
routines, behaviour management and levels of independence/competence and 
interpersonal skills and needs. 

compatibility of residents within the home setting as well as accessibility were 
important as placement criteria 

the reaction of the families of other residents to the Kingseat people ranged from 
initial negativity to that of acceptance. 

the type of clothing and furniture was not adequate on arrival in the community 

few financial difficulties were experienced by the management of the branches in 
relation to staffing and housing 

community service hands on staff indicated that they would have liked more 
intensified training to work with some of the people 

the two major difficulties encountered by the people from Kingseat were adapting to 
their new environment and associated behaviour problems 

improvements for the people were a decrease in inappropriate behaviours, improved 
communication, gains in social skills and affect. 

3 

In that it has been eight years since people have moved into the community it appeared timely 
that a follow-up study with a more extensive subject group than that of staff (O'Brien & Parks, 
1990) be implemented. The proposed project had implications for a variety of groups. For 
people that have been institutionalised it would enable their experiences post institutionalisation 
to be examined and learned from; for families it would enable them to raise issues in terms of the 
process and the perceived advantages and disadvantages for their family member; for staff of 
agencies it would lead to the development of more finely tuned processes when assisting people 
to live in the community; and for policy makers the opportunity to critically evaluate the 
outcomes with a view to reformulate policy. IHC, Inc., gave its support to the proposed project. 

1.3 Backgrounding the deinstitutionalisation movement 

1.3.1 Growth of institutions 

As people with an intellectual disability in New Zealand continue to return, albeit slowly, to the 
community it is perhaps relevant to examine briefly the history of the way institutions grew and 
the influences that affected the movement to return people to their communities in both New 
Zealand and overseas. 

Institutions for people with intellectual disabilities in the United Kingdom developed from the 
generic workhouse. Oxley (1974) has described workhouses as the ancestor of most of the 
institutions that form part of "modem" social services. Workhouses developed throughout 
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England in the early eighteenth century as places to provide relief for the poor, the disabled, 
unmarried mothers, widows and orphans. Over time, workhouses became more specialised, and 
asylums or hospitals like Bethelem in London catered for specific groups of "lunatics" or idiots. 
By 1845 the Lunatic Asylum Act made it compulsory for all counties to create asylums. The 
association between insanity and intellectual disability had been earlier instituted by Louis XIV 
who, in the 18th century in Paris, had established the Salpetriere and Bicetre as hospitals for the 
afflicted. The hospital floor plan of the Salpetriere in Paris in 1786 showed the separation of four 
groups of inmates, the curable; the incurable; the melancholy; the idiots, escapers, sowers of 
discord (Judge, 1987). Similarly Cocks and Allen (1996) in tracing the history of intellectual 
disability in Western Australia drew the association between prisoners and people with 
intellectual disability. In 1831 in Fremantle, the Round House was established to accommodate 
both lunatics and prisoners. 

In the United States institutions developed in response to the rapid population growth and social 
change of the early 19th century. According to Rothman (1971) whose analysis includes the rise 
of the asylum, prisons and poor houses, their establishment was as a means to create order in an 
unstable society. Colonisation for Australia brought convicts, while in the United states social 
deviants . Asylums therefore became a means of dealing with a social problem. Oliver (1990) 
argued the same outcome for the United Kingdom but one that was based upon the need to 
segregate the impaired into institutions owing to their inability to contribute to production work 
in factories. The use of capitalism replaced home industries. The less able, the disabled members 
of communities were segregated into institutions, asylums, poor houses and orphanages where 
"training opportunities" would facilitate their return to the work force. But as so aptly put by 
Gillgren and Brogan (1996), once a defective always a defective and lives were lived out in the 
institutional settings. 

Specialised institutions for children with intellectual disabilities were established almost 
simultaneously in both England and America. Guggenbuhl (Kanner, 1964) is "credited" with 
establishing the first institution that aimed at habilitating students, the Abendberg in Switzerland 
in 1839. The specialised institutions saw themselves not as prisons or permanent placements but 
as centres where young people could come, be educated and return to the community, for 
example, Park House at Highgate (Hargrove, 1965). 

However, the rapid growth of institutional numbers coupled with the development of the 
Eugenics movement (Kliewer & Drake, 1998), meant that within a few years the emphasis moved 
from education to incarceration. Widespread fear of the "feeble minded" and misconceptions 
about their promiscuity meant a rapid increase in large custodial establishments where people 
with intellectual disabilities were provided with no privacy, little individual attention and were 
often neglected and abused by their so called "carers". 

Despite these failings, institutions for people with intellectual disabilities continued to be 
developed. In the United States, even with the collapse of the Eugenics movement, and the 
mounting evidence of the failure of institutions to enhance development of people, it was not 
until 1967 that the number of residents in public institutions began to decrease. According to 
Lakin, Bruiniks and Sigford (1981) the number peaked in the sixties to 194,650. 
Deinstitutionalisation was announced by President Kennedy in 1963 and reinforced by Nixon in 
1981 with an announcement that one third of those living in institutions would have left them by 
1981 (Ericsson & Mansell, 1996). A fall in numbers began but was sometimes more apparent 
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than real. Smith and Polloway (1995) point out that often residents discharged from large 
institutions did not go initially to small community homes. Instead they were frequently 
transferred to different types of institutions like Rest Homes. 

In the United Kingdom, the initiative for residential care outside of institutions, began with The 
Report of the Royal Commission on the Law Relating to Mental Illness and Mental Deficiency 
(Ericsson & Mansell, 1996). The report called for people with intellectual disabilities to be 
placed in residential settings in the community to relieve the pressure on hospitals. The 
Campaign for the Mentally Handicapped followed in the 1970's in which full residential care was 
called for, outside of hospital settings, for people with intellectual disabilities. This was followed 
by several commissions that revealed scandals in hospital settings such as the Ely Hospital 
enquiry (Report of the Committee of Inquiry, 1969) which led to the publication of the "Better 
Services" White Paper (Department of Health and Social Security, 1972) in which a decision was 
made to stop institutionalising people with disabilities. Research and demonstration projects 
followed. The King's Fund Centre (King's Fund, 1980) published a report on what community 
services would need to do to achieve an ordinary life, whereas the Care in the Community project 
(Knapp, Cambridge, Thomason, Beecham, Allen, & Darton, 1992) funded 12 schemes as a 
national project. 

Similarly in Australia in the 1980's, 

major achievements like the Victorian government's decision to close St Nicholas 
hospital in Melbourne and the closures of government institutions in New South 
Wales and in other states put theory in practice and demonstrated the possibilities of 
community living for people with intellectual disabilities. (Nicholls, 1998, p. 171) 

However, Cocks and Allen (1996), in keeping with Smith and Polloway (1995), warn that 
deinstitutionalisation in the state of Victoria has seen people relocated to other institutions and 
nursing homes as well as to a "village" for over 200 residents being built on the site of an old 
institution. 

Although Cocks and Allen (1996) acknowledge that a disability rights movements gained 
momentum in Australia in 1970's and 1980's, leading to dismantling of congregated and segregated 
care within large institutions, economic rationality has led to downscaling being accompanied by 
such 'speak' as 'outsourcing' 'purchaser provider splits', 'quasi markets' and 'case mix'. They warn 
that dependence on such new administrative technology runs the risk of taking the humanity out 
of the change from deinstitutionalisation to community living. 

1. The New Zealand scene 

New Zealand, presumably because of its close ties with the United Kingdom in the 19th century, 
and because its colonisation pattern paralleled in many respects the United States and Australia, 
copied practices from all three countries. As early as 1853 special "lunatic" asylums were being 
built although some "lunatics" were still being held in gaol in 1890 (Starkey, 1981). Asylums 
took in large numbers of children and adults with intellectual disabilities. These establishments 
rapidly became overcrowded and as early as 1868 conditions were being condemned. 
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In 1922 a separate unit for people with disabilities was established in Nelson and in 1929 
Templeton Hospital was established solely for people with intellectual disabilities. Units in 
psychiatric hospitals continued to develop at Cherry Farm, Porirua, Kingseat and Tokanui 
Hospitals. Dedicated institutions solely for people with intellectual disabilities were developed 
at Levin in 194 7 - from a converted wartime hospital, and in Mangere, Auckland in 1966. By 
1972 the passion for institutions meant that per head of population New Zealand had nearly four 
times as many children in institutions and three and a half times as many adults as the United 
Kingdom. 

In keeping with international trends, the New Zealand government announced in 1985 that it was 
to adopt the policy of community living for people in long stay institutional care (The Shifting 
Currents, 1986). This led to the closure of several hospitals as well as the implementation of 
transition programmes within several hospital settings. By 1995 Webb reported, that in the 
North Island there were no longer any hospitals or wards in hospitals for people with intellectual 
disability north of the Bombay Hills. Mangere, Kingseat, Ravensthorpe and Carrington 
Hospitals had closed down. In Hamilton, Tokanui had phased down with the latest contract 
being signed with the Health Funding Authority for the final closure of the Intellectual Disability 
Services within the hospital. Beyond the Bombay Hills, Lake Alice had placed all people with 
intellectual disability into the community while in the Wellington area Porirua had moved people 
into the community. In the South Island all people had moved from the Ngawhatu Hospital in 
the Nelson area. All people with intellectual disability had been placed out of Sunnyside 
Hospital and Seacliff had closed down as well as Cherry Farm, although some people were placed 
in Wakari hospital. The areas that are still undergoing transition are Kimberly at Levin in the 
North Island and Templeton at Christchurch where several hundred people with intellectual 
disability are still living within the confinement of a hospital setting. 

1.3.2 The move away from institutions 

The deinstitutionalisation movement is a complex movement with the key influences inclusive of 
the Human Rights/Civil Rights movement; the development of normalisation/social role 
valorisation theory and the allied practice of community integration; the development 
internationally of parent movements; and the endless series of scandals and inquiries into neglect 
and abuse in institutions. Each one of these influences is now briefly examined. 

1. The human/civil rights movement 

As the world recovered from the horrors of World War II (where the Nazis sought to exterminate 
people with disabilities as well as the Jewish community), protest movements shook the United 
States. By 1960 the Federal government accepted that segregated schools were unacceptable in 
Little Rock, Arkansas or anywhere else, and a wide range of activities from bus boycotts 
(Montgomery, Alabama) to nationwide marches to Washington, clearly sent the message that, 
being different did not mean being inferior. Other groups, encouraged by the success of Black 
Rights, began to speak out and recognition increased that discrimination, whether it was on the 
grounds of race, sexuality, gender or disability was unacceptable. This general feeling 
undoubtedly helped individuals and groups to highlight the often terrible things that happened to 
people because they had an intellectual disability. Oliver (1996) traced the struggle by disabled 
people for citizenship, that is, to be included in society, back to the civil rights movement. The 
success of black people in getting the vote, in holding elective office and in being tried by peers 
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indicated that the unequal treatment of other groups such as women and disabled people could 
also be changed. 

In the United States much litigation followed underpinned by a sense of the right to egalitarianism 
and equal protection (Turnbull & Turnbull, 1986) with the outcome being that in the state of 
Alabama conditions needed to improve (Wyatt v. Stickney, 1972); and alternatives to institutions 
had to be found in the state of New York (ARC v. Rockefeller, 1972). In Philadelphia the closure 
of Pennhurst State School hospital was ordered by the court (Halderman v Pennhurst, 1978). 
Since the time of this court finding, 800 people with intellectual disabilities have returned to live 
in the community in Philadelphia, USA. The average length of stay in the institution had been 24 
years (Conroy & Bradley, 1985). 

Recognition of civil rights has also been aided by the work of the United Nations in its 
development of declarations and other instruments. The two main declarations that promulgate 
the rights of people with intellectual disability are: the Declaration on the Rights of Mentally 
Retarded Persons, 1971 ; and the Declarations on the Rights of Disabled Persons, 197 5. 

These declarations emphasised that people with disabilities should have access to 
opportunities that are available to all citizens; to the "inherent right to human 
dignity, to enjoy a decent life, as full and normal as possible", and to services which 
"enable them to develop their capacities and skills to the maximum and hasten the 
process of their social integration and reintegration" (Rayner & Cockram, 1996, p. 
156). 

Further in 1993 the United Nations, following the International Decade of Disabled Persons, 
adopted the Standard Rules on the Equalisation of Opportunities for Persons with Disabilities. 
These rules are for signatory countries to action to ensure that people with disabilities have the 
same rights and responsibilities as all other people. The areas that are specifically targeted for 
equal participation are; accessibility; education; employment; income maintenance and social 
security; family life and personal integrity; culture; sport and relationships. 

2. The normalisation/social role valorisation theory influences 

In the 1960's Bengt Nirje, a Swede who had worked in refugee camps for the United Nations, 
developed the Normalisation principle (Nirje, 1976). This principle essentially moved the 
emphasis in intellectual disability from focusing on syndromes and differences, to focusing on 
how one could provide the supports and services necessary to let people with disabilities 
experience the rhythms of everyday life. Further development of the theory by Wolfensberger 
(1972) and his later reformulation of it into that of Social Role Valorisation (Wolfensberger, 
1983), has helped focus human services on the need to support people with disabilities to have 
ordinary lives, something that by definition is not possible in atypical settings like institutions. 
Wolfensberger's premise that for people to be valued they need to live and work in valued 
settings, where in turn opportunities will be created to develop valued competencies has 
underpinned the development of the deinstitutionalisation movement. As part of Wolfensberger's 
work he developed an extensive series of slides from institutional settings that demonstrated how 
the negative images of menace, subhumanity, pity, childliness, charity, and objects of sickness 
could easily be attached to the people arising from the physical conditions that they lived in. His 
premise was in keeping with that of Blatt and Kaplan (1966) who had earlier pointed out the lack 
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of development of appropriate daily living and self care skills for institutionalised residents as 
well as the lack of privacy and life opportunities. In the treatise Christmas in Purgatory Blatt & 
Kaplan, in both written and photographic form, had exposed the degradation of the daily life 
experiences of people with mental retardation within an institutional setting. The advocates for 
deinstitutionalisation began to call for it on moral and social grounds (Emerson, 1985). 

Other philosophical influences that accompanied the drive for the closure of institutions were that 
of the least restrictive alternative (Taylor, 1988) and more currently that of the non-restrictive 
environment (Taylor, Racino, Knoll & Lutfiyya, 1987). The least restrictive alternative had 
partly arisen in line with legislation that was passed in the 1970's in the United States and in 
particular PL 94-142 where all children regardless of level of disability could gain a free public 
education. As part of this, the concept that children would be placed in an educational situation 
that was the least restrictive in terms of meeting their potential, led to the development of a 
continuum of services. 

When applied to residential facilities "the least restrictive alternative" meant that people could be 
placed in a range of settings moving from institutional care to large hostels in the community, 
through to 5-6 or 8-10 bedroomed group homes to supported and independent flatting. This 
continuum was illustrated in the British, Care in the Community project, which in 1983 through 
28 pilot projects, over 900 people were moved from long stay hospital settings to community 
settings throughout both England and Wales (Knapp et al, 1992). The types of accommodation 
that were part of this project consisted of a residential home, a hostel, sheltered housing, a staffed 
group home, an unstaffed group home, foster care, supported lodgings and independent living (p. 
113). 

The concept of the continuum was challenged by that of the non-restrictive alternative (Taylor, 
Racino, Knoll & Lutfiyya, 1987) where people were educated and lived in settings similar to 
those of their same aged peers with appropriate support. Within the community living 
movement the concept of supported living is perhaps best described by O'Brien and Lyle, 
( 1991) who report on services where people, "regardless of their disabilities live in the 
community with whom they want, for as long as they want and with whatever supports they 
need to do that" (Allard, 1996, p.102). The provision of functional supports to where the 
person chooses to live has challenged the group home model where people are dependent upon 
the systems that operate within human services, often being placed with a group of people that 
are not of their own choosing. 

Paralleling the deinstitutionalisation movement has been that of community living or, as 1t 1s 
sometimes referred to, community integration. The work of O'Brien (1987) and O'Brien and Lyle 
O'Brien (1991) has been formative in establishing a framework for community integration which 
is premised on the development of the following five accomplishments for people to have an 
ordinary life in the community: community presence, community participation, respect, choice 
and competence. These accomplishments have underpinned the development of community 
living programmes internationally either in the planning of lifestyles for individuals or in defining 
the ideology that will guide the overall service planning for participation and presence in the 
community (Astbury, 1997; Cambridge et al, 1994; Cocks, 1997; Emerson & Hatton, 1996; 
Knapp, 1992). 
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3. The international parent movement 

Somewhat ironically, whilst new institutions were being built at a greater rate than ever before in 
history, quite independently parents of people with disabilities in a range of countries were 
developing their own organisations. The majority of these small organisations were committed to 
keeping people in the ordinary community, as well as getting people out of institutions. 
Organisations like Mencap in England (developed in 1946), IHC in New Zealand (1949), the 
Association for Retarded Children (ARC) in the USA (1952), and the Canadian Association for 
Community Living (1953) all developed within a short time of each other. They went on to form 
an international organisation of parents (and more recently self-advocates/consumers) which 
today as Inclusion International, has members in over 120 countries. 

The united voice of families and consumers has advocated strongly for deinstitutionalisation, 
inclusive education and better human rights policies at a governmental level. "National parents' 
organisations have been partners with government in shaping policy and have been closely 
identified with the deinstitutionalisation movement" (Mansell & Ericsson, 1996, p.242). 
According to Cocks and Duffy (1993), the parent advocacy movement developed in Australia, in 
response to parents questioning the lack of alternatives to institutional placements for their sons 
and daughters, as well as the rejection by educational authorities of their children's right to gain an 
education. As a result, a variety of parent organisations arose in each state throughout the 1950's. 

4. The institutional scandals 

Although it may be true that people with good intentions started institutions, institutions rapidly 
became embroiled internationally in an endless series of scandals and inquiries. Some examples of 
horrific treatment were seen in the Willowbrook, New York, (Rothman, 1984) investigation where 
children with intellectual disabilities were used as guinea pigs in a series of medical experiments, 
and in the Ely Hospital, Cardiff report (Report of the Committee of Inquiry, 1969) where neglect 
and abuse were uncovered. In 1998 the United States government acknowledged that a group of 
residents with intellectual disabilities in an institution in Massachusetts had not been exposed to 
nuclear radiation at various levels to see what the effects were (Kendrick, 1999). New Zealand 
itself has not been free of problems. The Oakley enquiry (Gallen, 1983) illustrated that within 
the hospital setting basic human rights and dignity were ignored. 

The role of advocacy organisations, in exposing abuse and lobbying for change, can be found in 
the 1995 report of an enquiry into allegations of official misconduct at the Basil Stafford Centre in 
Brisbane where 122 intellectually disabled people lived. The Hon. Justice D. G. Stewart, who 
acted as commissioner for the enquiry, ordered that the Centre be deinstitutionalised. He wrote 
that he had found evidence in the enquiry to support the following submission of the Queensland 
Advocacy Incorporated (Q.A.I.) which is a legal centre that provides advocacy services for 
people with intellectual disabilities. In their fifth submission to him Q.A.I. had written: 

Extensive and documented research over more than 25 years points to the fact that 
institutions and institutionalised living in themselves, are causal factors in the 
presence and perpetuation of frequent and sustained forms of abuse and neglect of 
persons who are devalued and vulnerable. Some of the worst offences are as 
follows: 



By keeping people away, out of circulation, institutions perpetuate and enforce 
the image of severely disabled people as oddities. 

By definition, institutions deny people community living experiences, and so the 
skills needed for community life wither away or are never learned. 

An ideology of custodialism pervades the institution. 

Personal possessions (e.g. clothes and shoes) are quickly lost or destroyed. 

Congregation ensures the worst effects of modelling, with one maladaptive 
behaviour yielding another. 

Incidents of physical abuse reach epidemic proportions, as do communicable 
diseases . 

Hours upon hours of each day are spent waiting for activities. (Criminal Justice 
Commission, 1995, p. 398). 

10 

Advocacy has also been necessary to counter attack the negative images that the community have 
gained from the lack of resourcing and provision of meaningful daily activities that has sometimes 
accompanied people with psychiatric disabilities into the community. Conroy and Bradley 
(1985) noted that the thrust to deinstitutionalise people with psychiatric disabilities really 
commenced in 1955, as a result of the new powerful anti-psychotic medication that had just been 
developed. Unfortunately, many mental health services simply gave patients the new medication 
and discharged them into the community without support. This had dual effects. It increased 
significantly the number of homeless people, and as the media were often unable to differentiate 
mental illness from intellectual disability, it gave families the quite misleading picture that 
proponents of community care for people with intellectual disabilities were proposing to simply 
dump people with an intellectual disability out of hospital without support. Understandably 
families became alarmed at this prospect, and often became involved in "Save our institution" 
campaigns. 

In the end, through the efforts of the human rights movement and that of advocacy groups, the 
inability of even those institutions that sought to avoid scrutiny failed to prevent information 
surfacing about the poor quality of life generally offered to residents, despite the very high level 
of expenditure. The impetus to move was strengthened and the numbers of people that were 
experiencing deinstitutionalisation rapidly increased. Ericsson and Mansell (1996) in a study of 
deinstitutionalisation, noted that in the United States, Sweden, England and in Wales, places per 
100,000 total population had all fallen from 100-150 per 100,000 to 50 per 100,000 between 
1974 and 1994. 

1.3.3 Outcomes of deinstitutionalisation 

The outcomes of deinstitutionalisation, in relation to the United Kingdom, have been captured by 
Emerson and Hatton (1996a) who reviewed 71 publications from over 45 studies published 
between 1980 and 1994 covering aspects of deinstitutionalisation for 2250 people with 
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intellectual disability. This review complements the findings of the British Care in the 
Community project which was evaluated at both the one (Knapp et al, 1992) and five year 
follow-on periods (Cambridge, Hayes, Knapp, Gould and Penyo, 1994). As stated earlier, this 
project consisted of 12 sites and 25 pilot programmes. The findings at the five year period 
reinforce those that were found after one year into community living. In comparison, however, 
the gains made four years after the first study were modest. 

In relation to skills, greater gains in daily living and self help skills had been made in the first year 
after leaving hospital. The gains four years on related to those areas of practice, experience and 
familiarity, such as counting and handling money; independently planning or organising weekly 
activities; taking opportunities to use community facilities as well as managing personal financial 
affairs. Over the four year period there were significant decreases in the tendency to run away, as 
well as decreases in stereotypic behaviours. 

In general, after living five years in the community people expressed great satisfaction with their 
life when compared to life in the hospital. People had friends who fell into the three categories of 
co-residents; friends who lived elsewhere including outside the service; and family . The number 
of friends were generally few in number and people expressed a liking for more. Staff also were 
identified as friends. This finding is reinforced by Emerson and Hatton ( 1996b) who found that 
although contact had increased between clients, friends and family, there was very low contact 
with other people in community settings. Relationships with people without developmental 
disabilities were superficial or non-existent. In terms of employment in the five year follow up 
study, only seven percent of the sample of 203 people were in work and for most this meant 
sheltered or supported work. 

Returning to Emerson and Hatton's (1996a) overall review of the outcomes of 
deinstitutionalisation it fell into the four areas of engagement, presence and participation, personal 
growth, and overcoming challenging behaviour. In relation to engagement, which within British 
studies was defined as the extent of user engagement or participation in everyday activities, it was 
found that levels were higher in community based staffed houses than either community based 
hostel or hospital based units. Of interest, Pelee (1996, 1998) found that what accounted for 
variation in engagement, related to the level of staff assistance and training rather than the level of 
additional resources. Where staff were actively involved in the giving of assistance, frequent 
attention and the organisation of planned activities with small resident groups, engagement was 
heightened. The structuring of opportunity and effective support according to Pelee was the way 
forward to avoid the resurfacing of institutionalised care. In relation to participation, the majority 
of studies reviewed showed a significant increase in the use of community based facilities such as 
banks, shops, and cinemas. In relation to personal growth, increased developmental gains were 
found in less restrictive environments. Overall the studies indicated decreases in observed 
challenging behaviour specifically those of a stereotypic nature. 

Emerson and Hatton ( 1996b) also report in another study, overviewing deinstitutionalisation in 
the United Kingdom and Ireland, that outcomes gave increased choice, a better material standard 
ofliving and finally, increased acceptance by the community. Deinstitutionalisation in Australia 
has also been the subject of a quantitative review. Young, Sigafoos, Suttie, Ashman & Grevell, 
(1998) have reported the findings of thirteen studies from eight different projects. As in the 
British studies, outcomes were associated with increased adaptive behaviour particularly as they 
related to self-care, daily living, communication and social skills. Greater community 





12 

participation was an overall finding reported as were increased social interaction, increased 
recreational and leisure activities and a greater use of community facilities. Although increased 
contact with family and friends was reported, it was difficult to ascertain the level of interaction 
with people without disabilities in the community. Positive client and family levels of 
satisfaction with community based services were also described. 

The British and Australian trends, reported in evaluation studies, are consistent with those in the 
United States where, following litigation, places such as Pennhurst and Willowbrook 
Developmental Centre (Castellani, 1996; Conroy & Bradley, 1985) saw hundreds of people move 
out of degrading conditions to live in the community. The trend of community living which began 
in the 1970's continues, but if the lives of people who were once marginalised through separation 
into environments outside of the mainstream of society are to be safeguarded, continued 
evaluation and reflection on this movement is essential. Felce (1998) has observed that although 
improved environmental conditions with small scale typical houses, homelike equipment, 
furnishings and decor were seen in the first wave of reform, current research shows that although 
a decent homelike, well located, reasonably staffed environment, may be a necessary condition for 
good outcomes, these factors are not sufficient to guarantee such outcomes. He emphasises that 
good outcomes revolve around quality staff and resident activity being based on an interaction 
between the structure, orientation and procedures followed within the setting. 

Similarly several authors (Kearns, 1993; O'Brien and O'Brien, 1992; Schwartz, 1992; Taylor, 
Bogdan, and Racino, 1991) have begun to question that placement in the community alone 
ensures a quality life. The call for service providers in New Zealand, to safeguard community 
placement from becoming the new form of institutionalisation, has been raised by O'Brien (1996) 
and verified by the stories of people who have lived through deinstitutionalisation to what is 
often the isolation and loneliness of community life (Burgering, Shepherd, & Falconer, 1997; 
Edgerton & Gaston, 1991; Laws & Radford, 1998; Schweir, 1990; Senescall, 1997). The purpose 
of this study is therefore to capture how life has been for those people who came from Kingseat 
with long histories of institutional care who placed their trust in what they were told life in the 
community could bring. Are they satisfied or could it be better? Have they found a sense of 
place? 
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CHAPTER2 

Methodology 

2.1 Introduction 

This chapter will outline the design of the project, the characteristics of the participants and 
how they were selected, types of information gathered and how the data was analysed. A 
description and rationale for the types of both quantitative and qualitative research methods 
that were used in the methodology will be given. 

2.2 Design 

In order to meet the primary aim of the project which was to investigate the outcomes for 
people who left Kingseat Hospital in 1988-1989 to live in services for people with 
intellectual disability run by IHC Inc., it was decided to: 

1. collect demographic information on the residential and work history of the people 
throughout the eight years since leaving the hospital 

2. explore the perceptions of the people who have been deinstitutionalized, their family 
members, and caregivers about the effects of the move into the community 

3. examine the extent to which the people had become involved with the community. 

In order to meet these aims the study combined both quantitative and qualitative methods 
across a cluster of three groups of participants: the person with an intellectual disability; an 
individual staff member with a long history of association with the person within the 
community service; and a family member and or advocate. To allow for an investigation that 
would maximise opportunity for a range of opinions to be expressed it was decided to 
interview, where available, all participants (from the above three groups) that could be located 
in relation to the 61 people that were involved in the move to live in the community. As 
deinstitutionalisation within New Zealand is still considered controversial by some 
stakeholders (Corbet, 1998) the study needed to investigate as broad a range of opinion as 
possible from those people directly affected by the move from Kingseat Hospital into the 
community. A semi-structured survey was individually designed for the three groups of 
participants (See Appendices A. B. C). The responses were content and, where appropriate, 
statistically analysed. A description of the interview schedules as well as the interviewing, 
reliability and analysis techniques implemented are outlined in the relevant sections below. 

In order to access a richer descriptive analysis of the community living experience of the 
people who had lived in the hospital, nine case studies were undertaken in an attempt "to gain 
more information about the structure, process and complexity" of the experience. 
(Sarantokos, 1993 p.260) Each of the case studies was developed by a comparative analysis 
of the transcription of interview data of the person, their associated staff member and their 
family member or advocate. The case studies were limited to the nine people with intellectual 
disability whose conversational ability enabled them to be interviewed. The same interview 
schedules that were outlined above for the survey were used but the analysis combined a 
comparative thematic approach across the three tape recorded interviews to construct how 
the experience of community living had been for the person. The case studies were also 
initiated as a means of verifying the overall findings of the survey approach. 
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2.3 Research team 

The research team involved three investigators and a consultant. Of the two principal 
investigators, one was Wellington based and the other located in Auckland. A third 
investigator was employed under the Health Research Council grant to assist on all aspects of 
the project. The consultant worked with the team in discussion of the design and 
implementation of the analysis. Technical personnel were involved with the project in the 
respective areas of transcribing interview data and data entry. The research office which was 
managed by the investigator employed under the grant, was located within the Auckland 
College of Education. 

2.4 Focus people of the study who had lived in Kingseat Hospital 

The investigators worked with the management of IHC. Inc. , in the Northern, Central and 
Midland Regions to locate the addresses of people who had left Kingseat to live in IHC 
services as part of the joint Auckland Hospital Board (now Health Funding Agency) and IHC 
initiative in 1988. Of the 61 people who were funded under the original deinstitutionalisation 
initiative six people (five males and one female) were deceased by the commencement of the 
research project. A seventh person was unable to be located. Following placement in an IHC 
facility he was readmitted into another psychiatric institution and although an extensive 
search was made to locate his address, knowledge of his whereabouts has been lost over the 
subsequent years. The overall number of people who became the focus of the study was 
therefore 54 with 31 being female and 23 male. Their overall age range was from 36 to 65 
years with the mean age of 48. In terms of the length of stay of the focus people within 
Kingseat hospital it ranged from two to 42 years with a mean number of 22 years. In order to 
distinguish the present study from the project that moved people out of Kingseat it will be 
referred to as the Living in the Community research project, whereas the movement of people 
out of Kingseat will be referred to as the Kingseat project. 

On leaving Kingseat the people were relocated throughout the North Island within IHC 
branch geographic areas. At the time of the present study 34 people lived in greater Auckland 
and 20 in provincial areas. Two of the Auckland based people no longer lived in IHC services 
but were gaining support from another residential and work support agency for people with 
intellectual disability. Of the 54 people that the study concentrated upon 41 were considered 
to have high support needs, 3 medium and 10 low. Needs ratings were determined through a 
support needs check list (IHC, n.d.) that the IHC used at the time of the Kingseat Project to 
apply to the government for funding. 

2.5 Participants 

2.5.1 Group One: Staff members 

Forty four staff working for IHC, Inc., and two for the second agency were available to be 
interviewed. They were staff that had a history of working with the individual person who 
had previously lived at the hospital. Seven staff were interviewed for more than one or two 
persons. Of the 46 staff, six were male and 40 were female. Their ages were broken into four 
groups: five were in the 20-30 age group; 11 in the 31-40 group; 11 in the 41 to 50 age group; 
16 in the 51 to 60 group with three staff declining to give their age. In terms of working with 
the person that had lived in the hospital the time ranged from one to 10 years with a mean 
number of five years. In terms of level of responsibility within the organisation eight were 
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Community Service Managers and 38 were Community Service Workers. Within the latter 
group 36 worked in residential services and two in day placement settings. 

1. Selection of staff member participants 

In selecting the appropriate staff member for interviewing the investigators worked with the 
regional management of IHC, Inc. This group, after consultation with senior staff in the 
respective regional areas, forwarded to the research project office a list of names of staff that 
had worked the longest with the person since he or she had arrived from Kingseat hospital to 
live in IHC services. The nominated staff person was then posted an invitation to participate 
as well as an information sheet (See Appendix D) outlining the project. This was followed by 
a phone call setting up a time and place of their choice to meet. Where staff were located out 
of the Auckland area the local management set up the meeting arrangements. 

This same form of contact was used with the other two groups of participants described 
below. Prior to the start of all interviews the participants were asked to sign a consent form 
(see Appendix E) . 

2.5.2 Group Two: Family or advocate members 

Twenty one family members and one advocate agreed to be interviewed consisting of nine 
mothers, three fathers, three sisters, three brothers, three cousins and the one female advocate. 
These participants were asked to indicate which age grouping they fell into and a majority of 
10 were in the 71 to 80 age group with 7 in the 61 to 70 group, with 3 in the 41 to 50 group, 
with 1 in the 51 to 60 and 1 in the 20 to 40 grouping. 

1. Selection of family members/advocates 

Following consultation with the regional management of IHC. Inc, addresses of the family 
members, that were available for contact, were provided. Thirty four families were 
approached, while for another 20 no contact was made as these families had indicated at the 
time of their son or daughter leaving the hospital, that they wished to have no ongoing 
contact. 

The majority of family/advocate members chose to be interviewed in their own home. Six of 
the family/advocate members requested to have a support person present at the time of the 
interview. Of the 34 family members who were sent information (See Appendix F) about the 
project eight chose not to be interviewed. Reasons included that the family member did not 
want to relive the past and that interviews from the past had been counter productive. 

2.5.3 Group three: Focus persons who had lived in the hospital 

In terms of funding level for the Kingseat project each of the focus persons was assessed 
using a support needs check list (IHC, n.d.) and then rated according to the level of support 
required across the areas of self help skills, communication, behaviour and mobility. On 
leaving the hospital 10 of the people were seen as having low support needs, 3 medium 
support needs and 41 high support needs. 

Nine of the ten people who fell into the categories oflow and medium support needs made up 
participant group three. All nine people were considered to be able to communicate verbally 
and hold a conversation. People who were considered to have high support were usually non
verbal. The age range within the group of nine people was from 37 to 65 with a mean of 53 
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years. The length of stay within the hospital had ranged from nine to 31 years with a mean of 
17. In terms of the geographic location of the people, five were in the Auckland area, two in a 
provincial city and two in country towns. Of the nine people, seven of the participants lived 
in group homes and two in flats. Two people attended out of the house day programmes, 
four worked in sheltered workshops, and three were in mobile work crews. Two of the 
people also held part time jobs in the community. 

1. Selection of participants 

All 10 people who were capable of holding a conversation were approached to be 
interviewed. (See Appendix 6) Nine of the 10 people agreed while a tenth person was 
hospitalised, and considered to be too unwell to participate at the time of interview. As this 
group with the low support needs represented a minority of the focus people, the findings 
that relate to the perceptions of this group cannot be assumed to reflect those of the other 45 
people for whom oral language was not evidenced. This group of nine people had a higher 
level of independence. 

2.6 The interview schedule 

2.6.1 Description of the interview schedule 

A semi-structured interview schedule was administered across a cluster of three groups of 
participants: the person with an intellectual disability; an individual staff member with a 
history of association with the person within the community service, and a family member or 
advocate. All three schedules covered: the health status of the person, history of residential, 
work and day placements, types of community and leisure activities, pleasures in life, and 
circles of support. Each schedule had additional questions that were specific to the 
experience of the particular group. For the staff they were in the area of memories of initial 
meeting, transition into the community, and degree of staff/family contact. For the 
family/advocate specific questions were about early socialisation of the person prior to living 
in the hospital, how the decision was made to place the person in the institution, how the 
family was informed of the deinstitutionalisation process and reaction to the move into the 
community and its challenges. For the person further questions were in the area of memories 
of and activities in the hospital, what they missed about the hospital, and present life 
satisfaction. Common to both the staff and family schedule were questions that related to 
change for the person, advantages and disadvantages of community living, and measures of 
quality of life. Within this monograph the findings to the questions have been grouped under 
the following headings: transition process into the community, health issues, residential 
placements, day options, community experience, outcomes of moving into the community, 
reflections on Kingseat, pleasures in life of the focus person and their future. 

1. Administering the interview schedule 

All three investigators were involved to varying degrees in the administration of the interview 
schedule across the interview clusters. By cluster it was meant all the interviews associated 
with a particular person who had left Kingseat. A full cluster would consist of the three 
interviews for the person, their family/advocate member and the staff member. The 
interviews were conducted at a place chosen by the participant, which for the majority of 
staff was within the residential or work setting where they were employed; likewise at the 
residential or day programme address for the focus person and for the family member in the 
family home. A small number of participants chose to be interviewed at the project office. 
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The respective interviews took on average one and a half hours to complete and the responses 
to the questions were written by hand unless the participants had agreed to take part in the 
case studies ( see Section 3. 7) where their responses were tape recorded. 

Within the Auckland and Northland areas the interview clusters were allocated between the 
two Auckland based investigators with the majority of the interviews being done by the 
investigator that was employed by the project. The Auckland based Principal investigator 
was allocated one in nine of the interview clusters. In order to allocate interviews on a 
random basis, a subject order list was drawn up beginning with the person formerly from 
Kingseat whose residential address was the closest to Queen Street in the centre of Auckland. 
From thereon the subject list continued in order of the person's location on the four routes, 
north, south, east and west out of Auckland city, as far north as Whangarei. Outside of the 
Auckland/Northland area the investigator employed by the project was responsible for the 
interview clusters in Hamilton, Palmerston North and Bay of Plenty while the principal 
investigator in Wellington conducted the interviews in Gisborne. 

At the start of the project the Auckland based investigators conducted four interviews 
together. There were two with staff and one respectively with a family member and a focus 
person. The purpose was to trial the schedules and observe one another's interviewing 
techniques followed by feedback. As a result, the order of the health related questions was 
changed and information about community presence was gathered in a different format. The 
health related questions were transferred to the beginning of the schedule as a means of 
settling the participant into the interview mode. 

Information gained from questions on community presence was accompanied by a mapping 
process where the interviewer graphically illustrated the responses. As the sample size was 
small, particularly for family and focus person participants, it was decided to include 
responses gained in these early interviews as the questions remained unchanged. 

2.6.2 Coding and analysis of the interview data 

With the exception of questions that had a closed response, all interview questions, on the 
three respective schedules were analysed for content categories. In relation to the staff 
schedules the two Auckland based investigators read the same ten interview responses for 
each question and then listed and discussed what they saw as the major content categories. 
Coding categories for each question were designed and where it was decided that the coding 
was open to interpretation each member would code the same ten responses to a question and 
then a check would be made for reliability. Within the staff schedule a reliability check was 
conducted on seven questions, one of which had three parts. An overall reliability rate for 
these questions ranged from 64% to 90% with an average of 75%. For the family and person 
schedules only questions which were considered different from those of the staff schedule 
were party to the same reliability process. The overall reliability for the family schedule of 
which 10 questions were rated ranged from 72% to 100% with an average of 87%. For the 
focus person there were three questions rated, one of which had three parts and the overall 
reliability ranged from 84% to 100% with an average of 93%. Following the respective 
reliability checking on the coding categories the same project team member coded all of the 
schedules and the data was entered onto an Excel spread sheet and then loaded for analysis 
using SPSS advanced statistics 7 .5 (SPSS, 1997) statistical programme. Frequencies of 
response were determined in relation to the interview questions and where the same questions 
had been asked across more than one group the data was compared and contrasted and a 
statistical analysis was applied to selected areas of interest. 
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2. 7 Case studies 

2. 7.1 Participants 

As a means of gaining a deeper insight into the experience of the people who had lived in 
Kingseat, it was decided to seek the permission of the nine focus people who were able to be 
interviewed to tape record their responses and those of their respective staff and family 
members. (See Information Sheets D.F.G.) An advantage of using audio taped interviews for 
these nine participants was that it enabled the interviewer, who did not have to concentrate 
upon writing the response, to be more flexible in the interview situations. Often when 
interviewing people with intellectual disability there is a need to restate the questions as well 
as ask alternative questions considered at the time of interview easier for the person to 
comprehend (IHC. , 1986). Within this interview situation the person was asked if they 
would like to have a support person present. Three of the people chose a staff member to 
support them. For all of the nine interviews the two Auckland based investigators attended 
with one member acting as the interviewer and the other as an observer available to assist with 
communication for either the interviewer or the person with a disability. 

The staff person as well as the family member associated with all nine of the people were also 
asked for permission to tape record their interviews to capture the full detail of their 
responses. All nine staff associated with the focus person agreed to have their interview 
taped although in one situation technical problems led to only half of the interview being 
recorded and the rest recorded by hand while in another the tape was misplaced. 

Of the nine focus people six had family and one an advocate who agreed to participate in the 
project. In two of the family situations sensitivity to the family member's wishes precluded 
the taping of the interview and hand written notes were taken. 

In summary, for four interview clusters there were interview transcripts for all three 
participants; for three clusters two interview transcripts and one handwritten and for two 
situations only transcripts that related to the focus person and the staff member only. For 
seven of the case studies the material analysed came from a full cluster of three participants 
and for two it consisted of only the focus person and the staff member as family chose not to 
be interviewed. 

2.7.2 Consent 

Prior to the start of any interview the participant was asked to sign a consent form (see 
Appendix E) which gave permission for the use of tape recorded material. The taped 
interview session took between one to one and a half hours. 

2.7.3 Development of case studies 

All three transcripts of the person, the staff member and the family member were analysed 
for information in the same areas as they related to the person's history; hospital memories; 
residential settings; changes for the person; work/day programmes; community interactions; 
friends, family connections and wishes for the future. Similarities and differences were 
reported in the writing of an account of the person's life since living in the community. A 
narrative was written, discussed and modified, as appropriate, by the two members of the 
project team that had met with the nine people to ensure that the reported detail would not 
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easily identify the person. The narrative was then sent to all members of the cluster who had 
participated for any changes particularly as they related to the confidentiality of the material. 
Where needed support persons were arranged to assist the focus person to read the narrative. 

2.8 Presentation of the findings 

The findings are written in a monograph form with both the survey data and case studies 
being discussed separately followed by a discussion of the implications of the findings for the 
deinstitutionalisation process as well as that of the community living movement. A summary 
of the findings was distributed to all participants with the full report being made available 
first to HRC and IHC and then to both voluntary and government agencies and other 
interested stakeholders, such as advocacy groups, parent organisations and research agencies. 

2.9 Conclusion 

The survey method in the Living in the community project has enabled the perceptions of 
people close to those whose lives were affected by the move to be recorded. In nine 
situations the people themselves were able to tell how they had experienced the change. The 
use of the survey technique led to a high response rate as well as a means of capturing 
spontaneous answers to the many questions used to collect information on the process of 
deinstitutionalisation (Sarantokos, 1993). The case study approach further enabled an 
account of how the nine people entered the community and what became of them. The 
stories were aimed to capture ways in which individual people had adapted to a change in the 
culture of their living (Marshall & Rossman, 1995). 
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CHAPTER3 

Findings 

3.1 Introduction 

Within this chapter the findings of both the survey as well as the case studies will be 
presented. The survey findings have been grouped under the following headings: Transition 
into the community; health status; residential living; day activities; community integration; 
outcomes for the focus person; and the future. A summary of the findings concludes the 
chapter. 

3.2 Transition into the community 

Within this section of the findings, the initial memories of the person who had lived in the 
institution are reported by staff. Staff memories are then followed by the reaction of both 
families and staff to the transition process from the hospital to the community, including the 
reaction of the family to being informed of the move. 

3.2.1 Early memories of the people who had lived in the hospital 

Staff subjects were invited to reflect upon their initial memories of meeting the person from 
the hospital. The types of memories identified were overwhelmingly negative with the four 
major categories being in the areas of: alienating physical appearance (22, 41%); 
hyperactivity (22, 41%); scared and intimidated (21, 39%) and aggressive behaviour (21, 
39%). The two categories of memory that indicated a positive outlook related to the person 
being seen as having a range of skills (9, 17%) and the ability to articulate (3, 6%). See Table 
3 .1 for an outline of other categories of memory. 
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Table 3.1 
Staff memories of first contact with people who had lived in the hospital (N=54 ) 

Category N % 

Alienating physical appearance 22 41 

Hyperactive 22 41 

Scared and intimidated 21 39 

Aggressive 21 39 

Inappropriate social behaviour 21 39 

Communication issues 18 33 

Ritualistic behaviour 17 32 

Self mutilation 12 22 

Being intimidating to staff 11 20 

A range of skills 9 17 

Toileting problems 9 17 

Overdependent 9 17 

Person without history 5 9 

Poor sleeping habits 4 7 

Articulate 3 6 

Influence of drugs 3 6 

Hallucinations 2 4 

Although the memory categories were in the large majority negative the staff participants' 
overall comments were coded within their descriptive context as positive, mixed or negative. 
In keeping with the categorisation data the highest overall category was negative (35, 65%) 
followed by mixed (14, 26%) and then that of positive (5, 9%) (See Table 3.2). 





Table 3.2 
Quality of staff memory on first encounter with the person from the hospital {N=54) 

Category 

Negative 

Mixed 

Positive 

N 

35 

14 

5 

% 

65 

26 

9 

22 

Outlined below are three scenarios that give examples of a negative, mixed and positive 
response in terms of the memory of staff on the first encounter with the person from the 
hospital. A random selection of three responses from each category was made and the one 
that was considered to be the richest descriptively was chosen. 

1. Scenario one: Positive 

The following positive comment was made by a staff member who had worked with the 
person for the nine years he had been in the community. The person was 57 years and was 
considered to have a high level of dependency. He had moved out of the Auckland area to be 
reunited with his whanau. Throughout the week he worked in a landskills programme and 
lived with three other men of his own age. 

I had a good feeling about him and he was welcomed onto the marae at his return. 

2. Scenario two: Mixed 

The following mixed comment was made by a staff member who had worked with the person 
for five years within a community residence. The focus person was 49 years and was 
considered to have a high level of dependency. Since moving out of the institution where she 
lived for twenty five years the person had moved from a city to a rural setting where she 
currently lives with four other people and is part of a house based day programme. While 
living in the institution her family made regular contact which has continued into the 
community. 

A child from hell, a wild lady who scratched, attacked others, looked awful with scraggy 
hair, but with a sense of humour and well liked because she livens the place up. 

3. Scenario three: Negative 

The following negative comment was made by a staff member who had known the person for 
five and a half years, and worked with her in a semi-rural setting where the person lived with 
four other people of similar age. The person was 51 years and had lived in the institution for 
37 years . Family contact had been intermittent over the years and since living in the 
community there had been limited contact. The person had resided in two semi-rural settings 
since leaving the hospital. During the day she attended a house based day programme. 
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Horror at her physical appearance, bald and huge, with broken limbs which had been 
plastered and replastered. She was loud and aggressive, spitting, kicking, biting and 
stripping in public. 

3.2.2. Relationship between initial memory and length of time staff had known the 
person 

It must be appreciated that the staff had known the particular person whom they had worked 
with for varying lengths of time. Length of relationship was broken into the following four 
time categories: for ten staff three years and less; for 21 between four to seven years; for 14 
between eight and nine years and for nine, nine or more years. It was thought that a 
relationship could exist between the recalled memory and period of time the relationship had 
existed. Table 3.3 sets out the means and standard deviations (SD) for the length of time that 
the staff person had known the person with intellectual disability from the hospital. A one 
way analysis of variance was performed but no significant differences were found [F (3,50) = 
.267 p = .85] with the means of all four groups being close to the negative category, which 
had a scale value of 0. One point of interest is that there is relatively little variance (S = 0.18) 
among the recalled memories of those who had known the person whilst living in the hospital 
(9+ years) and those who had only known the person relatively recently and on first going 
into the community, suggesting a uniformity in perception. 

Table 3.3 
Means and standard deviations of overall category of staff memory by length of time of 
knowing the person (N=54) 

Time known 

0-3 years 

4-7 years 

8-9 years 

9+ years 

N 

10 

21 

14 

9 

Mean 

.3000 

.4286 

.5000 

.4444 

Note: 0 = negative memory, 1 = mixed memory, 2= positive 

SD 

.6749 

.6761 

.7596 

.1757 

3.2.3. Staff recollection of the person's transition from the hospital to the community 

Staff were specifically asked to recollect what were the person's reactions to the movement 
from the hospital to living in the community. Where the staff member being interviewed had 
not been personally involved, at the time of transition, they were asked if they had heard of 
the reactions of the person from other staff. Staff responses were coded across the categories 
of positive (27,50%); mixed (2,4%); and negative (10,19%) with 15 (28%) participants 
indicating that they did not have any knowledge of the period (see Table 3.4). 





Table 3.4 
Staff impression of person's reaction to transition (N=54) 

Category 

Positive 

Mixed 

Negative 

Don't know 

N 

27 

2 

10 

15 

% 

50 

4 

19 

28 

Note: The percentages do no add up to 100 because of rounding of the decimal point. 
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Outlined below are three scenarios that give examples of a positive, mixed and negative 
response of staff to the person's reaction to the transition. A random selection of three 
responses from each category was made and the one that was considered to be the richest 
descriptively was chosen. 

1. Scenario one: Positive 

The following positive comment was made by a staff person who had known the person for 
nine years ever since she came out of the institution. The person was 3 7 years with low 
support needs and had lived in the institution for nine years. Since living in the community 
she had moved once and was currently living in a five bedroom group home. Throughout the 
day she worked in sheltered employment. 

She was pleased to get out, the hospital was like a prison where she had no respect or 
independence and was always accompanied. 

2. Scenario two: Mixed 

The following mixed comment concerns someone who had been known to the staff person for 
seven years. The focus person was 59 years with high support needs and is now living in a 
rural setting after spending time in the city. Throughout the day he worked in a farm based 
landskills programme. Following deinstitutionalization he was reunited with his family who 
now visit from a considerable distance. 

He was angry and frustrated and made a dent in the van, but he was a real nice bloke. 
The Community Services Manager who brought him up thought he was lovely and just 
needed a bit of space, and wanted to be in the country. He was very friendly and the 
staff all liked him. 

3. Scenario three: Negative 

The staff person who made this comment had worked seven and a half years with the client 
who was 57 years, with high support needs. The person lived with five other women beyond 
the central city area, and attended a day programme based within a residential facility. She 
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had been institutionalised for 34 years, 14 of those in the psychiatric hospital. Both her 
parents were deceased. 

Unfamiliar with the territory, afraid of people and with the memory of remnants of 
terrible things that people subjected her to, she went berserk, and went for staff with a 
poker. 

3.2.4 Family responses to the initial transition of people from the hospital into the 
community. 

The family member was asked whether there were any aspects of the move from the hospital 
into the community that could have been done differently to have better assisted their family 
member (see Table 3.5) as well as the family as a whole (see Table 3.6). For the person half 
of the family members (11, 50%) indicated general satisfaction with the process. Suggestions 
for change that would have assisted their family member covered: more information to be 
given to staff (6, 27%) as well as closer supervision of the person (4, 18%). 

Table 3.5 
Family perception of what could have been done differently for the person in the 
transition period ( N=22) 

Perception 

Satisfied with process 

More information to be given to staff 

Closer supervision 

Don't know 

N 

11 

6 

4 

3 

% 

50 

27 

18 

14 

For themselves, once again, half of the family members (11 , 50%) were satisfied with the 
transition process, while 4 (18%) indicated that, as a family, they would have liked more 
control over the process. All other responses were thinly spread across what was the specific 
focus of the previous question, possibly an indication that family needs are perceived to be 
interwoven with those of their family member. 



Table 3.6 
Family perception of what could have been done differently for the family members 
(N=22) 

Perception N % 

Satisfied 11 50 

Better safety for the person 5 23 

More family control over process 4 18 

More history for the staff of the person 3 14 

More appropriate placement for the person 2 9 

Addressing insecurities for the person 2 9 

No opinion 4 18 

3.2.5 Informing the family about the move into the community 
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When the family were asked to indicate how they found out about the move of their son or 
daughter from Kingseat hospital into the community a range of responses included by mail (7, 
32%) and being visited by the Kingseat placement group (5, 23%). Three families reported 
that they heard about it through the media (3, 14%). Three of the families indicated that with 
the time they could not respond accurately to this question (see Table 3.7). 

Table 3. 7 
How the family were informed ( N=22) 

Type 

Letter sent 

Visited by placement group 

Telephone 

Saw it in media 

Couldn't remember 

N 

7 

5 

4 

3 

3 

% 

32 

23 

18 

14 

14 
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3.2.6 Reaction of family to being informed 
, 

Family members were asked to reflect upon their initial reaction to being informed that their 
family member was to leave the hospital. The responses divided into the three areas of 
personal reaction, reaction on behalf of the person and how it would affect the family (see 
Table 3.8). In terms of personal reaction the two responses of the highest frequency, of 
hostility and apprehension (13, 59%) and a good plan (9, 41 %) indicated a mixed reaction. 
Reaction on behalf of the person stressed that the family member thought that the person 
would never manage (8 , 36%) and feared for their safety and that of the community (7, 32%). 
Creation of division in the family was mentioned by 3 (14%) of the subject group. 

Table 3.8 
Family reaction to the discharge (N=22) 

Reaction N % 

Hostility & apprehension 13 59 

Good plan 9 41 

Thought person would never manage 8 36 

Fear for safety of person & community 7 32 

Distance from family reduced 5 23 

Division in family 3 14 

Fear of further involvement 3 14 

Reduced guilt 2 9 

Thought person was cured 2 9 

3.3 Health issues 

3.3.1 Staff perception of health issues associated with people following the move from 
Kingseat to the community 

When staff were asked to indicate an overall summary of the person's health since leaving 
Kingseat Hospital the majority of staff perceived that the health status of the person had been 
positive (47, 87%) (see Table 3.9). Minor illness such as colds, flu, stomach upsets, and 
headaches were reported to be seldom experienced seldom (51 , 94%). 





Table: 3.9 
Health status of focus person since leaving the hospital as perceived by staff ( N=54) 

Status 

Positive 

Mixed 

Negative 

N 

47 

2 

5 

3.3.2 Ongoing health issues 

% 

87 

4 

9 

28 

Ongoing health problems were distinguished from minor illnesses as those that had a regular 
pattern of occurrence for which treatment would be sought. The two major areas of need 
were digestive/uterine (17, 32%) and neurological (16, 30%). See Table 3.10 for a complete 
range of health problems, which shows that apart from the latter two major areas the 
remaining five effected less than 8 (15%) of the people that had previously lived in Kingseat. 
The frequency of seeing the doctor according to 54 staff ranged from up to three months for 
31 ( 57%) of the focus people through to up to six months for 16 (30%) and less frequently 
for 6 (11 %) of the subject group. 

Table 3.10 
Range of ongoing health problems identified by staff (N=54) 

Problems N % 

Digestive/uterine 17 32 

Neurological 16 30 

Pulmonary 8 15 

Skin allergies 6 11 

Endocrinal 4 7 

Ear nose throat & eyes 4 7 

Muscular skeletal 2 4 
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3.3.3 Hospitalisations 

Staff said that 29 (54%) of the focus people had been hospitalised since leaving Kingseat. 
Information was gathered from staff on the frequency of both planned and emergency surgical 
admission as well as non-surgical admission. Overall a minority of people had been admitted 
to hospital for planned surgery (15, 28%); emergency surgery (4, 7%). The greater number 
was for non-surgical admission (22,41 %) (see Table 3. 11). 

Table 3.11 
No. of planned, emergency surgical and non-surgical admissions (N=S4) 

Number 

One 

Two 

Three 

Four 

Five 

Nil 

Note: 

N 

4a. 

1 

1 

1 

1 

46 

Plan surg 

% 

7 

2 

2 

2 

2 

85 

Emerg surg 

N % 

2b. 4 

1 

50 

2 

2 

93 

N 

15c. 

3 

3 

1 

35 

Non-surg 

% 

28 

6 

6 

2 

65 

a. Four (7%) of the focus people were identified by staff as having planned surgery once 
only 

b. Two ( 4%) of the focus people were identified by staff as having emergency surgery once 
only 

c. Fifteen (28%) of the focus people were identified by staff as having non-emergency 
surgery once only 

3.3.4 Accidents 

When the 54 staff were asked if the people had had accidents they indicated that 12 (22%) 
had, with a majority of 38 (70%) being free of such incidents. In relation to problems 
associated with the accidents only one (2%) staff member said that a person had ongoing 
complications. Of the small number of accidents reported fractures and falls were 
experienced respectively by five (9%) of the participants (see Table 3.12). 



Table 3.12 
Staff perception of type of accidents experienced by focus people (N=54) 

Type 

Fractures 

Falls 

Car accidents 

Bums 

3.3.5.Medication 

N 

5 

5 

1 

1 

% 

9 

9 

2 

2 

30 

In terms of whether people take medication the staff (N=54) indicated that 52 (96%) took it at 
the time of interview and 2 didn't (4%). As a means of analysing the extent to which the 
taking of medication had changed or remained the same since leaving Kingseat, staff were 
asked to submit the earliest medication chart that was on record for the focus person as well 
as the current one. These were made available for only 15 of the focus people as difficulties 
were encountered in the retrieval of early records. 

Twelve of the 15 initial charts were those that accompanied the person at the time of 
discharge while for another two they were filed one year later and for another person two 
years later. The two records were then compared as to the number of types of drugs that the 
person was on in the early stages of arrival from the hospital and at the time of the study (see 
Table 3.13). The most frequent drugs that were being taken both on arrival in the community 
and at the time of the study were anti psychotic (arrival : 13, 86%; study: 13, 84%); anti 
convulsant (arrival : 7, 47%; study: 6, 40%); and anti depressant (arrival: 5, 33%; study: 5, 
33%). 
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Table 3.13 
Types of drugs taken on discharge and currently ( N= 15) 

Medication On leaving Kingseat At time of study 

N % N % 

Anti psychotic 13a 87 13b 87 

Anti convulsant 8 53 7 47 

Anti depressant 5 33 5 33 

Laxative 4 27 3 20 

Contraceptive 1 7 2 13 

Dietary supplements 1 7 0 0 

Hypnotic drugs 0 0 1 7 

Metabolic 1 7 2 13 

Analgesic 0 0 1 7 

Asthmatic 1 7 1 7 

Note: 
a. Thirteen (87%) of the focus people had anti-psychotic drugs prescribed on arrival from 

Kingseat 
b. Thirteen (87%) of the focus people had anti-psychotic drugs prescribed at the time of the 

study 

3.4 Residential placements 

3.4.1.Number of placements 

In terms of the number of residential placements reported by staff for the focus people 51 of 
the 54 staff could give a full placement history which they often supplemented by checking 
the person's history in their personal record. Three staff indicated that they had not been 
involved long enough with the agency to know the person's history and were not in a position 
to interpret detail in files with confidence. From staff reports it appears that two placements 
were experienced by half of the focus persons (26, 51 % ), while 24 ( 4 7%) had lived in three or 
more settings (see Table 3.14). Of note only one (2%) of the people had remained in the 
original setting and of the 54 people, five (9%) returned to Kingseat for treatment. Two of the 
five people returned once to the hospital where it was decided that their ongoing needs could 
be better addressed by another service provider. In one instance this related to meeting the 
cultural needs of the person, for the other person, intensive behavioural intervention needs. 
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Both of these people however remained subjects within the present study. For the three other 
people they returned three times to Kingseat for psychiatric intervention following which they 
returned to the same residential address. 

When the nine focus people, who were interviewed, were asked to indicate how many 
residential placements they have been in since leaving Kingseat, they verified the average 
indicated by the staff of two per person with the range being between two to five (see Table 
3.14). 

Table: 3.14 
No of residential placements 

Number 

One 

Two 

Three 

Four 

Five 

Staff (N=51) 

N 

1 

26 

14 

6 

4 

% 

2 

51 

27 

12 

8 

Person (N=9) 

N % 

4 

2 

2 

1 

44 

22 

22 

11 

3.4.2 Reasons why people moved from one residential setting to another 

Staff were also asked to detail what their impression was of why people moved from one 
setting to another (see Table 3.15). Their reasons fell into the categories of the "behaviour of 
the person", "the needs of the person", "external forces" and "unclear". Behaviour was coded 
when a person was moved arising from ongoing behavioural problems which were thought 
could best be solved in another setting; needs of the person referred to where the person may 
have expressed an interest in living in another place or following discussion, for example, at a 
lifestyle planning (LSP) meeting, it was considered that their developmental needs would best 
be met by living in another setting; external forces related to the situations where people 
moved because of forces beyond their own control, such as, the agency selling the property; 
unclear related to where the respondent was unsure of the reasoning behind the move (see 
Table 3.15). 





Table: 3.15 
Reasons why people moved as perceived by staff ( N=Sl) 

Place 1 

Reasons N % 

Behaviour 11 a. 22 

Needs of 
person 

External 
forces 

Unclear 

Note: 

12 

10 

17 

24 

20 

33 

Place 2 

N % 

6b. 

10 

5 

6 

12 

20 

10 

12 

Place 3 

N % 

-c. 

5 

3 

6 

10 

6 

12 

Place 4 

N % 

ld. 

4 

1 

1 

2 

8 

2 

2 

a. Eleven(22%) of the focus people, according to staff, moved from the first residential 
placements because of behavioural needs. 

b. Six(12%) of the focus people, according to staff, moved from the second residential 
placements because of behavioural needs. 
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c. None of the focus people, according to staff, moved from the third residential placements 
because of behavioural needs. 

d. One (2%) of the focus people according to staff moved from the fourth residential 
placement because of behavioural needs. 

3.4.3 Type and location of placement 

As part of the placement history, all 54 staff were invited to describe the detail of each 
placement, particularly as it related to staffing ratio, number of residents, activities, and rural 
or urban location. The information in relation to activities and staffing ratio was not reliable, 
as detail, in relation to the earlier settings, had been lost to time. As a result it was decided to 
report only on the urban and rural location of the first and last placements as well as the type 
of setting. Where staff information was lacking records were examined to complete the data 
for the 54 focus people. 

Three types of location were identified inclusive of city which relates to a location in one of 
the cities in the North Island; township which relates to living centrally in a country town 
outside of a city; and rural setting which relates to a location outside of a country township 
(see Table 3.16). In terms of accommodation, the following types were identified: a hostel 
defined as a residential setting for 15 or more people which was staffed on a 24 hour a day 
basis; a group home where up to six people lived and which was staffed according to the 
support needs of the people including sleep over staff, an attached flat where up to two 
people lived with staff support as needed and shared with the residents from a group home 
located on the same grounds; and board where a person was contracted by the organisation to 
provide accommodation, food and support (see Table 3.17 ). 
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In terms of the location of the residential setting the large majority across both the first and 
last placement have been in city locations. Of note the present placement for four of the five 
people was a rural setting where they had been moved for behavioural reasons, eg. a farm or 
house distanced from its nearest neighbours. 

Table 3.16 
Rural/urban placements compared across the first and present placement for the focus 
people (N=54) 

City 
Placement N % 

First 50a. 93 

Present 42 78 

Note: 

Township 
N % 

4b. 7 

7 13 

Rural setting 
N % 

-c. 

5 9 

a. Fifty (93%) of the focus people according to staff were located in a city address on first 
placement. 

b. Four (7%) of the focus people according to staff were located in a township address on the 
first residential placement. 

c. None of the focus people according to staff were located in a rural address on the first 
placement. 

In terms of type of setting as it related to both the first and present placement the majority of 
people lived in group home settings (first: 48, 89 %; present: 51, 94%). When the project 
began, the IHC was in the final stages of downscaling its large residential settings such as 
hostels for 20 or more people and its group homes for 8 or more people. The policy at the 
time of the project was that new group homes were to be 5 bedroomed. In terms of numbers 
of people that lived in the group home settings at the time of interview one person lived alone; 
three people lived in settings with two other flatmates; two with three other people; eight with 
four others; 27 with five others and 10 with six other flatmates. Hostel accommodation was 
no longer used with the three sites that were in evidence at the time of the initial placements 
being sold or converted into smaller settings. 





Table 3.17 
Type of setting compared across the first and present placement (N=54) 

Setting 

Hostel 

Group home 

Attached flat 

Board 

N 

6 

48 

3. 4 4. Best placement 

First 

% 

11 

89 

N 

0 

51 

2 

1 

Present 

% 

0 

94 

4 

2 
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When staff were asked what was the best placement the large majority indicated the second 
placement (28 , 55%) followed by 12 (24%) who believed that it was the third (see Table 
3 .18). Such a response reflects the overall number of placements reported by staff for the 
focus people (two placements: 26, 51%; three placements:14, 27%) (see Table 3.14) 
indicating that often the best placement was seen as the current placement. 

Table 3.18 
Staff perception of best placement (N= 51) 

Placement number 

One 

Two 

Three 

Four 

Five 

Don't know 

N 

3 

28 

12 

4 

2 

2 

% 

6 

55 

24 

8 

4 

4 
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3.4.5 Current placement 

1. Characteristics 

Although staff, family and focus persons were asked to comment on the advantages and 
disadvantages of all placements for the focus people it was decided to report only on the 
current placement in view of difficulties encountered in recalling past details. Eight 
characteristics emerged and responses were coded accordingly. For the staff, the focus was 
upon positive interaction with staff (38, 70%); appropriate physical environment (38, 70%) 
and staff meeting the focus person's needs (36, 67% ). With the exception of the characteristic 
of the placement providing more activities (20, 37%), all other characteristics as listed in 
Table 3 .19 were identified by more that half of the staff group. 

For the family 18 (82%) members indicated that the current placement was the best. The 
same eight characteristics that emerged for the staff were present as well as an additional 
eight indicating that the family perspective had some differentiating characteristics. 

After an average of two placements per person, the family were still focussed upon the 
current placement being an improvement on the institution (17, 77%). Similar to staff, they 
placed high emphasis on staff meeting the needs of their family member but, unlike the staff, 
there was less emphasis on positive interaction with flatmates (5, 23%) and improved safety 
(5, 23%). A welcoming atmosphere within the placement gained a higher priority (10, 45%) 
than the latter characteristics. 

Similar to staff, the focus persons reinforced that the last placement was the best (9, 100% ). 
Only the responses of eight of the focus people were analysed in relation to the current 
placement as those for the ninth were inaudible for that particular section of the tape. Two of 
the characteristics of the current placement that were given the highest percentage ratings by 
the focus persons, positive interactions with flatmates (7, 88%) and individual choices (7, 
88%), were not so highly rated by the family and staff. In effect it would appear, that what 
each of the subject groups rated as highest respectively, related to their role as parent/family 
member, staff or focus person. A high frequency rating of positive staff interaction was 
however shared by both staff (38, 70%) and the focus persons (7, 88%). 
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Table 3.19 
Characteristics of last placement as perceived by staff, family and person 

Characteristics Staff (N=54) Family (N=22) Person (N=8) 
N % N % N % 

Positive staff 
interactions 38a. 70 Sb. 23 7c. 88 

Appropriate 
environment 38 70 12 55 7 88 

Staff meeting 
needs 36 67 15 68 6 75 

Increased 
1: 1 staff 33 61 1 5 6 75 

Improved 
safety 31 57 5 23 1 13 

Increased 
choices 29 54 4 18 7 88 

Positive 
flatmates 28 52 5 23 7 88 

More activities 20 37 11 50 5 63 

*Improvement 
on institution 17 77 

*Welcoming 
atmosphere 10 45 

* Accessible 
for family 8 36 

*Well resourced 6 27 

* Appropriate 
client grouping 6 27 

* Good location 
for integration 5 23 

*Staff stability 2 9 

*Cultural aspects 1 5 

* = Indicates those characteristics that were identified by only family 
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Note: 
a. Thirty eight (70%) of the staff indicated that a characteristic of the current placement for 

the focus person was the positive interaction with staff. 
b. Five (23%) of the family indicated that a characteristic of the current placement for the 

focus person was the positive interaction within staff. 
c. Seven (88%) of the focus persons indicated that a characteristic of the current placement 

for them was the positive interaction with staff. 

2. Discretionary activities within current placement 

When staff and the focus person were both invited separately to describe what activities they 
participated in within the different areas of the house, the following discretionary leisure 
activities were pinpointed (see Table 3.20). The staff and focus person agreed that watching 
television/video/and listening to the radio (Staff: 41, 76%; Person: 9, 100%) was the category 
of activity of the highest frequency. For the staff, the next most frequent activities which 
engaged less than 40% of the focus people were doing self initiated domestic chores (21, 
39%) as well as baking and snacking (20, 3 7%). For the focus people, similarly, the latter 
activity as well as talking on the telephone were identified by 8 (89%) of the group while all 
(9, 100%) were involved in self initiated domestic activities. Telephone conversations were 
only mentioned by 10 (19%) staff indicating the difference in relation to conversational skills 
between the focus people interviewed and the large group of focus people that the study 
centred upon. In summary, the leisure activities broke down into passive activities, such as 
watching television; domestic chores, such as baking; construction activities, such as 
carpentry and table activities, such as puzzles and handwork. 





Table 3.20 
Discretionary leisure activities 

Activities 

TV/video/ 
radio 

Domestic chores 

Baking/snack making 

Books /magazines 

Decorating bedroom 

Gardening 

Doing puzzles/games 

Enjoyment of pets 

Telephone 
conversations 

Making collections 

Playing instrument 

Writing letters 

Handwork 

Woodwork 

Fishing 

Staff (N=54) 

N 

41 

21 

20 

20 

16 

13 

13 

12 

10 

8 

2 

4 

5 

4 

2 

% 

76 

39 

37 

37 

30 

24 

24 

22 

19 

15 

4 

7 

9 

7 

4 

3.4.6 Family desires for future placement 

Person (N=9) 

N % 

9 100 

9 100 

8 89 

5 56 

8 89 

4 44 

5 56 

3 33 

8 89 

5 56 

1 11 

3 33 

5 56 

1 11 

1 11 
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When the family members were asked to comment on their hopes residentially for their 
family member in the future, a large majority indicated that they wished the person to stay in 
the same place (18, 82%) whereas an equal number hoped for the maintenance of the same 
staff (13 , 59%) versus a change of staff (13, 59%) (see Table 3.21). 



Table 3.21 
Future hopes of the family for residential placement (N=22) 

Hopes 

Stay in the same place 

Same staff 

Change of staff 

Increased accountability 

Return home 

N 

18 

13 

13 

3 

1 

% 

82 

59 

59 

14 

5 

3.4. 7 Patterns of family visiting in relation to the family home and that of the IHC 
setting 
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When the family members were asked whether they knew if their family member had had 
contact with the neighbours at their flatting address, 8 (36%) said yes and 14 (64%) said no. 
When further asked if their member visited them at home 13 (59%) of the 22 said yes, while 9 
( 41 % ) indicated that visits to the home were not made. Of the 13 focus people that visited 10 
(77%) went regularly. In terms of length of stay for the 13 people it was indicated that four 
(31 % ) stayed briefly while for three (23 % ) several hours and for 6 ( 46%) the visits were often 
overnight or for several days . All 13 (100%) people visited for Christmas, Easter and other 
celebrations, such as, birthdays, Mother's Day and family parties. 

When family members were asked if they visited the focus person at the IHC home, a large 
majority (18, 82%) indicated that they did and for 12 (55%) participants this was always with 
the support of other family members or friends. This visiting pattern was verified by the staff 
who indicated that for 18 (33%) of the 54 focus people there was regular family involvement, 
irregular for 22 (41 %) and no contact for 14 (26%) of the people. 

3.4.8 Changes as regards family involvement 

When the staff were asked if there had been any changes in family involvement since the 
person left Kingseat, the most salient feature was that for 25 ( 46%) of the focus people their 
original family support member such as a parent was now deceased, however, for 15 (28%) 
people a new family member had taken over the responsibility. The perception of staff was 
that for 18 (33%) people there was now regular involvement which earlier had been 
intermittent. Support was also evident for family members (13, 24%) who now required 
some assistance to visit, such as, being driven. Of note was that 16 (30%) of the focus people 
now visited their family member at the family member's home (see Table 3.22). 
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Table 3.22 
Staff perception of changes to family involvement ( N=54) 

Changes N % 

Family member/s deceased 25 46 

Regular involvement 18 33 

Focus person visits family 16 30 

New family responsible 15 28 

Support for parents to visit 13 24 

Rediscovery of person 4 7 

Family visit/not previously 3 6 

Contact waned 3 6 

Presents/cards stopped 2 4 

Pressure from extended 
family to discontinue 
contact 1 2 

3.4.9 Staff strategies to encourage family involvement 

Staff were invited to comment upon if and how they had worked to facilitate family 
involvement. Thirty three ( 61 % ) of the staff had been facilitative across a range of strategies 
(see Table 3.23). All of these staff (33, 100%) reported that they had assisted the person to 
call the family home on a regular basis while 15 ( 45%) were working to encourage people to 
self initiate phone contact. A major strategy that staff reported was family being invited to 
attend lifestyle planning meetings ( L.S .P.) ( 22, 67%). A small number of staff (7, 21 %) 
continued to work on trying to reunite the people with families. 





Table 3.23 
Staff strategies to involve families ( N=33) 

Strategies 

Regular telephone 
calls to family home 

Family invited to LSP 

Encourage self initiated 
phone calls 

Perseverance where 
family contact resistant 

Cards/presents 
instigated 

Search to locate 
& unite 

3.5 Day options 

3.5.1 Type of day option 

N 

33 

22 

15 

11 

7 

7 

42 

% 

100 

67 

45 

33 

21 

21 

A range of day options that the focus people were attending at the time of interview were 
identified by the staff. Thirty eight (70%) of the people attended day programmes while 12 
(22%) were engaged in work type activities. The day programmes were equally divided 
between those activities organised within the person's home (19, 35%) and out of the home at 
another house or centre based venue (19, 35%), whereas for work the major areas were 
workshop attendance (5 , 9%) and work groups in the community such as, a gardening group 
(6, 11 %) . Only one (2%) person was in supported employment (see Table 3.24) while for 
another person the support was individualised within an activity programme that was both 
home and community based. 
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Table 3.24 
Day placement type indicated by staff ( N=54) 

Type N % 

In home 19 35 

Out of the house 19 35 

Work groups 6 11 

Workshop 5 9 

Retirement programmes 3 6 

Supported employment 1 2 

One to one support 1 2 

3.5.2 Moves within day placements 

Staff were asked to comment on the number of day placement moves that the focus people 
had made since leaving Kingseat. Owing to lack of knowledge of the history of the focus 
person in the area of day placements, only 48 of the staff were able to comment. For families 
only 6 of the 22 family members believed that they had a reliable history which was 
considered too small a sample to report, whereas all nine of the focus person commented (see 
Table 3.25). 

According to staff, 20 (42%) of the focus people have remained in the same day placement, 
with 17 (35%) changing once. In comparison, 6 (66%) of the focus people indicated that they 
had moved once which may reflect a greater ability to initiate change. ( see Table 3 .25). 
More than one change in day placement was identified by a minority of both groups. 
(Staff:11 , 23%; Person:1, 11%). 





Table 3.25 
No of moves within day placement programmes 

Moves 

Stayed in same placement 

Changed once 

Changed more than once 

Don't know 

Staff (N=48) 
N % 

20 

17 

11 

6 

42 

35 

23 

13 

3.5.3 Reasons for moves within day placements 

Person (N=9) 
N % 

2 

6 

1 

22 

66 

11 
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When the staff were asked to respond to why the focus people moved from one day 
programme to another, the same categories of response as were identified for movement from 
one residential placement to another arose (see Table 3.26). External forces were indicated as 
a majority reason for movement from the first two placements (Placement 1: 16, 33%; 
Placement 2 : 8, 17%) with the second most frequent being behaviour (Placement 1: 8, 17 %; 
and Placement 2: 2, 4%) . 

Table 3. 26 
Staff perceptions of why people moved from one day placement to another ( N=48) 

Place 1 Place 2 Place 3 
Reason N % N % N % 

Behaviour 8 17 2 4 

Needs of 
person 1 2 1 2 

External 
forces 16 33 8 17 

Unclear 5 10 2 4 24 





45 

3.5.4 Reaction to day placement 

As a means of clarifying what occurred in the day placements staff, family and the person 
were asked to indicate what the person enjoyed and did not enjoy overall about day placement 
activities that they had experienced. A total of 54 staff were able to make some comment. 
For the staff, the majority perception was positive (34, 63%), followed by that of mixed (9, 
17%) and then negative (5, 9%). This perception was verified by the families with a positive 
perception given by 16 (73 %) and negative by (3 , 14%). Similarly, for the focus person the 
perception was positive (7, 77%) (see Table 3.27). 

Table: 3. 27 
Perception of person's reaction to day placement activities 

Perception 

Positive 

Mixed 

Negative 

Didn't know 

Quotations 

Staff (N=54) 
N % 

34 

9 

5 

6 

63 

17 

9 

11 

Family (N=22) 
N % 

16 

3 

3 

73 

14 

14 

Person (N=9) 
N % 

7 

1 

1 

77 

11 

11 

Outlined below are a group of quotations that give examples of a negative, mixed and positive 
response in terms of the focus person's perception of the day placements. A random selection 
of three of the seven positive responses was made, accompanied by the one mixed and one 
negative response. 

1. Positive responses 

Quotation 1 : 

Quotation 2: 

Quotation 3 : 

Yeah. I like keeping the place tidy. 

It's quite a good place to be .. . Oh the staff are quite nice, quite easy going 
staff, you can talk to them. 

We've got programmes here and we can do exactly what we want to do 
here, every Monday we do something special. Sometimes we go to walks 
downtown. 





Mixed responses 

Quotation 1 : 
She comes down sometimes but she is always in a rush. She takes people 
places. She bought me a birthday present one time. 

Negative response 

Quotation 1: 
I was a bit sick of it there and they wouldn't have me there. 

3.5.5 Pleasures associated with day placement activities 

46 

Pleasures in the day placement were either focussed on what went on in the centre or out in 
the community (see Table 3.27). Within the centre, for the staff and family the perceptions of 
the pleasures in terms of the highest frequencies were similar, with eating food gaining the 
highest percentage (Staff, 24, 44%; Family, 15, 68%), followed by musical activities (Staff: 
20, 37%; Family: 11, 50%). A different emphasis was revealed by the focus persons with 
emphasis being placed respectively by 4 (44%) of the focus people on socialising; art and 
craft activities; and doing house and cleaning chores within the centre. 

Outside of the centre, rides into the community were highlighted by staff (19, 35%) and 
family ( 11, 50% ). A similar pleasure, but expressed differently by the focus person was that 
of visits (7, 77%). It is probable that rides, as identified by both staff and family, would also 
have incorporated some visiting, that is, stopping to participate in some type of community 
activity (Table 3 .28). 





47 

Table: 3.28 
Pleasures in the day placement perceived for the person 

Staff (N=54) Family ( N=22) Person ( N=9) 
Pleasures N % N % N % 

Centre based 

Eating food 24 44 15 68 2 22 

Music 20 37 11 50 2 22 

Socialising 18 33 6 27 4 44 

Daily routine 1 2 8 36 1 11 

Housework 2 4 4 18 4 44 

Art & Craft 5 9 4 44 

Puzzles 5 9 

Reading 1 2 1 11 

Workshop 
contracts 3 6 4 44 

Smoking 5 9 2 9 1 11 

Community based 

Rides 19 35 11 50 2 22 

Sport 7 13 8 36 1 11 

Landskills & 8 15 2 22 
gardening 

Visits 7 77 

Continuing 
education 1 11 





3.6. Comm unity experiences 

3.6.1 Places visited 
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As a means of examining how the participants viewed the integration of people into the 
community the staff, family and person were invited to describe the places visited while the 
interviewer drew a community map of these locations illustrating their geographic 
connection. Mapping as a means of recording the daily life of people with intellectual 
disabilities has been both described and illustrated by O'Brien (1987). On a sheet of A3 paper 
the house that the person lived in within the agency was drawn and then the family home was 
placed within the geographic context of the agency residence (see Appendix H for an example 
of a completed community activities map). For both the staff and the person, the mapping 
began around the community home, while for the family member it started at their home if the 
person visited. In the course of mapping, the places that the person went to, the interviewer 
would try and ascertain the type of activity, how often the person went and who with, as well 
as if the activity was in an integrated or segregated setting. Table 3.29 outlines the 
experiences indicated by staff, the family and the focus person. 

As can be seen from Table 3 .29 the community experiences have been broken into the sub 
categories of: shopping; sports; culture; eating out; visiting; travel and rides and holidays; 
clubs and crafts; and nature outings. Across the three groups there was an agreement of over 
60% for the following experiences: van rides (Staff 49, 91%; Family 15, 68%; Person 8, 
89%); shopping as a form of entertainment (Staff 47, 87%; Family 15, 68%; Person 9, 100%); 
snacks & coffee (Staff 47, 87%; Family 13, 59%; Person 9, 100%); going to the beach (Staff 
43, 80%; Family 14, 63%; Person 8, 89% ); and walking (Staff 40, 74%; Family 13, 59%; 
Person 9, 100%). Visiting for the staff and the person were also high, with visiting people at 
other agency homes being 36(67%) for staff and 7(78%) for the person. Similarly, visiting 
other friends and family outside of the agency settings was the same frequency for the staff 
67% ( 54) and 100% (9) for the person. These two groups also placed a high frequency on 
going for trips to the gardens, bush, parks and zoo (Staff 44, 82%; Person 8, 89%). 





Table 3.29 
Description of community experiences for the focus people. 

Experiences 

Shopping 

Shopping/provisions 

Shop/clothes 

Shop/entertainment 

* Shop/beauty 

Sports 

*Swimming 

*Gym 

*Walking 

Bikeride 

Culture 

Movies 

Library /music 

*Music/drama 

* Concerts/theatre 

Church 

*Marae visits 

Eating out 

Snacks/coffee 

Restaurants 

Pubs/RSA 

Staff (N=54) 

N 

30a. 

25 

47 

32 

40 

32 

40 

1 

18 

19 

44 

17 

14 

5 

47 

22 

9 

% 

56 

46 

87 

59 

74 

59 

74 

2 

33 

35 

82 

32 

26 

9 

87 

41 

17 

Family (N=22) 

N 

llb . 

11 

15 

3 

9 

2 

13 

3 

11 

2 

10 

5 

4 

13 

5 

3 

% 

50 

50 

68 

14 

41 

9 

59 

14 

50 

9 

45 

23 

18 

59 

23 

14 

49 

Person (N=9) 

N 

9c. 

9 

9 

6 

4 

1 

9 

2 

8 

6 

6 

4 

4 

9 

7 

1 

% 

100 

100 

100 

67 

44 

11 

100 

22 

89 

67 

67 

44 

44 

100 

78 

11 





(Table 3.29 cont.d) 

Visiting 

*Visiting agency homes 

Visiting 

Travel, rides & holidays 

Bus/train 

Plane 

Ferry 

Van rides 

*Holiday/NZ 

Holiday/International 

Clubs & craft activities 

*Clubs 

*Pottery/craft 

Nature outings 

Gardens, bush, zoo, park 

Beach 

36 

36 

25 

3 

14 

49 

27 

1 

22 

22 

44 

43 

67 

67 

46 

6 

26 

91 

50 

2 

41 

41 

82 

80 

10 

12 

4 

3 

15 

1 

2 

4 

4 

10 

14 

45 

55 

18 

14 

68 

5 

9 

18 

18 

45 

64 

7 

9 

4 

2 

2 

8 

8 

2 

4 

7 

8 

8 

* = activities that were done in both segregated, integrated or combined settings. 
Note: 

78 

100 

44 

22 

22 

89 

89 

22 

44 

78 

89 

89 

a. Thirty (56%) of the people with disability were involved in shopping for provisions 
according to staff. 

b. Eleven (50%) of the people with disability were involved in shopping for provisions 
according to the family. 
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c. Nine (100%) of the people with disability identified their own involvement in shopping for 
prov1s10ns. 

Several of the above places visited were reported by staff as ones in which the focus people 
attended across both segregated and integrated settings. By integrated was meant that the 
person used locations that were used by non-disabled members of the public, whereas the 
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segregated places visited were in settings that had been developed specifically for people with 
disability. The majority of these activities (see Table 3.30) were experienced in integrated 
settings, indicating that such activities as swimming (28, 52%), gym (28, 52%) and music and 
drama (24, 44%) which historically have been done within agency facilities are now part of 
the move into the community. Pottery and craft (18, 33%) are the only activities where a 
higher percentage of people were engaged in segregated facilities. 

Table 3.30 
Level of integration within community activities identified by staff (N=54) 

Segregation Integration Combination 
Activities N % N % N % 

Swimming 6a. 11 28b. 51 6c. 11 

Gym 2 4 28 52 2 4 

Walking 2 4 35 66 3 6 

Music/drama 5 9 24 45 15 28 

Concerts/theatre 4 7 12 22 1 2 

Marae visits 4 7 1 2 

Holiday/NZ 2 4 23 43 2 4 

Clubs 9 17 6 11 7 13 

Pottery/Craft 18 33 2 4 2 4 

Beauty treatments 13 24 19 35 

Note: 
a. Six (11 %) of the focus people participated in swimming in a facility run for people with a 

disability. 
b. Twenty eight (52%) of the focus people went swimming in public pools. 
c. Six (11 %) went swimming both within a facility for people with disabilities (segregated) 

and in a public setting (integrated). 

3.6.2. Who the focus people shared ordinary places with in the community 

Both the staff and the person in the course of mapping community activities were asked to 
indicate who the experience was undertaken with. Table 3 .31 indicates the perception from 
100% of both the staff (54) and the persons interviewed (9) that the people experienced the 
community most frequently as a group of disabled people with staff. The second highest way 
in which activities were accessed was with one to one staff (Staff 52, 96%; Person 9, 100%). 
In terms of accessing the community with a group of disabled (Staff 10, 19%; person 5, 56%) 
and/or non-disabled friends (Staff 14, 26%; Person 8, 89%), the percentage ratings of the 
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person were always much higher than that of the staff. This may reflect that the nine people 
who had lived in the hospital, who were able to be interviewed, were all people with low 
support needs, and increased likelihood to develop a network of friends whereas the staff 
perception related to 54 people with a greater range of support needs. 

Table 3.31 
Accessing the community 

Ways 

With a group of disabled people 
and staff 

With one to one staff 

With two to one staff 

With a group of non-disabled friends 

Alone 

One to one disabled friends 

Within a group of disabled people 

One to one with a disabled friend 

Mix of disabled and non-disabled friends 

Staff (N=54) 
N % 

54 100 

52 96 

18 33 

14 26 

14 26 

13 24 

10 19 

8 15 

7 13 

Person (N=9) 
N % 

9 100 

9 100 

8 89 

8 89 

5 56 

8 89 

5 56 

5 56 

4 44 
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3.6.3 Neighbour contact 

As part of the mapping process, staff and the person were asked to indicate how much contact 
the person had with the neighbours. As can be seen from Table 3 .32, for the nine people 
interviewed, only one indicated that they had no neighbour contact, whereas for the staff they 
indicated that 22 ( 41 % ) of the focus people had no contact. Reciprocal visits were limited 
being indicated by 12 (22%) of staff and 3 (33%) of the people interviewed. 

Table 3.32 
Neighbour contact 

Type 

No contact 

Reciprocal visits 

Friendly greetings 

Emergency contact 

Passive withdrawal from contact 

Staff (N=54) 
N % 

22 41 

12 22 

10 19 

7 13 

1 2 

Person (N=9) 
N % 

1 11 

3 33 

1 11 

2 22 
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3.6.4 Friendship and support networks 

Friendship and social connections were identified by asking the staff, family member and the 
focus person to indicate who the people were in the focus persons' circles of friendship and 
support (Forest & Pearpoint, 1997). This was done using a series of concentric circles which 
began moving out from the centre with the person's most intimate circle of support (Circle 1); 
followed by that of close friends (Circle 2); through to people known from clubs and 
associations in the community (Circle 3); and finally to the last circle of people paid to be in 
the life of the person (Circle 4) (see Appendix I for a circle of support sheet). From the 
information gained it appeared that there were consistent categories of people across the first 
two circles which led to the same categories being used to code the information across both 
circles 1 and 2. For circle 3, the people named were categorised into the type of community 
group through which the focus person had contact and, similarly, in circle 4 into employment 
categories. In coding the types of friends and supporters into the categories, it was not the 
number in each category that was coded but the number of people that had one or more 
supporters in that category, for example, where sister is mentioned it is not the overall number 
of sisters that the participants had but the number of participants who had one or more 
supporters in the sister category. 

1. Intimate connections 

In relation to having intimate friends (see Table 3.33), the staff indicated that for 22 (41 %) of 
the focus people the staff was the most intimate category followed by the person's sister (13, 
24%) and then their mother (12, 22%). In comparison the family member nominated the 
focus person's mother (12, 55%), brother (12, 56%) and sister (12, 55%) as constituting the 
most mtlmate connection categories. For the person, their perceptions of intimate 
connections focussed heavily upon the categories of sister (8, 89%) followed by other clients 
in the same home (5, 55%). It would appear that each group identified categories of people 
that resembled their own status, that is, staff identified staff, family identified family members 
and the focus people other people that they lived with. 

Moreover, when the number in each group's nominations were examined for mean ratings, 54 
staff indicated that on the average, the focus person had 3.65 intimate friends whereas the 22 
family members indicated the mean to be 4.91 and the nine people themselves, 7.44 intimate 
friends. Table 3.34 sets out the means, (M) standard deviations (S) and correlations (ra) of 
the number of intimate friends indicated by 22 staff and 22 family members for the same 
focus person. The number of focus persons were not included, as it would have brought the 
overall number in the other categories down to nine. There was a significant correlation 
between the number of intimates provided by family and staff (r=.54, p=.01) and there was no 
significant difference between the means (Mstaff=5.1, Mfamily=4.9, t=.242, p=.81). Thus, 
staff and family members have similar perceptions of the number of intimate friends 
associated with the focus person. 





Table 3.33 
Intimate circles of friends categories (Circle 1) 

Categories Staff (N=54) 
N % 

Mother 12 22 

Father 5 9 

Brother 7a. 13 

Sister 13 24 

Cousin 1 2 

Grandparents 1 2 

Uncles & aunts 3 6 

Nieces & nephews 6 11 

Advocate 1 2 

Friend 6 11 

Staff in the home 22 41 

Client in the home 18 33 

Staff other 6 11 

Client other 10 19 

Close boy/girlfriend 7 13 

Partner 1 2 

Ex staff 1 2 

Note: 

Family (N=22) Person ( N=9) 
N % N % 

12 55 3 33 

2 9 1 11 

12b. 55 3c. 33 

12 55 8 89 

2 9 0 0 

1 5 0 0 

1 5 0 0 

7 15 3 33 

5 1 11 

4 18 4 44 

4 18 4 44 

3 14 5 55 

2 9 1 11 

1 5 4 44 

1 5 4 44 

1 5 1 11 

2 9 0 0 

a. Staff indicated that intimate support came from the category of brother for 7 
people. 

b. Family indicated that intimate support came from the category of brother for 12 people. 
c. Focus persons indicated that intimate support came from the category of brother for 3 

people. 
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Table 3.34 

Mean number of intimate friends of the focus person indicated by both the staff and 
family 

N 

22 

Staff 
M 

4.91 

s 

3.67 

Family 
M 

4.73 

Note a= The correlation between the mean number of intimate friends 

*p < .05( two tailed) **p< .01( two tailed) 

2. Close friend connections 

s 

4.43 

a r 

.54* 
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In relation to close friends in the life of the focus person (see Table 3.35) the highest 
categories for staff were once again staff in the person's house (18, 33%) followed by clients 
that lived and were supported in other IHC services (20, 37%) as well as the person's own 
home (16,30%). For the family, it was clients that lived in the person's home (5, 23%) as well 
as siblings (sister 4, 18% and brother 3, 14%). The focus person identified clients supported 
by the IHC (6, 67%) outside of the person's residential address as well as clients in the same 
home (5, 55%). 

On average when the overall number of supporters in each category was considered, staff said 
that the focus person had 5.5 close friends whereas the family reported the average as 2.0 
close friends and for the focus person 6.7. Table 3.36 sets out the means, standard deviations 
and correlations of the number of close friends indicated by 22 staff and 22 family members 
for the same focus person (Mstaff 5.5; Mfamily 2.0). The correlation between the estimates 
of family and staff was not significant (r=.22, n=22, p=.34) and the staff average was 
significantly higher than that of the family (t=3.42, df=21, p=.003 two tailed). Thus staff and 
families have quite different perceptions of the focus person's network of close friends, with 
staff on average indicating that the focus person had 3 .5 more friends in the network. 





Table 3.35 
Close friends categories (Circle 2) 

Categories 

Mother 

Father 

Brother 

Sister 

Cousin 

Grandparents 

Uncles & aunts 

Nieces & nephews 

Advocate 

Friend 

Staff in the home 

Client in the home 

Staff other 

Client other 

Close boy/girlfriend 

Partner 

Ex staff 

Staff (N-54) 
N % 

4 7 

1 2 

8 15 

9 17 

1 2 

0 0 

1 2 

3 6 

0 0 

11 20 

18 33 

16 30 

12 22 

20 37 

0 0 

0 0 

5 9 
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Family (N=22) Person (N=9) 
N % N % 

1 5 0 0 

0 0 1 11 

3 14 3 33 

4 18 3 33 

1 5 1 11 

0 0 0 0 

0 0 0 0 

2 9 1 11 

0 0 1 11 

0 0 3 33 

0 0 1 11 

5 23 5 55 

1 5 0 0 

2 9 6 67 

0 0 0 0 

0 0 0 0 

2 9 0 0 
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Table 3.36 
Mean number of close friends of the focus person indicated by both the staff and family 

N 

22 

Staff 

M 

5.5 

Family 

s M S 

4.69 2.0 2.63 

Note: a= The correlation between the mean number of close friends 

*p < .05( two tailed) **p<. 01( two tailed) 

3. Community group connections 

.22* 

In relation to friends and acquaintances from community groups, connections made at church 
were identified by all three groups (Staff: 7, 13%; Family: 1, 5%; Person, 4, 44%) (see Table 
3.37). Overall across the three groups of subjects, it was the staff that indicated a greater 
range of settings in which the focus person met other people. Responses to this question were 
limited from the family members and the focus people themselves . For the staff, the two 
most popular places that provided opportunities to make social contact with the same people 
were shopping (8, 15%) and hobby groups (7, 13%). 

The average number of contacts made within community settings and groups for the focus 
person as identified by the staff was 2.54; by the family 0.43; and by the persons themselves 
3.89. Table 3.38 sets out the means, standard deviations and correlations of the number of 
community supporters indicated by 22 staff and 22 family members for the same focus 
person. The correlation between the estimates of family and staff was not significant (r=.17, 
n=22, p=.58) and the staff average (M3.82) was significantly higher than that of the family 
(M-0) ( t=2.55, df=21, p=.019 two tailed). Thus staff and families have quite different 
perceptions of the focus person's network of community connections with staff on average 
saying the focus person had 3.8 more supporters in the network. 

Table 3.37 
Community group categories that provided friendship and support 

Categories 

Church attendance 

Sports clubs 

Pubs/RSA 

Hobby groups 

Staff (N=54) 
N % 

7 

6 

5 

7 

13 

11 

9 

13 

Family (N=22) 
N % 

1 

0 

0 

0 

5 

0 

0 

0 

Person (N=9) 
N % 

4 

1 

1 

1 

44 

11 

11 

11 
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Church meetings 4 7 0 0 0 0 

Bowling 3 6 0 0 0 0 

Library 2 4 0 0 0 0 

Shop assistants 8 15 0 0 0 0 

Country & Western 6 11 0 0 0 0 

Table 3.38 
Mean number of community connections of the focus person indicated by both the staff 
and family 

N 

22 

Staff 
M 

3.82 

s 

6.78 

Family 
M S ra 

-0 .43 .126* 

Note: a= The correlation between the mean number of community connections 

*p < .05( two tailed) **p< .01( two tailed) 

4. Paid connections 

When subjects were asked to indicate who the people were that were paid to be in the life of 
the focus person, responses covered the areas of health professionals, such as, doctors, nurses, 
physiotherapists; agency staff, that is, staff of the human service that the focus person was a 
member of; and beauty professionals, such as, hairdressers (see Table 3.39). A similar pattern 
emerged in relation to the responses as in the circle of friends from community groups. The 
staff response was much higher that that of the family and the focus persons themselves. All 
three groups indicated that the focus people were in touch with health professionals (Staff: 30, 
56%; Family 3, 14%; Person, 3, 33%). Of interest, none of the family subjects indicated that 
staff of the agency were paid to be in the life of the person, whereas 3 7 ( 69%) of the staff 
indicated this with 6 (67%) of the focus persons in agreement. When the average number of 
people personally connected but paid to be in the life of the person was calculated for the 
staff, it was 3.67; for the family 1.82; and for the person 3.67. 





Table 3.39 
Categories of professionals that provide support and are paid to be in the life of the 
person 

Categories 

Health professionals 

Agency staff 

Beauty professionals 

Staff (N=54) 
N % 

30 

37 

25 

56 

69 

46 

4. Role of staff in friendship connections 

Family (N=22) 
N % 

3 

0 

0 

14 

0 

0 

Person (N=9) 
N % 

3 

6 

3 

33 

67 

33 

60 

In terms of the extent of intimate and close friends the staff were mentioned frequently by all 
groups as being part of the focus persons' circles. As a means of establishing the significance 
of staff involvement a series of repeated measures ANOV As were run with staff included and 
excluded in the calculations. Table 3.40 sets out the means and standard deviations as they 
relate to staff perception of intimate friendships both inclusive of and exclusive of staff. 

It is clear from the means in the table below that staff make up a large part of the intimate 
circle, eg. staff themselves, when estimating intimates, provide an average number of 
intimates including staff of 3 .65 per focus person. When staff themselves are taken out of the 
equation, the average number per focus person drops to 2.76. This decrease is significant 
[F(l ,53)=27.14, p<.001]. A similar position exists when family are making the estimates of 
intimates. When they include staff the mean is 4.90, when staff are excluded the mean drops 
to 4.28. This decrease is significant [F(l,21)=9.80, p<.005]. Thus both informants have staff 
as a significant number of intimates. 

Table 3.40 
Mean number of intimate supporters, identified by staff and family that the focus 
person has, with staff members included and with staff members excluded 

Staff 

Family 

Intimates with staff 
N M S 

54 

22 

3.65 

4.90 

3.67 

4.73 

Intimates without staff 
M S p 

2.76 3.40 

4.28 4.20 

.000 

.005 
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Table 3 .41 sets out the means, standard deviations as they related to staff perception of close 
friendships both inclusive of and exclusive of staff. It is clear from the means in the table 
below that staff perceive that they make up a large part of the circle, eg. staff themselves 
when estimating close friends provide an average number of close friends including staff of 
4 .76 per focus person. When staff themselves are taken out of the equation the average 
number per focus person drops to 3.28. This decrease is significant [F(l,53)=23.484, 
p<.000). A different position exists when family are making the estimates of close friends. 
When they include staff, the mean is 2.10 and when staff are excluded the mean drops to 
1.73. This decrease is not significant [F(l,21)=3 .57, p<.073). Thus the staff see themselves 
as providing a significant number of close friends but the family do not share the same 
perception. 

Table 3.41 
Mean number of close friends, identified by staff and family that the focus person has 
both with staff members included and with staff members excluded 

Close friends with staff Close friends without staff 

N M s M s p 

Staff 54 4.76 4.56 3.28 3.26 .000 

Family 22 2.10 2.60 1.73 2.37 .073 

3.6.5. Presence and participation in the community 

In reflecting upon how people experienced the community two of O'Brien's (1987) 
accomplishments that underlie what he saw as quality adult life appeared relevant. The first 
was that of community presence which he defined as "sharing of the ordinary places that 
define community" (p.177) and the second that of community participation defined as "the 
experience of being part of a growing network of personal relationships that included close 
friends" (p.178). It was apparent from the data presented in Table 3. 28 that the focus people 
were involved in the sharing of ordinary places. The data, however, of who ordinary places 
were shared with (see Table 3.31) combined with the extent of friendship and community 
connections (see Section 3.64) as well as the level of neighbour contact (see Table 3.32), did 
not as strongly support O'Brien's concept of community participation. In the main, people did 
not appear to be developing a growing network of close friends and acquaintances upon 
which personal relationships could be built. This in turn led the two Auckland based 
researchers to draw up a list of questions against which they analysed the responses of the 10 
participants whose interview schedules had been used for the purposes of reliability. The 
purpose of the questions (see Figure 3.1) was to probe the individual's level of participation 
and presence in the community. 
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1. Do the people go to ordinary places? Yes/No 

2. What is the frequency of visiting ordinary places? Low/Medium/High 

3. Are visits supervised by staff? Yes/No 

4. Who do the people participate with in ordinary places? 
Other disabled people? Low/Medium/High 
Non-disabled people? Low/Medium/High 

5. What was the level of networking within the community, through transactions with the 
public for goods and services and through social participation with others which led to 
the development of personal relationships? Low/Medium/High 

Figure 3.1: Questions used to probe community presence and participation. 

In order to answer these questions the following areas of the staff schedules were examined: 
the community mapping sheet; community activities; changes in the life of the person; 
residential placements; day placements; family interaction; pleasure and satisfaction in life; 
and circles of support. 

Reliability was checked in relation to the answers of questions 2, 4 and 5, which resulted in a 
range of 64% to 90% and a mean of 78%. Following this exercise the two researchers 
reflected upon and discussed the level of networking found in the schedules, their own 
experience of interviewing across the three groups of participants as well as anecdotal 
evidence collected throughout their time on the project. From these discussions it appeared 
that there were three ways in which people gained a presence and participated in the 
community. 

The first way was one where people frequently visited ordinary places in the community with 
other disabled people being supervised and supported by staff. They returned to the group 
home setting having made few, if any, transactions with the members of the public for goods 
and services or few, if any, social connections with members of the community that could 
lead to the development of personal relationships. These people were seen as venturing into 
the community. 

The second way was where people frequently visited ordinary places with other disabled 
people being supervised and supported by staff but were beginning to make connections with 
the public through being prompted by staff to acquire goods and services. Similarly people 
were encouraged by staff and chose to visit places, join groups, clubs and associations where 
there was opportunity to make social connections. Networking was developing through their 
own and staff re-instigation of the people revisiting the same ordinary places. These people 
were seen as participating in the community. 

The third way was where people frequently visited ordinary places with a range of both 
disabled and non-disabled people supervised and supported by staff where and if required. 
Transactions, often with the same members of the public for goods and services were routine 
and purposeful as was membership of clubs and associations and sharing time in places where 
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social links were retained and built up further. These people were seen as networking in the 
community. 
Using the latter three descriptions 54 of the staff schedules and the answers that related to 
community activities; changes in the life of the person; residential placements; day 
placements, family interaction and pleasure and satisfaction in the life of the person as well as 
circles of support were read and then the focus person was allocated into one of the following 
three categories: people who ventured into the community (35, 65%); people who were 
networked into the community (13, 24%); and people who participated in the community(6, 
11 %) ( see Table 3.42). A graphic illustration of this typology is also found in Appendix J. 

Table 3.42 
Types of participation in the community by focus people (N=54) 

Types 

Venturers 

Networkers 

Participants 

N 

35 

13 

6 

% 

65 

24 

11 

Outlined below are scenarios that give examples of two people who had ventured into the 
community; one who had begun to participate and one who was successfully networking. A 
random selection of three participants from each category was made and those chosen that 
were considered to best fit the above description of the category. Pseudonyms have been 
given to the people in the scenarios. 

1. Venturer scenarios: 

Scenario 1. 
This scenario below illustrates how a person who is non verbal with excessive behaviour 
difficulties ventures into the community 

Since leaving the hospital John has lived in two residential groups homes where staff have 
assisted him to overcome earlier adaptation difficulties to living in the community. As a 
person John had a long history of running away and this was one of the major reasons for his 
placement within an institutional setting. The residential setting that he lives in is fenced for 
his own safety. He is now continent and with staff support has learned to keep his clothes on. 
He is calmer, contented and happy with his own space. Nevertheless he still has difficulties 
in adapting to being in crowds and prefers to be alone. His moods continue to be 
unpredictable. 

John attends a day placement where the staff are continually trying ways to involve him. 
Although he attends local venues for activities he requires one to one staff support to 
overcome his tendency to isolate himself from the group . His preference for community 
activities is in settings where he can physically range such as the beach and park. He does not 
enjoy restricted settings, for example, movies and cafes. John's concentration for leisure 
activities is short. 
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Friendship for John is concentrated around his family and a particular staff member with 
whom he shares a sense of fun. He does not communicate verbally and has few facial 
expressions. He shakes hands with people which is his major form of communication. As 
part of his day programme staff bring John home to visit his family where he spends an hour 
walking around the house and grounds. His mother enjoys the contact with his caregivers and 
appreciates the flowers and cards that are sent from John for Mother's Day and birthdays. 

Scenario 2 
The scenario below illustrated how a woman ventures into a wide range of places in the 
community as part of a group of people that she lives with and participates with in a day 
programme 

Helen has lived in two group homes since leaving the hospital. The present situation is one in 
which she chooses to share a room, with a friend that she lived with in Kingseat Hospital. 
She enjoyed spending time in her bedroom which was pleasantly decorated. Within the rest 
of the house she enjoyed sitting in a chair designed specifically for her, listening to music and 
watching television movies with her flatmates who, like herself, communicate non-verbally. 

Since being in the community Helen has developed self help skills associated with 
independent dressing as well as household domestic skills, such as hanging out the washing. 
She attends a day retirement programme that is organised from her residential setting. As part 
of this programme with her flatmates she goes out to a range of community facilities and 
venues, inclusive of the gym, swimming pool, movies, beach, and shops. Her outings are 
mainly with her flatmates many of whom she had known in Kingseat. As a group the 
members of her house went on holidays to places like Rotorua where they stayed in a local 
motel. Once a month the staff take Helen, often with her flatmates to visit her family. While 
at home a neighbour who has known her since a young age comes over to visit. 

In terms of support Helen is dependent upon family contact, staff and the friends that she has 
made within her residential setting. She has not developed any relationships through contacts 
in the local community. Helen enjoyed the company of the particular friend with whom she 
shared her room. There was a strong bond and empathy between them. 

2. Participant scenario 

The scenario below illustrated how a person who is non-verbal has made connections in the 
community and is personally known by people outside of those she mixes with in the same 
agency. 

Louise has lived in two group homes since being in the community where she enjoys having 
her own room decorated with family photographs. A well finished woven mat that she made 
as part of her day programme activities is on the floor of her bedroom. She independently 
walks to and from her house to the day programme where she enjoys a range of community 
activities, such as going to the local cafes and horse riding. She has become integrated into 
the local church community where she sits through the whole service and enjoys singing to 
the music. She originally initiated her own return to the church service after one of her house 
mates requested to go again. Although Louise is non-verbal she indicated her desire to return. 
When Sunday comes Louise is aware that it is the day to go to church. Although she has not 
made any individual friends in the church community she is greeted by members of the 
congregation as well as the minister. Louise is similarly known within the local 
Communicare organisation where she has mixed with its members for several years. On 
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special occasions she is picked up and returned home by members of the group. She enjoys 
sharing refreshments with the other members that attend the weekly activities arranged by the 
organisation. 

Louise's family keep in close contact through visits to the group home as well as reciprocal 
phone calls. She does not visit the family at home as she is scared of domestic pets. She takes 
a great interest in the young members of the extended family who have grown to understand 
her needs. 

Since being in the community Louise has built up a repertoire of new skills extending herself 
socially as well as in the area of self help skills. On arrival in the community Louise was 
incontinent and now takes pride in managing her personal hygiene. She now uses a series of 
personal signs as well as single words whereas on arrival from the hospital she chose to be 
isolated, silent and withdrawn. She now has a circle of friends who live in the same house 
where she has been for many years. With her flatmates she enjoys listening to the horse racing 
on television and the radio, dancing to records, pottering around the house, walking in the 
local area as well as going to the coffee shops. 

3. Networker scenario 

The scenario below illustrated how a person has developed networks both within the agency 
and outside of it. 

Peter lives in a supported flatting situation where he entertains friends from the other flats and 
houses run by the same agency as well as from work. He had a job in open employment 
before being institutionalised and since leaving the hospital has enjoyed working in a mobile 
work crew run by IHC. He likes the social aspect of work and gets on well with his boss. 
Although he has lived independently since leaving the hospital he prefers to live with the 
support of IHC as it is less lonely and he appreciates the support with shopping and 
budgeting. 

Peter follows his own interests in the community and has a reputation for his entrepreneurial 
streak trading in second hand goods with radios and television sets. He's known in the local 
shopping centre, people stop to talk to him. 

With friends he goes to the local pub and fast food outlets. He is most sociable and his 
friends reciprocate his invitation to come over to his place for a meal or to listen to music. He 
is always "a starter" for barbeques and parties particularly in the other houses where people 
are supported by IHC. 

Family is very important to Peter and he stays with his mother on a regular basis visiting her 
friends in the area. His other siblings come and take him out to their places and for holidays. 
He is well liked and has a special place in the family who are proud of his achievements. 

3.7 Outcomes of the move into the community for the focus persons 

3.7.1 Perceived change in behaviour for the focus persons 

Both the staff and family participants were asked if there had been changes for the person. 
For the staff, this related to changes since they had first met the person and for the family 
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since the person went to live in the community. Following a general question specific 
categories of change in the areas of behaviour, skill development and emotional state were 
probed. Overall responses were then coded into positive, mixed and negative change 
categories. 

1. Staff and family overall perceptions 

Both the staff (39, 75%) and family perceptions (16, 73%) of change were highly positive 
(see Table 3.43). For this question, two of the 54 staff thought that they had not known the 
person long enough to make a judgement. One of these staff was prepared to comment under 
the probed areas nevertheless. (See Table 3.43) 

Table 3.43 
Perception of changes identified by the staff and families in relation to the focus persons 

Perception 

Positive 

Stayed the same 

Negative 

2. Change scenarios 

Staff (N=52) 
N % 

39 

11 

2 

75 

21 

4 

Families (N=22) 
N % 

16 

6 

73 

27 

Outlined below are three scenarios that give examples of a positive, mixed and negative 
response to change. A random selection of three responses from each category was made and 
the one that was considered to be the richest descriptively, was chosen. 

Scenario one : Positive 

The staff person who made the comment was in the 51-60 age group. He had known the 
person who had low support needs for nine years. The person sees her family weekly and is 
well integrated into the community, belonging to several groups such as senior citizens, 
salvation army, country women' s group and a church affiliation. This woman has an 
aspiration to work and own her own craft shop. At present she continues to live in a group 
home with five other women in an outer suburban area. 

She is happier since the move, more responsive and willing, now that she trusts other 
people. 

Scenario two: Stayed the same 

The staff person who was in the 40-50 age group had worked with the person for five years. 
The person, who was in her thirties with high support needs, lived in a house with four other 
people with high abilities. Since living in the community there has been no contact with her 
family. Staff are attempting a reunion with an elderly parent. Behavioural issues have 
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interfered with ease of integration into the community. 

Skills have developed around tea and bed making but they are unused because she is 
apprehensive in her placement with high ability bossy types as flatmates. 

Scenario three: Negative 

The staff member was in the 50-60 year age bracket and had known the person since he was a 
child. The person, also in his 50's with low support needs, lived in a provincial town in a 
supported flatting situation. For work he was a member of a landskills group. Both parents 
were deceased and contact with extended family was infrequent. 

In the hospital he knew the boundaries, now he is fine for five minutes, then causes real 
trouble. 

2. Areas of change identified by both staff and families 

The major areas of positive change identified by both staff and families were those of affect 
(Staff 42, 79%; Families 15, 68%); self help skills (Staff 39, 74%; Families 15, 68%) and 
social skills (Staff 38, 72%; Families 7, 32%). In terms of negative change for both groups 
the frequencies were low with the families making no negative comments (see Table 3.44). 

Table 3.44 
Areas of change perceived for the focus persons. 

Staff (N = 53) Family (N = 22) 
Areas P. S. N P. S N 

Affect 42a. lb. 3c. 15d. e. f. 
(Frequency) 79 2 6 68 

Self help skills 39 5 2 15 
(Frequency) 74 9 4 68 

Social skills 38 3 7 
(Frequency) 72 6 32 

Daily activity skills 30 2 2 -
(Frequency) 57 4 4 

Non-verbal comm 28 1 3 
(Frequency) 53 2 14 

Physical aggression 16 1 7 1 1 
(Frequency) 30 3 13 5 5 

Verbal aggression 14 3 1 
(Frequency) 26 6 2 
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Appearance 11 2 6 
(Frequency) 20 4 27 

Verbal communication 10 1 5 
(Frequency) 19 2 23 

Mobility 4 1 5 1 
(Frequency) 8 2 9 5 

Note: P= positive, S= stayed the same, and N= negative. 
a. Forty two (79%) staff indicated that there had been a positive change in affect of the 

person. 
b. One (2%) staff member indicated that the affect of the person had stayed the same. 
c. Three (6%) staff indicated that there had been a negative change in the affect of the person. 
d. Fifteen (68%) family members indicated that there had been a positive change in the affect 

of the person. 
e. No family members indicated that the affect of the person had stayed the same. 
f. No family members indicated that there had been a negative change in the affect the person 

had. 

3.7.2 Advantages of the move into the community for the focus persons 

Both the staff and family were asked, in reflecting upon the shift into the community, had it 
been to the person's advantage or disadvantage? Both groups indicated that it had been highly 
advantageous. See Table 3.45 with 46 staff (85%) and 21 family members (95%) giving an 
advantageous rating. A similar indication was gained from the nine focus people who were 
asked if their life had changed since living in the community. Their responses were coded 
using the same categories as for the staff and the family and all indicated that there had been 
an advantageous change. 

Table 3.45 
Staff, family and person perceptions of the move into the community 

Perceptions 

Advantageous 

Mixed 

Disadvantageous 

Don't know 

Staff (N=54) 
N % 

46 

6 

1 

1 

85 

11 

2 

2 

Family (N=22) 
N % 

21 95 

1 5 

Person (N=9) 
N % 

9 100 

Outlined below are three scenarios that give staff examples of advantageous, mixed and 
disadvantageous responses in relation to the move into the community. A random selection 
of three responses from the advantageous and mixed categories was made and the one that 
was considered to be the richest descriptively was chosen. The only disadvantageous 
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response by staff is also given: 

1. Scenarios 

Scenario one : Advantageous 

The staff member who made this comment was in the 50-61 age bracket and had known this 
person for three years. The person who had high support needs was 59 and lived in the 
central city area where she attended a day programme for retired people. Family had 
requested no contact with the person who lived with five flatmates, three women and two 
men. 

She has her own home and is her own person,· making her own choices, there is a sense 
of independence for her within a safe atmosphere. 

Scenario two: Mixed 

The staff member was in the age bracket 51-60 years and had known the person for eight 
years. The person was 65 with high support needs living in a country town. His main family 
contact had been with a sibling who lived at a distance and kept in touch through 
correspondence with staff. Within the local community, although the person was unable to 
communicate verbally, he was a well known identity. 

I have reservations as to whether it has been to his advantage. He'd been too long 
institutionalised. A lot more information would have helped. It was such a dramatic 
change. 

Scenario three: Disadvantageous 

The staff person was in the 31-40 age group and had known the person for five years. The 
person, who had low support needs, was 41 and lived in a supported flatting situation within a 
city suburb and worked as part of a commercial gardening group. Family involvement was an 
important part of his life as was his networking with friends. He had an ambition to own his 
own home and run his own business. 

He is vulnerable. He has been sucked in by people that have befriended him, and they 
usually have an ulterior motive. 

2. Specific categories of advantage 

The specific categories of advantage that were identified covered a wide range (see Table 
3.46). The categories that rated fifty percent or more across the three categories of staff, 
family and the person were: skill acquisition (Staff (S): 29, 54%; Family (F):12, 55%, Person 
(P): 6, 67%); having people care about them (S: 34, 63%; F: 11, 50%; P: 6, 67%); varied life 
(S: 40,74%; F: 13, 60%;P: 8, 89%); normal life (S: 27, 50%; F: 16, 73%; P: 7, 78%) and 
having own home (S: 38, 70%: F: 11, 50%; P: 7, 78%). Two areas in which the person 
emphasis was higher than that of the staff and family related to choices (S : 29, 54%; F: 5, 
23%; P: 6, 67%) and new clothes (S: 12, 22%; F: 6, 27%; P: 6, 67%). 
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Table: 3.46 
Categories of advantage perceived for the focus persons 

Staff (N=54) Family (N=22) Person (N=9) 

Advantages N % N % N % 

Varied life 40 74 13 59 8 89 

Own home 38 70 11 50 7 78 

People care 34 63 11 50 6 67 

Choices 29 54 5 23 6 67 

Skill acquisition 29 54 12 55 6 67 

Normal life 27 50 16 73 7 78 

Individuality 27 50 8 36 2 22 

Accepted 20 37 9 41 2 22 

Not submerged 19 35 9 41 5 56 

Behaviour reduced 19 35 2 9 1 11 

Non-regimented 17 31 

Safety 15 28 5 23 4 44 

New clothes 12 22 6 27 6 67 

Responds to expectations 8 15 1 11 

Improved health 6 11 1 5 2 22 

Reduced medication 4 7 1 5 1 11 

3. 7.3 Disadvantages of the move into the community for the person 

In terms of disadvantage, 54 staff, 22 family members and nine of the focus people 
responded. More than half of the family (15, 68%) and people who had lived in the hospital 
(6, 67%) indicated that there had been no disadvantages. Disadvantages that were mentioned 
by less than 22% by one or more of the three groups were: loss of social contacts from the 
hospital (Staff /Person); limited family involvement in the community (Staff/ Family); high 
dependence upon staff (Family/Person); loss of space (Staff/Family); staff turnover 
(Family/Person); and loss of security that arises from institutionalisation (Staff/Family). 
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A disadvantage that was common to all three groups was that the person with the disability 
found life in the community difficult as a result of being set in their ways or, as was often said 
by staff, "it's too late" (S 10, 19%; F 2, 9%, P 2, 22%). Two other disadvantages that were 
mentioned by the person only were the need to travel independently (3 , 33%) and that of 
making relationships (3, 33%). 

3. 7.4 Quality of life 

Both the staff and family participants rated the person's overall quality of life twice. For the 
staff on first meeting and at the time of interview; for the family at the time of the person 
living in the hospital and also at the time of interview. Ratings were made in relation to each 
of the following seven dimensions taken directly from the Cummins (1993) Quality of Life 
Scale - material possessions, health, productivity re job and meaningful daily activities, 
intimacy with significant others, safety, place in the community and emotional well being. 
The scale was a Likert type with the following values: highly satisfactory (1), mostly 
satisfactory (2) , mixed (3), mostly unsatisfactory ( 4), highly unsatisfactory (5). 

A series of correlated tests were administered respectively across the staff and family 
responses as they related to the two specified time periods. For the staff from the time of first 
meeting to the present time period (see Table 3.47) and for the family it meant a comparison 
between life in the hospital and the present (Table 3 .48). With both the staff and family when 
an overall comparison was made all dimensions of quality of life had significantly improved. 

Table 3.47 
Staff mean ratings of quality of life dimension 

Quality of life N First meeting Present r t p 

Material possessions 35 3.69 1.74 .16 8.26 *** 

Health 35 2.91 2.06 .34 4.66 *** 

Productivity 32 3.77 2.25 .07 5.97 *** 

Intimacy 31 3.90 2.35 .32 7.50 *** 

Safety 31 3.30 2.10 .39 4.92 *** 

Place in community 31 4.16 2.48 .49 8.94 *** 

Well being 32 4.06 2.27 .18 8.73 *** 

*** p <.00 (two tailed) 
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Table 3.48 
Family means ratings of quality of life dimensions 

Quality of life N First meeting Present r t p 

Material possessions 14 3.50 1.36 .17 5.94 *** 

Health 14 2.71 1.92 .80 3.67 ** 

Productivity 12 4.33 2.16 .03 5.35 *** 

Intimacy 11 3.82 2.45 -.01 2.37 * 

Safety 13 3.15 1.69 .04 3.17 ** 

Place in community 13 4.38 2.23 .18 6.40 *** 

Well being 11 4.18 2.00 .36 8.28 *** 

*** p <.001 (two tailed) 
** p <.01 
* p <. 05 

3.8 Reflecting on Kingseat 

3.8.1 Positive aspects 

Both the family and the focus persons were asked to reflect upon the time that, respectively, 
their family member or themselves lived in Kingseat hospital and identify any positive 
aspects of that time (see Table 3 .49). The family and focus persons outlined a range of 
positive aspects although the individual frequencies were low. The aspect that the family 
focused upon with the highest frequency was the relief of stress, mentioned by close to half 
of the subject group (10, 45%). The next two highest aspects indicated by less than a quarter 
of the families were that Kingseat was available for visiting (5, 23%) and that there were no 
positive aspects (5, 23%). When the nine focus people were interviewed, the majority 
indicated that a positive aspect was the social contacts they made within the hospital (7, 78%) 
and activities available there (6, 67%). 
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Table 3.49 
Positive aspects of living in Kingseat 

Family (N=22) Person (N=9) 

Positives N % N % 

Relief of stress 10 45 1 11 

Available for visiting 5 23 1 11 

Activities available 4 18 6 67 

Safety for person 4 18 2 22 

Proximity to family 
home 4 18 

Well looked after 4 18 3 33 

The shop 3 14 2 22 

Staff meeting needs 2 9 4 44 

Attractive grounds 2 9 1 11 

Social contacts 1 5 7 78 

No positive aspects 5 23 

3.8.2 Negative aspects 

With regard to the negative aspects of Kingseat, the responses overall were more frequent 
than the thin spread of percentage ratings for the positive (see Table 3 .50). In terms of 
highest frequencies, the family stressed that Kingseat was an unsafe environment (11 , 50%); 
that there was unsatisfactory levels of staffing (9, 41 % ) and that the aftermath of visiting was 
difficult (8 , 36%) as was the aggressive anti-social behaviour observed between clients (8, 
36%) . For the focus persons this latter aspect was given the most frequently (7, 78%) 
followed by an unsafe environment (5 , 56%). 





Table 3.50 
Negative aspects of living in Kings eat 

Negatives 

Unsafe environment 

Staffing levels 

Aftermath of visiting 

Aggressive behaviour 
between clients 

Distance from family 
home 

Lack of control over 
family member 

Reduced contact 
with families 

Families 
unwelcome 

Lack of access 
to facilities 

Lack of 
individualization 

Over medicated 

Basic needs not meet 

Family (N=22) 

N 

11 

9 

8 

8 

7 

6 

6 

5 

5 

5 

4 

3 

% 

50 

41 

36 

36 

32 

27 

27 

23 

23 

23 

18 

14 

Person (N=9) 

N 

5 

3 

7 

1 

1 

2 

2 

1 

3.8.3 Reaction to the move post transition eight years on 

74 

% 

56 

33 

78 

11 

11 

22 

22 

11 

Apart from their initial reaction to being told that their family member was to live in the 
community, the family members were asked for their reaction to the move eight years later. 
A strong reaction of overall satisfaction (20, 90%) was recorded. Positive changes in the 
person (8, 36%) was the next most frequent reaction, although for 2 (9%) of the family 
members, concern was expressed at the remnants of institutional behaviour exhibited by their 
family member. The work of staff was appreciated by 7 (3 2%) of the family which contrasted 
with 6 (27%) families who commented upon the lack of staffing stability (see Table 3 .51) . 
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Table 3.51 
Family reaction after 8 years (N=22) 

Reactions N % 

Satisfied 20 90 

Positive changes 
m person 8 36 

Work of staff 
appreciated 7 32 

Lack of staffing 
stability 6 27 

Relief person is safe 
& reduced guilt 5 23 

Surprise at luxury of 
homes 4 18 

Concerns at lack of 
information 3 14 

Sad at institutionalised 
behaviour remnants 2 9 

Lack of cultural understanding2 9 

3.8.4. Pleasures in life 

All three groups of subjects were asked to indicate what they considered to be the current 
pleasures in life for the person who had once lived in Kingseat (see Table 3.52). When a 
comparison was made across all three groups there were two mutual pleasures that gained the 
highest frequency. These were eating and drinking (Staff: 36, 67%; Family: 18, 82%; Person: 
9, 100%) and going out (Staff: 34, 63%; Family: 13, 59%; Person: 9, 100%). Staff continued 
to express a range of pleasures with those of sports (34, 63%), having caring people in their 
lives (32, 59%), choices (30, 56%), 1: 1 staff (30, 56%), relaxing (29, 54%), own space (28, 
52%), and socialising (28, 52%) designated by more than 50% of staff. The family members 
also indicated the same range with sports (34, 63%) as well as family visits (12, 55%) and 
socialising (12, 55%) being expressed by more than 50% of the group. Of interest, all the 
same pleasures as outlined by the staff and family were indicated by over 5 0% of the focus 
people with the exception of smoking which was indicated by 1 ( 11 % ) person. 
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Table 3.52 
Pleasures in life for focus persons 

Staff ( N=54) Family (N=22) Person (N=9) 

Pleasures N % N % N % 

Eating & drinking 36 67 18 82 9 100 

Going out 34 63 13 59 9 100 

Sports activities 34 63 11 50 5 56 

Familiar & caring 
people 32 59 9 41 6 67 

Choices 30 56 4 18 7 78 

1: 1 staff 30 56 8 36 5 56 

Relaxing 29 54 8 36 9 100 

Own space 28 52 9 41 8 89 

Socialising 28 52 12 55 7 78 

Music & dance 26 48 11 50 9 100 

Van rides 23 43 10 45 8 89 

Walking 23 43 9 41 7 78 

Family visits 16 30 12 55 7 78 

Clothing 15 28 4 18 7 78 

Possessions 15 28 4 18 8 89 

Watching TV 11 20 4 18 8 89 

Smoking 8 15 2 9 1 11 
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3.9 The future 

3.9.1 Challenges for the future in relation to bringing people out of hospital 

When the family was invited to comment upon what they saw as challenges associated with 
bringing people out of the hospital, 21 of the 22 members commented, with one family 
member declining to comment as she had not been reunited with her sibling at the time of 
leaving hospital. A major emphasis of family members was to ensure a secure environment 
(10, 48%) while a lesser number stressed effective social integration (5, 24%) (see Table 
3.53). 

Table 3.53 
Challenges identified by family in relation to bringing people out of hospital (N=21) 

Challenges N % 

Providing a secure environment 10 48 

Effective social integration 5 24 

Public attitudes 4 19 

Meeting individual needs 4 19 

Transition process 2 10 

3.9.2 On being a senior administrator 

Both the staff and family members were asked to imagine themselves in the role of a senior 
administrator involved with receiving people from a long stay residential hospital into 
community services. In this role they were asked what recommendations they would make to 
assist people to live in the community. As can be seen from Table 3 .54 the staff responded 
more frequently across similar categories than the family members. The recommendations 
divided across the two categories of staff and client need. Under staff need, that of intensive 
staff training to meet the needs of the people who had been institutionalised (10, 19% ); as 
well as involvement of support workers in decision making (10, 19%) were the two main 
areas focussed upon by staff; while for the family they were programme supervision (3 , 14%) 
as well as staff training, although to a lesser degree (2, 9%). Under client need, a higher 
staff/client ratio was the highest frequency for both staff (16, 30%) and families (3 , 14%). 
Improved resources ( 11, 20%) and public education (10, 19%) were revealed as being given 
the next priority for staff, while for the families, the recommendations of community 
involvement and family involvement were indicated respectively by three (14%) families 
each. 
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Table 3.54 
Recommendations for the role of senior administrator 

Staff (N=54) Family (N=22) 

Recommendations N % N % 

Staff need 

Intensive 
staff training 10 19 2 9 

Involvement of 
staff in decision 
making 10 19 

Staff suggestions 
actioned 7 13 

Improved staff 
selection process 6 11 

Extra staff for I: I 4 7 1 5 

Programme 
supervision 1 2 3 14 

Client need 

A higher 
staff/client ratio 16 30 3 14 

Improved resources 11 20 2 9 

Public education 10 19 2 9 

Community/ 
neighbour 
involvement 7 13 3 14 

Improved client 
assessment 6 11 

Client access to top 
management 4 7 
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Transport 
for all homes 3 6 

Home maintenance 1 2 1 5 

More family 
involvement 1 2 3 14 

3.9.3 Wishes for the future 

All three groups of subjects were asked to reflect upon the future by nominating three wishes 
for the person who had lived in Kingseat. For the focus person group of subjects this meant 
three wishes for themselves. The responses were wide ranging, lending themselves to 
categorisation across the four areas of relationships, staff issues, lifestyle and well being. 
Within the categories there was a range of aspirations that were spread thinly (see Table 
3.55). 

Under relationships, more family contact was the only wish indicated by all groups (Staff: 22, 
41 %; Family: 2, 9%; Person, 2, 22%); under staff issues a common wish was to stay in the 
present house with the same staff (Staff: 2, 4%; Family: 4, 18%: Person, 1, 11 %); under 
lifestyle the only wish common to all groups was to live in the family home (Staff 5, 9%; 
Family, 2, 9; Person, 1, 11 %) with holidays being more popular with staff (9, 17%) while for 
families the most frequent lifestyle wish was for the person to live in the same secure home 
(11, 50%); under well being, no category was common but for staff more independence for 
the person (14, 26%) followed by overcoming the effects of the person's handicap (11, 20%) 
gained the highest frequencies while for the family, to be happy (8, 36%) and to be healthy (8, 
36%) were ahead of being looked after following the death of the parents ( 4, 18%). Of 
interest, the focus persons only nominated one wish that fell into the category of well being 
which was that their dreams would come true (4, 44%). 





Table 3. 55 
Three future wishes for future of focus persons 

Staff(N=54) Family(N=22) 

Wishes N 

Relationships 

More family contact 22 

More friends 5 

Have a baby 

Special friend 3 

Have an advocate 2 

Staff issues 

More one to one with staff 5 

Stay with staff in home 

Compassionate staff 

Lifestyle 

Holidays 

Stay in the same secure 
house 

Improved finances 

Live in family home 

Food & cigarettes 

Gain an education 

More meaningful activities 

2 

1 

9 

6 

5 

5 

2 

1 

% 

41 

9 

6 

4 

9 

4 

2 

17 

11 

9 

9 

4 

2 

N 

2 

1 

4 

3 

1 

11 

2 

1 

5 

% 

9 

5 

5 

18 

14 

50 

9 

5 

23 

80 

Person(N=9) 

N % 

2 22 

2 22 

1 11 

1 11 

6 67 

1 11 
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(Table 3.55 cont.d) 

Well being 

More independence 14 26 

Overcome handicap 11 20 3 14 

Be healthy 9 17 8 36 

Dreams to come true 9 17 4 44 

To be happy 7 13 8 36 

To communicate 5 9 7 32 

Socially acceptable 
,., 

6 .) 

Competent support to 
spend money 1 2 1 5 

To die in sleep 3 14 

Looked after following 
death of parents 4 18 

Table 3.56 indicates the number of wishes per category and their associated percentages. The 
areas of well being outweighs the other three categories for both the staff ( 48, 38%) and 
family (33 , 52%) while for the focus person emphasis was placed on lifestyle with 7 (41 %) 
of the overall wishes . For the focus person, a higher emphasis is given to relationships (5, 
29%) which is supported by staff (32, 25%) but a lower emphasis by the family (3, 5%). 

Table 3.56 
Categories of overall wishes 

Staff wishes (N=127) Family wishes (N=63) Person wishes (N=9) 

Wishes 

Relationships 

Staff issues 

Lifestyle 

Well being 

N 

32 

8 

28 

48 

% 

25 

6 

22 

38 

N 

3 

8 

19 

33 

% 

5 

13 

30 

52 

N 

5 

7 

4 

% 

29 

6 

41 

4 



3.10 Summary of survey findings 

In overviewing the key findings of the survey following eight years ofliving in the 
community for a group of people with intellectual disability with long histories of 
institutional care: 
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1. Staff initial memories of the focus person focussed on physical appearance and 
behaviour. The majority of these were negative. 

2. Initial reaction of families to being informed that their family member was to leave 
hospital was mixed ranging from hostility to that of seeing the move as a good plan. 

3. Since living in the community the health of the focus person has been positive. 
Although hospitalisation had occurred for over half of the focus people it was not 
frequent and more often for non-surgical reasons . Only a minority of the focus people 
had had accidents. 

4. Medication was currently being taken by the large majority of the focus people. Anti 
psychotic, anti convulsant and anti depressant drugs continued to be the most frequently 
administered drugs eight years into living in the community. 

5. The majority of focus people had had two city residential placements since living in the 
community although for a minority it was up to five . People moved address to meet 
their developmental and behavioural needs as well as those of the agency, for example, 
where a property was sold. Most of the people initially moved into five bedroomed 
staffed group homes and eight years later this was the most favoured form of 
accommodation. 

6. The current residential address was seen as the best placement providing an appropriate 
and welcoming environment with staff meeting the needs of the focus person with 
opportunity for one to one staffing, increased choices and to mix positively with 
flatmates. Families expressed the hope that their member would stay in the same house. 

7. Within the residential placements a wide range of leisure activities were participated in 
from listening to music, watching television, baking, handicrafts, table games, to 
gardening and woodwork. 

8. Only one third of the focus people had regular contact with their families. For close to 
half of the focus people the parent/s that supported them in Kingseat were now deceased 
although other family members had taken on the responsibility in several situations. 
Staff encouraged people to make regular phone calls home and family members were 
invited to lifestyle planning meetings. 

9. The majority of people attended a day activity programme either in the place of their 
residence or in another location, such as another house nearby run by IHC, Inc. A 
minority of people were involved in sheltered and supported work activities . 

10. The majority of people had stayed in the same day placement, although just over a third 
had changed once. The same reason as those for moving from one residential 
placement to another were given for day placement. Forces beyond the control of the 
person, such as selling the property, were more obvious. Perception of the person's 
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reaction to the day placement was positive with activities being both centre/home based 
and community oriented. Activities centred around socialising, craft, music, table 
games, reading, some contract work, eating and smoking. People went out for rides 
and, for a small group, landskills and gardening were part of their day programme. 

11. Community activities covered several experiences inclusive of shopping, sports, cultural 
activities, eating out, visiting friends, travel and rides, attending clubs and crafts and 
nature outings. More integrated than segregated activities were experienced. 

12. The focus people mainly shared community experiences with a group of disabled people 
and staff or in a one to one situation with staff. 

13. Neighbour contact was reciprocal for only a minority of the focus people. 

14. The focus person, on average, had a small number of friends and supporters that were 
independent of the service agency. The perceptions of staff and family were similar for 
intimate connections but varied significantly across close friends and community 
connections. Staff had a broader knowledge of the person's networks and played a 
significant role within it. 

15. All of the focus people had a community presence and participated in the community. 
Only a minority were involved, however, in networking and the development of 
ongoing personal relationships. 

16. The majority of focus people were seen to have experienced positive change since 
living in the community. Major areas of change were those of affect, self help skills 
and social skills. Similarly, the advantages of living in the community outweighed the 
disadvantages and consisted of skill acquisition, having people care about them, varied 
lives and normal lives as well as having a home of their own. 

17. Disadvantages of the community move were experienced by a minority and these 
included loss of social contacts from the hospital, limited family involvement and high 
dependence on staff, loss of space, staff turnover and loss of security that arises from 
institutionalisation. For a very small number of focus people it was considered too late 
for them to take full advantage to make the move into the community. 

18. Quality of life was rated significantly higher for the people since living in the 
community across the domains of material possessions, health, productivity, intimacy, 
safety, place in the community and well being. 

19. Eight years on from people leaving Kingseat, family members were satisfied with the 
move. 

20. Focus people experienced a range of pleasures with those of going out, eating and 
drinking, sports activities , having choices, having caring people in their lives, and 
socialising. 

21. In terms of the future for the focus people, emphasis was placed on positive 
relationships and lifestyle as well as appropriate staffing levels combined with a sense 
of well being. A higher staff client ratio and one to one resourcing was also stressed as 
well as intensive training for staff to meet the needs of the people they served. 
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CHAPTER4 

Case Studies 

4.1 Introduction 

Within this chapter the nine case studies of the people who were willing to reflect and share 
how life had been for them since living in the community are presented. People 's stories are a 
tribute to how they with support of families and staff have travelled not always an easy 
journey from a life of institutional care to one that is community based. The chapter 
concludes with drawing together the themes of the lives of the nine people who were able to 
talk about their experience of community living. A challenge of further research will be to find 
ways to document and record the stories of the other 45 people whose internal experience of 
the journey continues to remain silent. Families and staff nevertheless have spoken for these 
people within the series of interviews that were reported in the previous chapter. 

4.2 Case Study One: Andrew 

4.2.1 History 

Andrew was initially institutionalized as he approached puberty and lived in three long stay 
institutional hospitals inclusive of Kimberley, Raventhorpe and Kingseat. In all Andrew lived 
in institutions from mid-childhood to middle adult years . The initial move from Kingseat was 
into a rest home within reasonable proximity to the hospital. From there Andrew moved into 
a group home with five flatmates. After four years he moved into a provincial city where his 
family had originally come from and where his father was planning to return. Andrew's move 
into the area led to a "great family reunion". 

4.2.2 Hospital memories 

Whilst not entirely an ideal environment, Andrew's family considered the institution where 
Andrew lived after age ten, as accommodating, a need for Andrew at times of considerable 
stress in the family's history. As such, Andrew's family felt reasonably welcome within the 
hospital structure that was open to regular visiting, which was prompted by a strong affection 
for Andrew and sense of responsibility for his welfare. Andrew's father recollected a 
considerable amount of freedom experienced by his son at the institution as a person with high 
independence, saying he was, "happy there, and busy, busing some weekdays to work at the 
workshop". Work activities appear to have given purpose and pleasure to Andrew 
throughout his life and were obviously grounded in initial positive experiences at the 
institution, where other activities, such as social, may have been limited. 

Andrew's memories of the institution where he spent a large portion of his life, centred around 
people whose company he enjoyed, both people living within the institution, as well as 
residential and day placement staff. There was a considerable number of these social contacts 
remembered by name, and recalled with anecdotes, told by him with great humour. 
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4.2.3 Residential settings 

Andrew moved into Kingseat Hospital as a permanent resident, at the age of ten after having 
lived at home with his family, apart from brief periods of respite care, and residence for 
assessment purposes. He had however been used to day placements during his early life prior 
to institutionalisation. After a brief period in Kimberley Hospital Andrew transferred back to 
Kingseat, where he lived for some time, before experiencing the increased freedom of 
Raventhorpe Hospital. Andrew was at this time accessing buses to commute to work which 
was perceived by his family as having provided an effective transition to a rest home in the 
community. When Raventhorpe was closed down Andrew moved to a retirement home 
which, the family believed "was not entirely satisfactory". However, Andrew recalled 
enjoyment around independent bus trips to the cinema. From the rest home Andrew moved 
into a group home in Auckland with four other people, two of whom he had known in 
Kingseat. 

Five years ago, it was decided that it was in Andrew's best interests for him to move to a 
provincial area to be with his family, who were making arrangements to move and live close 
by. This is where he lives currently. His father said, "When my wife died I decided I was 
going to come up and be near the family, so we were able to transfer Andrew prior to my 
arrival." Placement for Andrew has changed twice to accommodate Andrew's ongoing health 
needs which have increased with age requiring intensive periods of convalescence. During his 
last period of convalescence he became particularly involved with the development of a new 
purpose built facility that he was scheduled to move to, shortly. It was deemed by Andrew 
to be "the best place of all," in comparison with his past residential homes, where he expected 
to enjoy the fireplace . He described his expectation as follows : "that's what I like, in the 
winter time we can heat up the whole house." At the same time there was the companionship 
of a much loved cat for whom he said he, "does a lot of fishing." 

Andrew's community moves have centred around meeting Andrew' s health needs, or 
supporting family involvement. Andrew's father was looking forward to visiting the purpose 
built residential setting when it opened after having heard of its merits from his son. His 
expectations were that the staff would be well trained, with experience, as well as there being 
a minimal number, and a "suitable mix" of flatmates. 

Andrew's satisfaction with his residential placements have been guided, according to his 
father, by his particular enjoyment of people, which was verified by Andrew's considerable 
repertoire of humorous anecdotes associated with people he had met, and had been friends 
with. According to Andrew's father, easy access to shops, recreational activities in the 
provincial city, and a succession of personal cats, have also been high priorities for Andrew as 
regards his living situation, whereas as indicated on a lighter note by his father, "standards (in 
accommodation), wouldn't worry Andrew one little bit." 

Within the home Andrew has amassed a collection of musical tapes which are one of his main 
pleasures. His dad said, "He is very keen on music, he has a machine, tapes, and he potters 
about in the garden, and he has a cat." He enjoyed watching TV, and particularly the feature 
Bay Watch, and just sitting around talking to flatmates over cups of tea. He particularly 
appreciated the cooking at his present residence and enjoyed the late afternoon chats with the 
"good cooks" preparing in the kitchen. He also gained much pleasure from his garden, 
planting both vegetables and flowers. He had several tips to share saying, "When we get 
tomatoes we have to put half a cup of powdered milk in, you have to, because you want it to 
start growing." 
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4.2.4 Changes for the person 

Andrew agreed that coming into the community had introduced more opportunities into his 
life, and although his relatively low support needs had given him a degree of self determination 
whilst still living in an institution, he now had independent access to the city where he lives, 
more choices, more prospects, (like an overseas holiday), and more frequent visits to his 
family members' homes. Andrew indicated (by his frequent references to incidents at his 
various work placements) that meaningful occupation was for him an important part of his 
life. 

Staff responded that the change for Andrew from institutional to community living had been 
"absolutely to his advantage," in terms of considerable self determination tending to a "normal 
life." He participated in a range of personal activities and social settings which were unique to 
him, when compared to other members of his community household. He continued 
independently to expand his network of personal support, apart from that provided as part of 
the service. Whilst the staff commented on changes that had occurred in Andrew' s life, he 
was perceived to be the same gregarious, pleasant person with considerable charm and a 
heightened sense of humour, that had arrived to live within the service five years ago. The 
issue around personal change for Andrew had been somewhat obscured in recent months 
because of his recent ill health. 

Andrew's father's perception of changes for his son, centred around his various residential 
placements. Change for Andrew was seen in terms of type of house, and perceived 
supervision, and which homes had variously been more or less suitable, and thus diverse in 
their effects on Andrew's integration into the community. Andrew's father viewed the move 
away from institutional living as advantageous in terms of facilitating more frequent, and 
improved quality family contact for Andrew. This was confirmed by Andrew by his stories 
around his "brother with the black dog", and the sister (in-law), who visited regularly. 
Andrew's father, however, had concerns around his son's deteriorated health, and the aging 
process, which had considerably curtailed Andrew's activities, and was necessitating intense 
monitoring of his lifestyle, in terms of diet, and exercise. Prior to the development of ill 
health, "he cheered everyone up" and, according to his father, even with the onset of ill health 
Andrew remained, "much the same, pretty stable"as he had always known him. 

4.2.5 Work/day programmes 

Day programmes for Andrew have centred around workshop, and land skills situations. He 
enjoyed taking the bus to the store where he worked whilst in residence at Raventhorpe, and 
recalled as follows how before going he "liked porridge at breakfast (and) there were great big 
bags (full of it), and holes (which had) been made by a mouse, and all the powder stuff goes on 
the floor. Then the main storeman came along and said, "What' s all this?" so we set a mouse 
trap." 

Andrew had recollection of workshop attendance when initially moving from the institution, 
but focused on a more recent placement in a land skills programme where he particularly 
enjoyed the gardening aspect. Likewise his father spoke highly of this experience: "In the 
previous place he was involved with making wooden pallets, and before that they had a 
contract to go round mowing lawns for old peoples' homes and things, he quite liked that, but 
it folded." 
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More recently Andrew had become involved with handwork act1v1t1es, and a programme 
which staff advised took into consideration his own particular needs, and did not "lock him 
into" a daily vocational programme. This allowed for a regular routine of meeting within a 
non-segregated community group for older people. Andrew expressed pleasure at his day 
time pursuits, though he confessed to having a problem saying, "when Monday comes it's 
hard to get up." As well as being involved in supported activities, he had been able to initiate 
part-time employment with a local service station, where he had demonstrated a sustained 
work record, and was respected as a local identity. 

4.2.6 Community interaction 

Andrew's enthusiasm for being out and about enjoying social and solitary pursuits within 
discretionary, and work related time, included church meetings, clubs, fishing, beach walking, 
visiting, going to the pub, watching films, concerts, and shopping. These pursuits have been 
considerably aided by his proximity to the town centre. He could walk to places or catch 
local buses in a relatively "sheltered setting," so that he had achieved a high degree of 
integration both in entering "ordinary places," and effecting transactions routinely with the 
community population. 

Andrew was a regular churchgoer with a group of friends . This arrangement also extended to 
mid-week meetings. He enjoyed the social aspects particularly, and counted the pastor as a 
friend. His particular recreational pleasures centred around shopping pursuits, where he 
walked some distances, going to the local beaches, and "anything to do with music". He went 
to country and western groups. Andrew's father was very aware of his son's musical 
pursuits, and particularly his enjoyment of country and western music. He acknowledged 
that Andrew went to visit other community homes where they had gone out on various trips. 
He'd been out to Auckland zoo once or twice. With confidence gained since living outside of 
hospital settings, Andrew had plans to go for trips further afield, a ferry trip to the Auckland 
Gulf, and an overseas holiday with a friend in Australia. 

4.2. 7 Friends 

Andrew talked about having enjoyed company outside of his own from his earliest years. He 
recalled with pleasure, times spent with a group of friends of his youth at the local 
workshops. Apart from family connections, staff commented upon Andrew's circle of 
friends extending to at least six close friends amongst flatmates, several staff, and an extended 
network of acquaintances from the various non-segregated groups he was involved with. He 
"likes female company, in fact prefers female company, and has had a lady companion over 
several years." His doctor, and hairdresser were regarded personally. Andrew had highly 
developed socialising skills which meant he had a range of people, "that he regularly goes to, 
and things like that because of his outgoing nature. He will strike up conversations and get to 
know those sorts of people." 

Staff recorded Andrew independently calling at the pub, or "going with a friend." Andrew 
spoke of a special friend, he "had always had." He described him as "a special friend, 
everybody likes him." He counted two staff members as friends, and went out with them 
apart from their commitments around the house. He also commented upon friends who lived 
within the community, including his boss at the service station where he worked. Apart from 
this work he helped his boss at home. Of his boss Andrew said, "he works, he hasn't got 
time to do the garden because he gets me to do it." Andrew's father reported on family 
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connections, "we all get on very well." He also indicated that Andrew "was very popular 
with the neighbours, as a result of being easy going." He was also very touched by the 
popularity of his son which he described as follows: (He was) "very popular with most of his 
acquaintances, people that he has been working with. When I went up to the hospital 
recently, when he was there after his most recent admission, the whole crowd from his 
workshop showed up." 

4.2.8 Family connections 

As documented elsewhere in this profile, Andrew's family were closely connected in 
everyday life. It was determined by his parents to keep him living at home, and they 
accordingly sought to make this possible by becoming part of a community initiative to 
provide mutual support for themselves and other parents, who required day care for children 
with intellectual and other disabilities, and temporary respite for themselves, at a time when 
there were no designated organisations for such support. Andrew's father reported "the 
building up of informal networks", amongst these families, and continuing involvement until 
Andrew's mother fell ill, and was hospitalised. Andrew remembered his mother with 
considerable affection, reflecting that, "she just had something wrong, you see, I had to go 
(along) with it." Following her death, and after numerous assessments in line with the practice 
of the era, Andrew was placed full time in an institution. Andrew's father eventually 
remarried. His new wife "got on famously," with Andrew. His father described the reaction 
of the other members of her family to Andrew as follows: "The rest of her family too, they all 
get on fine. They send him Christmas presents. They were splendid, accepted him 
splendidly, I'm very chuffed about that." Andrew's father said that although his second 
wife ' s family live in Australia, "they are constantly in touch." 

Andrew's brother' s family saw him frequently , which included his nieces. This brother visited 
Andrew reciprocally for a chat over a cup of tea, and both are involved closely with their 
widowed father, who was Andrew's most intimate companion. Andrew always went home 
for Christmas, and was included in all family birthdays and festivities. The staff person felt 
"it would be hard not to continue a relationship with Andrew because he is so outgoing, and 
he's such a fun person to be with, because he is so amicable he would fit into the family 
arrangements." Another brother lived overseas but it was expected that he would retire to 
New Zealand to be close to the family. Andrew' s father described the situation as follows: 
"He has bought a plot of land, and in three years time he is retiring here. Andrew "will have 
two brothers looking after him when I'm not here. They've all met Andrew (the members of 
the overseas family) , they've all been out here on holiday, they all go and see Andrew and 
send him presents and a million other things. I consider myself very lucky because we don't 
have any conflicts at all." 

4.2.9 Wishes for the future 

Staff wishes for Andrew centred around his rehabilitation, settling into his new house, and 
regaining his health. He was also wished a windfall of money, as according to staff he "needed 
to go away on a wonderful holiday, (as) he would just be the sort of person who would 
benefit by it." Andrew's father wished for his son "only one wish that he continues to be 
happy." He had a sense that "as long as Andrew's physical needs were met he would 
continue to be so, as he was looked after all the time, and doesn't have any worries." 
Andrew's father professed that in these circumstances he, "didn't have a care in the world 
about Andrew." 
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Andrew' s wishes for himself were mainly centred around travel. He said, "there's another 
place I want to go, yes, leave the country. I' ll go to an old friend of mine, that's if he is still 
there, I knew him when my older mother (natural mother) was alive, he went back to his own 
country, Australia. I'd go on a big airplane, the one with blue tails, that takes you to 
Australia." Andrew also wished to visit an aunt in Auckland with whom he had been out of 
contact. At the same time he had dreams of going on a deep sea fishing trip. This was 
because he did a lot of fishing whenever he could. In his words, "I get fish for the cat, and 
every time I get a fish Sonny (his fishing partner) cries. He says "If you get a fish before I get 
one I'll cry, (when you fish) you put bait on it, and a great big fish comes along, and just takes 
it, I use mussel for the bait." 

4.3 Case Study Two: Heather 

4.3.1 History 

Heather lived in a group home setting within an Auckland suburb. Prior to living in an 
institution for 13 years, she had lived at home within a large family until she was in her late 
twenties. Fallowing the death of both parents Heather moved to institutional care. 

4.3.2 Hospital memories 

Memories of the institution for Heather centred around the routines of the wards, making her 
own bed, being in her own room, being aware of the small rooms with someone next to her, the 
people she associated with although she did not remember their names. Preferred memories 
centred around the "BIG dining room where there were a whole lot of tables all around the 
floor." Heather said the, "food was quite nice, the only thing I didn't like was porridge, I 
never liked porridge." Heather had been helpful in the clearing away of dishes. She 
remembered working in the workshop, where she packed babies bibs, blankets, napkins and 
perfume. There was also some time spent in the Occupational Therapy Workshop where she 
sewed piece work. Recreational memories were of swimming in the big pool, or walking in the 
grounds. Heather had gone outside the institution to buy "ice creams, chips, or sausages," at 
the shop, and enjoyed the company of friends at dances in the institutional hall. She 
remembered certain games saying, "I also played bowls, both outdoor, and indoor bowls, and 
we used to play other games." Heather had some special companions at the institution, 
notably a girlfriend, and two male friends, one of whom died there. The staff person reported 
a serious bum incident, through sleeping with a lighted cigarette Heather also commented on 
this describing, "a first degree burn, it was treated at the hospital, I still have got the scar." 
Heather said that she did not miss the things she used to do in the hospital. 

4.3.3 Residential settings 

Heather's residential history in the community began temporarily in a rest home from which 
she moved into a group home situation with flatmates considerably younger than herself, and 
all male, mostly non-verbal, so conversational companionship was difficult. Staff worked to 
find a more satisfactory situation for Heather, which in effect she self-selected. Heather had 
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begun to visit the home that she now lives in, enjoying the company of the women that lived 
there as well as the staff. Heather had originally met the women from her present home at the 
workshop she went to. Heather's account of how she moved indicated the advocacy of the 
staff on her behalf to find a more appropriate placement than the first. She remembered how 
"(name of the staff person) used to work here, she brought me here one day to have a look at 
it several times. (Then) (name of staff member), who used to be at the workshop, talked to 
me one morning because I used to wash the cups and saucers and plates and knives there, and 
he was sitting at the other side of the table, he actually told me that there was a vacancy here 
because (name of person) had moved to (name) road." In her current residence Heather 
enjoyed her own large room which she described as follows: "the sliding door you can open, 
and the two big windows, it's safety shackled so nobody can get in, there is sun in the 
evenings." Heather was particularly delighted with her own bedroom, and spoke at length 
about the new bed, and furniture which were coming, and the choices she had when shopping 
with an ex staff member. She elaborated on the problems with water beds, "the bed is not 
really moveable, you can move it but you have to drain all the water out, there is a triangle 
wooden thing in the middle." 

Heather also spent some time in the lounge watching TV, relaxing, talking, and doing 
embroidery. She said she only cooked as part of her responsibilities in the house, but did not 
enjoy it much, though recalled the fun of cooking on a farm years ago where she still was 
invited to holiday. Heather spent time in the garden sitting, and walking, and hanging up, and 
taking in the washing, which she saw as her domain. She had developed an empathy with a 
flatmate who required intensive support. Heather provided support in terms of helping her 
perform tasks, and finding her things. 

4.3.4 Changes for the person 

Changes for Heather centred around her now "living the normal life of an individual," 
particularly since moving into her present residential address. Initially it was considered that 
"she was so unhappy," if not depressed. According to staff, "she is happier since the move, 
more responsive and willing. She is more tolerant and trusts other people, whereas she 
always used to secure her door. She is tremendously capable and wants to be seen to be so." 
Heather was now free to make choices, and had joined a non-segregated club and a church 
within the community. Heather now spent her day involved with meaningful tasks of her 
own choice, and was able to develop her own routines rather than be directed. As a result, her 
spirit has lifted from one of depression to a sense of well being. 

4.3.5 Work/day programmes 

Heather described her memories of workshop routines in the institution, and how she had 
been a reluctant participant in the Occupational Therapy Programme. When she came to the 
community she went to a workshop situation where despite her eventual residential move she 
had still been able to attend. Heather particularly enjoyed the domestic tasks associated with 
the day ' s work, and cleared tables, and dried the dishes after recreational breaks. This was 
supplemented according to staff by tidying around the manager's office, and going for milk 
from the dairy, managing money for this transaction alone. 

Within the workshop Heather met up with acquaintances and in particular one special friend 
whom she saw there. Heather reflected, "it's quite a good place to be, I can do any type of 
choice." From time to time she experienced some interpersonal difficulties with other workers 
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but overall she liked the work saying that, "the staff are quite nice, quite easy going, you can 
talk to them." She was involved packing nails, cereals, towels, music tapes, CD's, and placing 
fillers into pens. Further work included working out colour combinations. When the need 
arose, Heather was available to go around to other workshops which gave her a more varied 
work environment which assisted her to cope. 

4.3.6 Community interaction 

Heather's integration in community life centred around her involvement with various non
segregated community groups, Salvation Army, and Women's Institute monthly meetings, a 
Community Group and Senior Citizens once weekly. Staff marvelled that, "she's got so 
many things going, I can't keep up with her". These various pursuits were specific to Heather 
and not necessarily venues where other flatmates were members. Shopping was one of 
Heather's main enjoyments, where she made complex choices around personal buying of 
clothing, hobby requirements, and bedroom furnishings. Notably she collected items for her 
shelves, which her family members supplemented. Shopping, inclusive of lunch or a cup of 
coffee happened with staff, or family members. Although Heather went out socially with her 
flatmates in a group accompanied by a staff member, eg, when attending Music in the Park 
concerts, or going away on a holiday, her most usual way of accessing the community was in a 
one-to-one situation, with staff or family. 

Heather was able to go away on holiday on a regular basis either with the other flatmates who, 
like her, have a high level of independence, as well as staff and also with family. It was a 
feature of her particular community home that the planned programme, and discretionary time 
was spent in frequenting non-segregated settings as opposed to prolonged visiting with other 
community homes. Heather enjoyed going with friends and family to restaurants, such as 
Valentines. Music at the Country and Western concerts where several houses joined to 
participate was also regular entertainment. 

When asked, Heather found it difficult to articulate why she preferred to live in the 
community, rather than in the institution. When the interviewer suggested it might be because 
of her lovely room, the pleasant house, good companionship, nice clothes, and shopping; she 
replied, "All of those things, it feels better." 

Heather's favourite place in the home was her bedroom where she spent time enjoying her 
collections and the result of assiduous buying over time; the furniture she desired, and the 
matching colour schemes, and designs which appealed to her. She enjoyed domesticity around 
the house, and sitting, walking and seeing to the clothes on the washing line in the garden. 
Sitting in the lounge with a cup of tea (or even better, coffee), chatting with flatmates and a 
particular member of staff, were her favourite relaxations within the home environment. She 
would shower when and if she felt like it, and sit in front of TV. Heather had a particular 
interest in craft work which included making squares for blankets. She enjoyed doing knitting, 
and embroidery, also painting along with other members of her flat. Heather commented that 
for "all of these things, it feels better" to live in the community. 

4.3. 7 Friends 

Heather had memories of several instances of close friendships with both clients and staff 
from early until recent days. She appeared to prefer deeper individual relationships to large 
groups of friends. 
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Heather recalled three friends from the hospital whom she always enjoyed talking to, one of 
whom had died whilst they were both in residence there. It appeared that her quiet 
friendliness, and competence in the workshop where she had been since first coming into the 
community, had won her several close relationships with staff. This stability of placement 
seemed to have afforded Heather opportunities to work temporarily in other work placements 
when extra support was needed. As a result Heather's social networks within the organisation 
were extensive. 

Socialising and making friends for Heather were not without frustration. Heather's sensitivity 
to negative interpersonal issues that arose within the workshop often resulted in her taking the 
problems home for the staff member to help solve. The staff person also mentioned that there 
were regular incidents within the home whereby one of the clients vented frustrations on other 
flatmates and staff by tripping them. This particularly affected Heather who found 
confrontation difficult to deal with. Heather believed that it was a good thing that she had 
come into the community with the exception of a difficult flatmate who she described as 
follows: "she' s got a problem, she sort of trips you up when you walk past, sort of stands on 
your feet." The flatmate had subsequently moved to another setting. 

Whilst Heather's main socialisation group was her family, she had developed a close social 
relationship with one of her staff. This relationship was mutually beneficial, and they went 
out together, as well as enjoying time together during activities within the home environment. 
Heather spoke warmly of the friendship, "She is quite special, she and I have a good 
relationship," Heather talked of a friend from the workshop, and at the same time had a range 
of less close friends and acquaintances whom she enjoyed meeting regularly through church 
and other organisations she went to . 

Heather commented on her relationship with the immediate community, her neighbours whom 
she would say "Hello" to. She agreed they were friendly people, and said. "Yeah, yeah, I've 
talked to the man. I've talked to the lady, I've talked to the kids. The husband's been over 
here a few times." At the same time there was a neighbour further up the road who came in to 
bring biscuits sometimes, and Heather had conversations with him. 

4.3.8 Family connections 

Heather had always been closely associated with her family, who were interested in her 
welfare, and saw her regularly. Her closest sisters had taken responsibility for Heather's 
welfare since the death of both parents and were keen to be involved in decision making 
associated with Heather's life in the community. 

Heather said her sisters frequently brought things for her room, and she saw a lot of them, as 
well as the rest of her family. Heather was always part of family and Christmas festivities, 
and family would come around to take her out in the car. With the opportunities which a large 
family affords for socialising Heather had a sense of belonging. Rather than feeling isolated 
from her family by being a resident of a community home, she saw it as her own space much 
in the same way when sibling children mature and leave the family residence for their own 
establishments. The experiences Heather had in the community with her two sisters were 
shopping expeditions and trips to restaurants . She also holidayed on a family member's farm 
at some distance from Heather's residence. 
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4.3.9 Wishes for the future 

One of Heather's pleasures in life was her enjoyment of handwork, and a first wish centred 
around the desire to ultimately own a craft shop. Secondly she settled for a "Father 
Christmas Box' of clothes", and pictures for her room, which was one of the main expressions 
of her quality of life in the community. The third wish of Heather's was to travel overseas. 
She was not quite sure where, maybe Australia. She reminisced that, "just a few years ago 
(name of staff member) talked (about it) one night, I was sitting on the bed talking before I 
went to bed, and she was talking about this (going to Australia to see her son play football) 
and she said would I like to go with her, but I wasn't sure because I had to ask (name of sister) 
before I could actually go." 

Heather's staff person, who was her best friend outside her family said that Heather's move to 
the community had been well overdue. As a result she wished more independence for Heather 
with more daily choices. 

4.4 Case Study Three: Simon 

4.4.1 History 

Following mainstream schooling where Simon had had limited success he went to work in the 
family business. It was hoped that this experience within a sheltered environment would 
assist Simon to establish a work routine. This was not the case, however, and he entered the 
institution for an assessment, where he then remained. Simon had some recollection of his 
early years, which centred around various visits to medical professionals. He said, "I visited 
the doctor, here in (name of place) when I was a little boy, and another one, (at another time) . 
I went as Mr J's son." The family in which there were three siblings visited Simon regularly, 
in the institution. On arrival in the community and following the death of his father family 
contact had continued to be strong. 

4.4.2 Hospital memories 

Staff questioned Simon's experience of the institution, "Just sometimes it makes you wonder 
why was he there?" His key person intimated that Simon "doesn't like talking about why he 
was there, and what happened when he was there. He prefers to make up another story, or 
(tell about), something that didn't really happen." Of living in the institution, Simon talked 
about being involved in Occupational Therapy sessions, and then going back to his villa to 
have a shower before going for walks, sometimes outside the grounds. He remembered 
spending time in the lounge at the hospital, and being involved with a considerable number of 
people, either those in residence or staff. He recollected how, "one of the nurses, (he is dead 
now), used to let me (go) up the road now and then. I used to go up the road to buy myself 
fish and chips, always on my own a lot of the time." As well as memories of walking to the 
shop, Simon recalled travelling on the bus, with both nurses and clients to go over to the local 
mall. For at least two of the five friends Simon discussed by name, he was still in telephone 
contact with. He appeared to have a great interest in being with people, memories were firstly 
of people rather than places, which was verified by staff, who said, "when we're all going out, 
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he wants to come out and socialise, wherever we are going, and whatever we are going to do. 
He is just a social person, a people person, he can buddy up with anyone." 

Simon's memories of the hospital were mixed. Whilst he enjoyed having made a large number 
of friends and acquaintances and having had a certain amount of independence at the 
institution, he also had negative memories around people. He still had unresolved anger against 
one person who lived with him in the villa, who he described as, "a liar, that's what he was, 
always lying to me and all that." At the same time he said he, "did not miss the hospital, 
because they were all the time picking on me, and all the time breaking my glasses." Staff said 
that they had been told by him that he remembered that he "used to get a lot of shock 
treatment while in the hospital. It happened every time he did something wrong, that he 
would go to a room where he got shock treatments." 

4.4.3 Residential settings 

Simon indicated that his first community placement had been a difficult experience associated 
with the mix of people that he lived with as well as his chronic ill health at the time. He said 
he had "been very sick in leaving the place," and recalled that he had spent ten days in 
hospital at this time, "It was my heart and my whole body, yeah I nearly died." Staff verified 
this initial ill health with periods of hospitalisation, including a planned operation for kidney 
stones . 

The main enjoyment in life for Simon was socialising. There was evidence that his initial 
experience of integrating into the community in terms of making social contact, had also not 
been favourable, and he had been called upon to make considerable adjustments during his 
transition from the hospital to community life. He described these difficulties as follows: 
"when I was in (name of suburb where he resided on discharge), I used to go around the 
streets. The girls always used to pick on me, on purpose to hit me and break my glasses". He 
had also been taunted with threats of being returned to the institution by the same people who 
had been teasing him. 

Simon had moved to his present placement where he felt very happy. Staff said that recently, 
however, there had been suggestions made to him regarding contemplation of a further move to 
another house where he would be in an age appropriate group. However, he would not 
consider this, saying, "this is my home, I want to be here." A sense of security and "trust in 
the house, and just being more comfortable than in his first (placement) experience," seems to 
have given him this sense of belonging, and improved stability according to staff. Simon said 
"this is a better house, a safer place to be." Contributory to his more recent sense of self 
efficacy was the responsibility shown in his routine of taking charge of the security of the 
house at night, being the last to go to bed. Staff indicated however, that this task was not 
unsupervised, saying, he was often "out in the garage, when I am lying in my bedroom but I 
still go down and check." It appeared that Simon enjoyed the "ownership" of his "own," 
home in taking on this task. He also had a particular interest in the administration of the 
household, and regularly read the roster to ascertain which staff would be working. Staff 
reported that he was "totally independent," in his present home, "very capable of doing his 
own washing, turning the dryer on, and making cups of tea, though we don't allow him near 
the stove." Simon and his flatmates would come down to breakfast in their own time. "They 
sort of make their own breakfast, and sit down, if they want to say Good Morning to each 
other they will. 
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Staff said that Simon was meaningfully occupied at work , and part of his job was to do the 
cleaning, which meant persistent handling of cleaning materials. The reason for this was to 
find behaviours incompatible with smoking. According to staff, "if you left Simon, all he 
would do would be smoke." His key person said, "Simon is a very heavy smoker, every ten 
minutes if you allow him." Staff had provided support to help him reduce his daily number of 
cigarettes, and monitored his progress. They had attempted to supplement the loss by 
providing substitutes which he had indicated he enjoyed, such as yoghurts. In order for him 
to have a space to smoke that did not interfere with the rights of the other flatmates he had a 
special outbuilding made available to him. This was his responsibility. He kept his "smoking 
room," tidy, and vacuumed it on a regular basis. 

Simon was also in the habit of making continual cups of tea, so this was also being monitored 
by staff, with him being given his ration of tea bags along with his supply of "roll your own," 
cigarettes for the day. Whilst Simon was not happy about having limited supplies of tobacco 
he had an appreciation of the staff concern about his health. His version of the situation was 
"I enjoy smoking and a cup of tea now and then, they've cut me down to four packets of 
tobacco a week, they are thinking of my health." In response to whether his health had 
improved, he said, "Yeah, I am keeping a bit better, yeah." 

Simon found extreme support in being able to keep in touch with friends and family by use of 
the telephone. Staff reported that after "breakfast medication, and a quick cigarette" he would 
decide on "either chores or talk on the telephone." They had worked with him to interest him 
in other recreational pursuits because "once he is on the phone, it's hard to get him off." If he 
has had a bad day at the workshop "he will go immediately to the phone, and he sort of winds 
himself down, because he has a set time when he has to ring his family , so he will just like 
wait until it's that time to ring them. "When the telephone was off there for like a couple of 
hours he went berserk." Communicating was for Simon a very important part of his life 
which was recognised by staff. If he was not "sitting in the lounge, and talking with staff or 
some other guys who are there, most of the time he was in his room writing letters". He had a 
considerable collection of pens, and "does a lot of writing to family and friends". 

4.4.4 Changes for person 

When Simon was asked whether life had changed for him since he had come to live in the 
community, he replied with a positive view. Staff regarded the change to community life as 
advantageous seeing only the fact that the loss of friendships made in early life had been 
considerable to someone such as Simon, who was so gregarious. The loss was made more 
irrepairable because of his inability to visit people, as he was unable to travel distances 
independently. Nevertheless staff reported that "he still keeps in contact with people and 
staff that he knew over there by phone." 

For Simon changes centred around the domesticity of his own home, his own room, which he 
looked after himself, and independence to make a snack if he wished, or socialise with staff 
around a good meal. He said, "I make my own drinks, I've got staff to look after me, I can 
talk to them, and have meals with them. At (name of institution), I was starved for years, and 
there was rotten meat." Simon had also experienced a change with "having some more money 
to spend," which empowered him "to buy meals out ifhe wished." He was able to manage his 
own money to a degree, although with the increased cost of cigarettes, and attempts to help 
him reduce his intake the staff were managing his workshop allowance with him. Staff 
attested to his generosity. "He buys presents whenever there is a birthday going on down at 
the workshop, he'll buy them a gift, and especially for his mother on Mother's Day and her 
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birthday". Another change for Simon according to staff had been freedom of choice. Whereas 
formerly within the institution he experienced "a lot of things (which) were put into place 
without his knowledge," now he "is just able to do a lot of things, now he dictates a lot of 
things." Similarly, Simon said one of the freedoms of being in his present residence in the 
community was "I guess I can ring up my mother, and my friends." 

Staff had seen a change for Simon. "To me he's turned completely since the first year I knew 
(him). It was (initially) very hard to get him to do things, to help you out, to get him to lend a 
hand, to get him to try and help with the other guys, just like everything was a big chore," but 
now, "you can actually sit down and have a conversation, and he can talk about other things." 
At the same time staff recognised that he "feels a lot better in himself, really." Simon no 
longer "shuffled", but moved with a normal gait. Staff also commented that his eating habits 
had changed since discharge from the institution. On arrival in the community Simon had been 
accustomed to "scoff (his) food down in one big rush, and never mind about the mess and all 
that, but now it's like he is trying to control it, and he has calmed down." His morning rising 
habits had also changed. On initial acquaintance Simon wouldn't get up until 8.30, "because 
he didn't have to go to the workshop until 10.00. He used to make up stories and say that 
"his old age," prevented him from getting up, and going to the workshop." Staff indicated that 
he had now become an early riser. 

However, staff noted that whilst there had been positive change for Simon he had also retained 
many rituals associated with bathing from the institution. "Whenever he has a bath, he's got 
to undress in his room, go to the bathroom, have his bath, go back into his room, and get 
dressed in there." Staff commented that although he had "meaningful activities now, that he 
didn't have then, there's always more we could do for him. He's got potential, lots of it." 
They conceded though that he needed encouraging, telling him, "just to give it a go .... give it a 
go, now he's out and about. " 

4.4.5 Work/day programmes 

Simon went daily to the workshop as had been his pattern since residing in the institution. He 
said "I love going to the workshop because I'm kept busy all the time." He indicated that his 
involvement was "putting things into this little thing, and stickers and things." He preferred 
"keeping the place tidy. " What he enjoyed most at the workshop according to staff was, 
"getting the job done so he can have smoke breaks, and if anyone walks into the workshop, 
well he is right there to greet them and talk to them." 

At the same time the security of the routine, and the social aspect of the workshop appealed 
to Simon. However, his relationships were not always smooth, particularly when someone 
has had "a go at him, but next day all of a sudden its hunky dory ... when he comes home, we 
just talk to him, and tell him to look at it from the person's point of view, and he'll calm down 
... but it doesn't really mean it's forgotten by him. He still remembers, but he just puts it 
aside." Staff indicated that he had chosen to stay on at the workshop although other options 
more aligned to his potential had been discussed with him. His decision was interconnected 
to the importance of relationships he made there. He particularly enjoyed the company of one 
of the staff members as well as several of his co-workers. He concluded that he "liked to meet 
some of the people at the workshop". 
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4.4.6 Community interaction 

Staff reported shopping activities as a social time for Simon. "He ' ll sometimes on occasions 
come shopping with us, and he likes to go up to people and ask them about what ' s happening 
on the "day of surprises." "The day of surprises" for Simon was a mythical day in the future 
when all his expectations would gain fulfillment particularly it appeared around his marriage 
hopes . Staff said shopping for clothes was normally dictated by Simon, and "basically the 
staff follow him to whichever shop he wants to go to." 

Simon enjoyed eating out. Staff reported Valentines, Cobb & Co, and the Pizza Hut as 
favourite venues. His enjoyment did not extend to TV or Movies, he preferred social 
situations, like socials and discos, where he spent more time talking than viewing. The same 
situation prevailed when Simon went to football matches, or walking at the beach or local 
park. He attended People First meetings, and reflected, "I like the meetings, they can bring 
out everything there. " He went monthly and said, "he talked now and then." Other regular 
community interests according to staff were bowls, and Special Olympics. Staff suggested 
that whilst Simon had a large number of options he was not enthused about the activity itself, 
but rather whether it provided an opportunity to socialise. According to staff when Simon 
was asked if he wanted to go to a lot of these (places) we find that he ' ll always give us a 
straight "I am not really keen on this", but if we do try it, out of the blue he'll like it once he 
(joins in)." Simon confirmed that he went to the city though "he did not know where it was", 
to a swimming pool, and "some dances". There was minimal discussion around places of 
entertainment, as previously indicated his interest centred around opportunities for 
socialising. Simon's friendliness on contact with the neighbours was not reciprocal, and staff 
reported, "He will say Hello to them and try to get their names, but usually they ' ll tell him a 
fake name." 

4.4. 7 Friends 

Staff remarked that friends "are really important in his life, just being wanted by people you 
know." Simon had always been involved with large groups of friends and acquaintances, staff, 
flatmates , family and communily contacts. He was in close contact either in person over the 
phone or through correspondence with at least a dozen named friends. Staff commented that 
he would pick up the phone to contact people in managerial positions in order to advocate for 
himself. Staff said he was in the habit of ringing his community services manager "if 
something was not right," but had more recently become more "realistic, and gone through his 
caregiver." He had "even rung the area manager, he doesn' t muck around." He talked about 
past relationships where people were now deceased, "I always loved Aunty May, and Aunty 
Jo in the country." Then there was a nurse from the institution. Her remembered that, "he 
used to let me up the road now and then, and he used to take me up the road, he ' s dead now." 
At the same time Simon still phoned friends he had made in the hospital. He indicated that 
"M was one, I ring him up, and I ring G." He also still met up with another one of his friends 
from the institution who had moved locally, and saw the friend ' s mother, so he had been able 
to somewhat retain certain early relationships. Staff saw this as phenomenal that these 
relationships had endured through the year, indicating, "there's another one that ' s really close 
to him in that circle, a guy from (hospital), this guy still writes to him to this day." 

Simon's current best friend was contacted mainly by letter as he believed that "it was hopeless 
ringing him because he ' s always too busy, but I will be seeing him soon." Simon counted 
several health professionals amongst his friends but said, "I don't really want to see them too 
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often because that means I am sick." Other friends he indicated, "are very good friends of 
mine, they send me presents." He reported having "very good friends," amongst his 
flatmates, also staff, and at least four people from the workshop he attended. 

Simon visited friends but always in the company of staff commenting, "I have to go with 
staff." This partly related to the need for transport. For this reason, most friends visited him 
rather than him going to them. He had a desire to marry eventually, and go overseas to live. 
He said of marriage, "It ' s alright if they get married if they strike the right girl." 

Simon went to church with another friend, and attested to the quiet influence of this spiritual 
dimension in his life. He said he "prayed a lot and all that, yes, I feel praying helps me, I feel 
quiet and peaceful, praying and meditating is a very good thing to do. Sometimes I do it in 
here ( his own room), or I do it with my eyes shut out there". 

Staff reported that Simon had a huge capacity for a wide range of relationships. He was 
continually networking within the community, and forging new links. They said that if he 
showed an interest in developing a friendship , and if this was reciprocal, they would take 
addresses and arrange meetings with the person. His charisma for people was illustrated by 
the fact that according to staff, "his school teacher still visits him to this day" Staff said that 
if friends came to the house, which was the most usual venue for Simon to meet with his 
friends, "they either go into his room, or into the smoker's room, and have a cup of tea, and 
have a chat, and they stay for like an hour, all his friends come over they are really nice." 

4.4.8 Family connections 

Whilst Simon talked about many friends, his closest relationships were with his family from 
whom he received a regular phone call at an appointed time and family usually visited in the 
weekends. According to staff for "his birthday last time his brother and his mum came and 
took him out." His family provided a caring backdrop for Simon's life in the community. He 
also had frequent contact with members who lived overseas through letters and gifts. 

4.4.9 Wishes for the future 

Simon's wishes for himself were firstly to meet more pretty girls, and secondly to go on a 
plane to an overseas destination accompanied by members of his family. Staff wishes began 
with Simon's fantasy of the "Big Surprise" to be realised, which in part they thought related 
to his own wishes of going on an overseas trip and having a serious relationship. A final staff 
wish was for Simon to be "totally independent" in terms of daily living which included using 
the phone as much as he liked. 

4.5 Case Study Four: Julia 

4.5.1 History 

Julia came from a large family, and had experienced all her early life until adulthood living in 
the community. Her stay in institutions had been relatively recent, and this was reflected in 
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networks still retained to some degree particularly around family, and the immediate 
neighbourhood from when she lived at home. 

Her mother told of Julia's early life as one of a very large family and described her as a 
"normal very placid baby." Julia progressed through early developmental stages until school 
age, where she was relegated to "special classes." Owing to difficult family financial problems 
Julia finished her schooling earlier than her mother would have wished. Her work began in a 
factory where she came home regularly with headaches complaining according to her mother 
that she "was given all the dirty work to do." She soon began to mix in circles that led her into 
trouble with the police for aggressive behaviour. The work place set off a chain of events 
where Julia became involved with workmates who encouraged her to go out drinking, and as 
indicated by her mother "started coming home at 3.00am both abusive and hard to manage." 

Subsequently Julia was committed to the institution on two occasions, for an assessment. She 
was discharged, with medication, and her mother remembered being told that, "there are no 
problems with Julia." Following further difficulties Julia was admitted to the hospital as a 
patient with mental health issues. 

4.5.2 Hospital memories 

Julia's mother said Julia had found it very difficult relating to other clients in the institution, 
"because they were different, and did strange things, whilst with medication Julia was 
basically normal." Julia phoned her to ask to be brought home but her mother owing to other 
critical family crises, was unable to respond. On hearing that Julia was to live in the 
community Julia's mother indicated that her first concern was how would she cope if the 
responsibility was hers alone. Throughout Julia's stay in the hospital her mother was a 
regular visitor. 

Staff did not have any information about Julia's institutional experience, but commented that 
"she was shy and very withdrawn, not trusting anyone, when she came into the community." 
Julia indicated that her memories of the hospital included weeding the garden and going out for 
walks. She also recalled sewing a tablecloth, which she still kept currently in her room. A 
memory of living in a particular villa where she slept upstairs was that it "was noisy 
sometimes." Further evidence that to Julia the Hospital was a "noisy place," and equated 
with being directed were her comments that after completing a task, she was "told to go back," 
to the physical environment that was "alright sometime, but mostly (you) were shouted at 
when you came through the door, they shouted a lot." Nevertheless Julia also confided that 
she remembered being nervous about leaving the Hospital. 
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4.5.3 Residential settings 

Julia spoke unfavourably of her first placement when she left the Hospital, in terms of "you 
have to do your own washing, and make tea. She commented that she "only liked cooking the 
veges, not the cleaning up." She had a nice room, but liked her present situation better, 
because it was, "more quieter." Her mother was in frequent contact with her daughter as had 
always been the case, and seemed to gain considerable pleasure in terms of support, and 
"liveliness around the home," when Julia visited her. 

Having moved to a second residential placement, Julia preferred it to the first because 
"someone else," did the washing. She reflected, "we just hoover and mop the kitchen floor." 
The thing Julia liked best about her present home was that it was, "nice and tidy." There were 
indications that the second placement had been better for Julia because it presented better 
possibilities for independent walks. However the first placement had allowed Julia to get 
home independently, whereas now she said "sometimes I see my mother after I've done the 
washing, now they take me up in the van or in the car at weekends." Staff spoke positively of 
Julia's involvement in the running of the house illustrated, through washing, cleaning, to 
cooking and gardening. 

Staff said that Julia had difficulties in adapting to leaving the institution, her nights were 
unsettled. She "needed to gain self esteem, and gain confidence that her space and possessions 
would not be violated." A positive aspect of her first home was the reported enjoyment she 
gained from having a dog. She showed a preference for outdoor pursuits and saw the dog as a 
companion on independent walks, she would feed the animal regularly and be protective of it 
from other flatmates. Staff said the transition from her first to her second house ( current 
placement) had been relatively easy because there were considerable similarities between the 
two residences in terms of staffing, locality, and physical environment. One disadvantage 
however was the loss of the pet and associated walks which staff saw as contributory to 
Julia's weight gain. This loss was exacerbated by the fact that transport had to be provided 
for Julia to operate within the same network of her previous house, inclusive of visiting her 
mother. Her access to the gym was also lessened owing to the distance. 

Julia's mother was "pleased how it worked out," after eight years in the community for her 
daughter. She noted that Julia was "happy, she enjoys her house and wants to return when 
she comes to the family home." She said to her mother, "I'm going home because they're 
having a roast and you're not." 

Julia's mother was anxious for her daughter's wellbeing but left the details to those responsible 
for her from the community agency. She did however enjoy seeing Julia and appreciated her 
company and support, but the understanding was for Julia to come to the family home. She 
thought Julia was fortunate to have a home where there were "people her own age, lots of 
things to do, and routines, much better than (name of institution)." She hoped that Julia 
would remain there in the future. 

4.5.4 Changes for the person 

Staff reported a developing independence for Julia with relation to several areas of daily living 
skills such as dress, makeup and meal preparation. In all areas she still required verbal 
prompting to complete the tasks to what was considered her potential. This was well 
described in relation to her dress. According to staff, "she chooses her own clothes, and with 





101 

supervision and support puts on her own makeup". Teaching continued to encourage her to 
prepare meals in preference to the option of fast foods. She had good skills in sandwich 
making but needed further work to refine the preparation of meals and house cleaning tasks. 

A recent disappointment for Julia had been the loss of a particular job within the workshop 
that she attended. Loss of job associated with the move to a new residential address had 
caused Julia emotional stress. Although she was able to handle the situation better than on her 
arrival from Kingseat she still needed support to cope with her feelings and emotions. 

For Julia's mother the use of medication had brought positive change into her daughter's life. 
She perceived that "her personal demeanour" was "now calm". In terms of basic skills Julia's 
mother indicated that they were "well established long before she went into the institution". 
Overall the changes for her daughter had been good, in terms of being with "people of her own 
age, lots of things to do and routines." Julia's living situation was of a high standard which 

. had reduced the stress in her mother's life. She no longer had to worry about Julia's future. 

Julia indicated that she had a preference for outdoor activities, and in particular her enjoyment 
of walks, being in the garden, and the beach. Her life was "good" and she indicated there were 
"lots of places (to visit)" although she expressed concern that her health problems, could 
interfere with her enjoyment of food. Julia described that, "sometimes I get a bit of a 
headache, a headache two days last week and indigestion sometimes". She had previously 
enjoyed a drink at the pub, but now on medical advice she could not do so. She reflected, "we 
used to go to the pub but I'm not allowed beer so it's not worth going." 

4.5.5 Work/day programmes 

Julia had continued in the same workshop situation since leaving the institution. Her jobs 
have consisted of using a cling wrap machine, packing, setting items in card inserts, rolling 
materials, and counting out amounts of articles. She said she also worked with films, but not 
with cameras as that was "a little bit too hard." Julia particularly enjoyed her involvement 
with one of the staff who worked in an adjacent office at the workshop. With reference to the 
staff she said, "she comes (in) sometimes but she's always in a rush, she bought me a 
birthday present one time, and a necklace." Staff noted that Julia went to work in the morning 
by taxi, and she was always ready ahead of time. There was an everyday pattern associated 
with her departure "waiting for the taxi, near the door, or outside." Over the years Julia's 
mother indicated her daughter's work had been interfered with by a history of migraine type 
headaches. 

4.5.6 Community interaction 

Julia said she did not see much of her current neighbours as "they only ever came over once 
for a meeting." Her mother recorded though that when Julia visited the family home she had 
considerable involvement with at least one neighbour. Julia had been familiar with this person 
prior to going into the institution. She was a friend of her mother's, who Julia described as "an 
old lady, she had a walking stick." 

Community interaction for Julia was at its height when she could walk to the local shop or 
have easy access to local transport. Her recent change of residence was not so well placed for 
access without staff transportation. The challenge as perceived by staff nevertheless was to 
provide Julia with "a consistency for her to lead a normal life, and lift whatever restrictions" 
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(were required, but at the same time) "preserving her safety." According to staff they should 
"be trained to understand the need to enhance people's lives, and encourage community 
participation by initiating moves into the community." Staff and Julia's mother were 
particularly supportive of Julia spending time with a girlfriend who lived with her family in a 
nearby suburb. 

Julia enjoyed spending time with her friend, shopping and walking and going to a movie with 
her. She was used to going to the large malls, and was able to manage her own money. She 
was not interested in the museum or library, preferring eating out and social events, ten pin 
bowling, the gym and swimming. With reference to places to eat Julia expressed financial 
constraints. McDonalds was now a favourite venue, as opposed to Burger King although she 
was aware that it was dearer and often only five dollars was allocated for lunch. 

Julia had also tried horse riding. She commented that it was, "once a long time ago when I was 
small," and she would like to do it again. Skiing and skating had been experienced, with both 
creating new challenges. In relation to skiing she remembered that she "was a bit scared to go 
down one slope. I fell over twice." Similarly with skating she reflected that, "I keep falling 
over in skating, I'm not much good at it. I have to keep holding onto the edge when I skate." 
With the exception of spending time shopping and visiting with her girlfriend and her mother 
and sister most of her activities were usually enjoyed in the company of flatmates and staff 
from her own or surrounding group homes run by the same organisation. Transport was 
usually by van either with staff alone or also in the company of other flatmates. 

The company of other flatmates figured strongly in Julia's community interaction. On 
weekends or after dinner staff would drive a group to enjoy walking in one of the local parks. 
Staff recounted,"sometimes we go to a different park, we went last night and hopped back in 
the van it was getting a bit cold". Grocery shopping was another group event. 

Swimming seemed to be the most favoured recreational activity in Julia's life describing that, 
"every Friday night(name of staff member) took us in the van, she takes the whole house. We 
go to the pools, they won't let us go swimming at the beach that's too cold at the moment, 
we'll have to wait for a nice sunny day." 

As a sport, swimming was an area in which Julia had achieved some success, particularly at 
Special Olympics, and had led to an improved sense of self efficacy. She spoke of ribbons 
won, read the inscription on a cup and described the different ribbon colours in terms of their 
significance. Julia had also had success at Special Olympics with bowling in a partnership of 
"open fours," where she had also won a cup. These trophies were displayed in the lounge for 
all to see alongside appropriate photos. 

Having enough money to pursue recreational activities was of concern to Julia. She spoke of a 
ball that she would have liked to have gone to but had gone home to stay with her mother that 
weekend as the ball was a "bit too dear at the moment". She compared herself to her other 
flatmates and said "only (name of flatmate) went to the ball from our house, they've got more 
money than me". Nevertheless Julia indicated that on weekends there was usually a main 
leisure activity planned for all members of the house. "Sometimes we go to the pictures, and 
sometimes we go to the beach for a barbecue." 
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4.5. 7 Friends 

Julia preferred single friendships rather than having to deal with large numbers of people 
simultaneously. This was exemplified by the stable friendship that she had with the young 
woman previously mentioned, as well as with two of her male flatmates. Julia had taken one 
home to visit her mother and on one occasion all three had gone out to the cinema together. 
With regards to the other young man, Julia saw him as a very close friend although she had 
never visited his family home where he spent many weekends. Their relationship centred 
around the life of the group home. Julia also saw her family as best friends. 

According to staff, her woman friend provided Julia with "a regular companion each week for 
frequent outings and time together." For Pam being able to visit her friend and stay overnight 
gave her a break from living in a group home situation. Julia had originally met her friend at a 
workshop, but the friend was no longer there. Staff said that Julia missed her terribly and 
preferred to sit alone rather than join in with other groups of workers, sitting with staff 
however, was an exception, although Julia realised that staff were not always able to meet her 
social needs as they were often, "in a rush, taking people places." 

Staff reported that Julia had integrated well into the community. This was not only in terms 
of her presence in places, but transactions with people. Staff remarked how Julia was known 
by the local shop assistants on a personal basis. According to staff Julia was known by 
"persons who work in the shops she frequents," which was seen as an indication of her 
"independence." Being able to interact verbally and managing her own money was 
presumably an asset to Julia in her community transactions. 

4.5.8 Family connections 

Julia's family contact was mainly with her mother although when she visited the family home 
often on a weekend she met up with some of her sisters and their children. Her family rarely 
visited her at the group home. Although her mother had made some visits for her birthdays, 
as well as to lifestyle planning meetings, she discussed her initial anxiety of hearing that Julia 
was to move from the hospital to a community based setting. She was concerned that she 
may have had to take more responsibility than was manageable. Even though Julia's situation 
had proved otherwise this deterred her from seeking overmuch contact with the agency that 
Julia was supported by. 

Staff said that Mum was Julia' s most intimate friend, followed by her sister and a nephew. 
Julia indicated that "my mother" would be the person she would like to talk to the most. The 
staff took the responsibility seriously of ensuring that she went on the bus to visit her mother 
every couple of weeks as according to staff her "sister goes to Mum and Julia meets her 
there." Julia enjoyed the pleasures of going home. She reminisced that, "sometimes we go for 
walks, play cards, and draughts, yeah, (mum) makes scones, and I peel the potatoes 
there ... yeah and cut lettuce." 

Julia described her visits to her mother, where she fitted naturally into the domesticity, and 
with her mother watched television and listened to the radio, and drank cordial. She said she 
"played cards sometimes, or a game of snakes and ladders," which she had also started to 
enjoy at her current residence. She spoke of her "sister and her little boy." Her relationship 
with the family had been fragmented through her hospitalisation. She did not remember her 
nephew as a little boy, because as described, "she wasn't near, (whilst he was growing up)." 
When she was asked if she would like her siblings to visit her she said, "I don't think so. I 
don't know (if they would come) they're busy" . 
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4.5.9 Wishes for the future 

Julia's mother's first two wishes for her daughter were for her to be happy and healthy, 
followed by the hope that she would stay where she was and continue to enjoy her present 
flatmates and activities. Julia was hesitant to suggest wishes for herself but with some 
prompting she suggested further opportunities to continue with outdoor sports such as, 
skiing, skating and swimming. The staff member's vision for Julia's future encompassed 
having more choices, being listened to and having the right to respect, and living as a regular 
person in the everyday community. 

4.6. Case Study Five: Augusta 

4.6.1 History 

Augusta was an only child, born when her mother was well over 40. On being an only child 
Augusta said, "I was a one and only child because she couldn't have any more children, she 
had problems with such a tiny baby." Augusta stated she had lived initially in the Karitane 
hospital. Eventually she went to a primary school and said that, "I could read from the time I 
was three fluently." She had left school at fifteen and went onto a sickness benefit at that 
time due to ill health. Augusta had memories of this time reminiscing that, "I had to help 
mother with the housework, and I used to go out and see some of the little babies and children, 
and Mum and I used to go to the Women's League, and we used to go to the railcar in (city), 
and I used to help Mum in the garden, and I used to cook the lunch for Mum when she used 
to work in the garden. I used to cook omelette, and bacon and eggs, and I used to call Mum in 
for lunch." Augusta regarded her relationship with her mother fondly saying, "Mum never 
found me awfully hard to manage, she found me quite easy to manage, I was good company 
for Mum, and I loved Mum very much." She did not remember much of her father, but named 
the place where he had worked, and described that, "he was a good father to me, and used to 
stay home a lot, and look after me while Mum went out, and when she went out to nurse sick 
people. I was only sixteen when my father died." Augusta also recalled playing with lots of 
her cousins as a young child. 

Augusta had been admitted to Kingseat when she was approaching thirty. She described this 
as a time when her mother, now widowed, "was not able to look after me, because she got too 
old and sick, (her) body began to get terribly weak and frail and old, and sickly, too old and 
sick to manage me any more." She recorded that the decision to place her in an institution had 
been made by her mother following professional medical advice. The staff person commented 
that she had heard that Augusta's "mum was unable to cope, and worried if she died" what 
would happen to her daughter. Augusta supplied the most information regarding her early 
life. Her staff person had only heard about her history from others. She strongly believed, 
however, that Augusta "should have never been there", that is in an institution. 
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4.6.2 Hospital memories 

In relation to memories of Kingseat Augusta told of how she was "upset at leaving Mum, I 
was brokenhearted, because I missed Mum very much, and I missed my home in (City)." She 
remembered, "Mum came every week on the bus and Mum wrote to me every day, and I 
went home and stayed with my mother for three weeks in a month, and fourteen days in four 
weeks." 

Despite her homesickness, Augusta had some happy memories of Kingseat. She talked of 
social relationships with both staff and residents which had given pleasure, particularly as she 
enjoyed people contact. She recollected that, "J and I we used to talk for hours and hours, 
and hours. She was a friend of mine. It was the people I enjoyed, and I miss them all very 
very much, because I can't talk to them, communicate with them." She reported on the range 
of acquaintances "I could talk to J quite a bit, even though she was older." Augusta's 
experience with people at Kingseat had not all been positive. She recalled also L, who she 
described as "a very violent lady, she used to beat people up, she used to break peoples' 
doors, and pull and tear their hair out." Augusta's humanity considered these sad events as 
the consequences of the person ' s negative life experiences. In reflecting upon the person' s 
behaviour she said, "she was a very bad child abuse victim, and her parents didn't love her, 
she had a very sad sort of home background, she had never been to school, and couldn't read 
or write anything." 

4.6.3 Residential settings 

Augusta had moved from Kingseat to Raventhorpe, and by her own definition, "the doctor 
said that Raventhorpe was more suitable." After many years she left the institution to go to 
live in a rest home saying, "so I could look after myself, and help me be independent." She 
had been there only a short time when the Kingseat project was initiated. She was referred to 
the project and moved to live in a suburban group home setting. The staff member indicated 
that after two years this house had been sold and the residents given a choice of where they 
wished to live. Augusta indicated that if she had to move she would like to live in the 
country. She talked about being brought to view what is now the provincial town she lives in 
as well as her present address. Augusta was charmed by the area and house and moved in 
promptly. At the time of the interview she held the status of being the flatmate who had lived 
the longest in the house. According to the staff member Augusta chose to stay for a couple of 
weeks at the beginning to see if she liked it although at that time she was the only house 
member. 

One of Augusta ' s main enjoyments was the social opportunities afforded at her residential 
placements. She said of her present home, "F comes into my room, and she talks to me for 
hours, and we have a lovely conversation with each other, and when I play the (instrument) 
she sits and listens." The staff member said that, "she prefers being in this situation (present 
placement)," although Augusta "was not exactly unhappy, funny as it seems, in the smaller 
institution. I think she actually liked it." Nevertheless the staff member believed that " she 
shouldn't have been there." 

According to the staff member Augusta was calmer in the present setting which related to 
difficulties that she had encountered in the first house where, "a girl made Augusta's life a 
misery, there were four or five mismatched residents, so relationships were incompatible, the 
present home was more relaxed and happy." Staff said that currently there were great 
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advantages for Augusta and her flatmates because of their low dependency. Staff were able to 
individualise programmes, accordingly and take a group of people to one place, whilst another 
went elsewhere simultaneously. This made for facilitation of choices. It extended to other 
houses within the provincial township, where the staff member described how someone 
would phone and say, "we have three people (going to) the zoo would you like to make up 
our numbers, there is one person going to the community centre, have you anyone wanting to 
go there?" The staff member believed that "the house is a home," which meant that the 
flatmates were "in charge" of what they did, and what they ate, rather than staff being 
dictatorial, or imposing regimes. An example given by the staff person related to, "if the 
windows are dirty, staff must be polite, and not say, clean those," but respect the flatmates 
prerogative to notice the windows themselves, and do them in their own time. The staff 
member reported Augusta was self sufficient in the mornings getting up independently. She 
lived a normal life being aware of her daily appointments, and obligations with the "cleaning 
team." In relation to work contracts she signed for wages as in a normal situation. 

Augusta had musical talents which were encouraged, and she had classes on a regular basis 
personally paid for. Staff reported this was a legacy from her family. There were 
opportunities to use her talent and play in local concerts. The staff person described how 
"she can walk to the concerts, but what always happens is that a couple of people who she is 
friendly with usually go because they like to go out." Music was Augusta's favourite thing in 
life and practising and playing within the home were main sources of enjoyment. She was also 
interested in reading, getting library books out on a regular basis, writing letters, doing chores, 
as well as socialising with her friends. In her own words, "What do I do with myself? Well I 
read books, I clean the hand basin in the toilet, and I do my theory, and I do my music 
practice, and I write letters and I do the baking, and I do the cooking, and I wash the dishes, 
and do the night time dishes, and lunchtime dishes." She said, " I do knitting, and I knitted 
myself a green cardigan." 

A close friend of Augusta's who is in regular contact said that, "she is very well and happy 
and likes being in the community, and is able to be independent because of the close proximity 
of shops, and community ventures. She says repeatedly she is very happy there." 

4.6.4 Changes for the person 

The staff member commented that for Augusta coming into the community, "had been a good 
thing." As regards changes, she had only known her over the latter half of her living in the 
community, and saw her as "much the same." Regarding "meaningful activities," the staff 
member thought that there was still some way to go. "We're still not perfect in that area, 
she's got her music, but she would like a little more along those lines." 

Augusta's great enjoyment along with her music was that of mixing with and making friends. 
The staff member commented that, "Augusta is a person that likes everybody, she has a very 
nice nature, she gets on with everybody, and "has "outside" friends" (from the community). 
Her social skills, are much the same." Staff stressed that Augusta had always been fairly 
competent and had gained considerable skills prior to her institutionalisation at around thirty 
years of age. 

The staff member saw Augusta as a sensitive person, "someone will quite innocently say 
something, and Augusta will be really upset all day." Regarding sensitivity Augusta said she 
had read a comment related to herself in her file and indicated her feelings thus, "when I asked 
staff what it meant I was very upset .... how do you think someone could be so unkind to 
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write that about somebody?" Augusta herself commented that she was "really very happy, 
and I've got no problems, and I am not worrying about things, and (since changing her 
medication,) I am much calmer." 

4.6.5. Work/day programmes 

Augusta had from Kingseat days been in a work day placement. Her staff member did not 
know the history of her occupations because of only knowing her for 5 years. Since living in 
the country town Augusta had been involved in an individualized programme in which she 
attended integrated community activities as well as having two part time jobs associated with 
cleaning and child care. 

Concerning her present day placement Augusta commented, "we've got programmes here and 
we can do exactly what we want to do here. Every Monday we do something special, 
sometimes we go to walks downtown." She described her work at the kindergarten as, "I 
work for two hours at the kindergarten on Wednesday, and I enjoy it, I enjoy working with 
children, I love a little baby, all babies are lovely, they are really lovely. I would love to work 
in a nursery with little baby children, and I would love to go to the kindergarten at (another 
place). The children I work with range from two years to five." 

4.6.6 Community interaction 

Augusta stated that she had no contact with the neighbours, although she said she "met the 
postie coming by sometimes." She also stated that whenever she left the house it was from 
the front door, and purposeful, as "we hardly do anything in the garden, because we do 
mostly activities inside." The staff member agreed reporting "all the residents hate it, if you 
even mention it, they really dislike gardening." 

The staff member mentioned concerts were a high pnonty for Augusta and she often 
accompanied her as they both shared a love of music. The staff member saw her role in this 
context as a friend rather than accompanying her in a supervisory role. Augusta also attended 
concerts in the local community. The beaches in the surrounding area were a favourite venue 
for walks and picnics. Augusta enjoyed the IHC Ball just as much as taking herself shopping 
by walking to the local shopping centre, and making personal purchases. Augusta's friend 
said that Augusta always went to the "most expensive shops." Augusta listed her favourite 
shops, and said, "Sometimes I buy clothes ifl can afford them, I save up, and I have got a lot 
of logic with my money, because I don't believe in spending too much, then you've got no 
money at all." 

Augusta often travelled into Auckland on organised trips to visit entertainment venues with 
other people from surrounding group homes. Recently she had joined a party to visit the 
casino and Sky Tower as well as the zoo and museum. Augusta was in the habit of having 
friends call to visit her, or take her somewhere. She was a regular and devote member of her 
church, and was involved in spin off activities there . At the same time she was a member of a 
Women's League, Women's Guild, and a Senior Citizens' group. Both these venues led to 
networking opportunities, and one venue was the recipient of a cleaning service which was 
rendered by Augusta and a group of friends, for which they were paid. Staff felt that Augusta 
took every opportunity to become an integrated member of the community, visiting places for 
social reasons and transacting with the public. 
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4.6. 7 Friends 

Augusta had always been gregarious and enjoyed people. Her memories were always centred 
around people. She talked about missing the people from Kingseat who she described, 
"talking for hours and hours (with). It was the people I enjoyed, and I miss them all very 
much." Several of these friendships that Augusta had made were fractured by the move, in 
middle age, from institutional care to a new life in the community. Similarly her friendships 
from childhood and adolescence would have been fractured upon entrance into the institution. 

As a means of ensuring social contact for Augusta her family had arranged for her to be visited 
by members of an advocacy trust upon their death. Augusta had made significant relationships 
through this scheme being invited into the family homes of her advocacy trust friends. 
Similarly Augusta exchanged reciprocal visits with women in the local area associated with the 
church and other community groups she attended. 

4.6.8 Family connections 

Augusta's very close and loving relationship with her mother was fostered throughout her 
mother ' s lifetime. She had lived with her at the family home, after her father's death, (which 
occurred when Augusta was only sixteen) before becoming a resident of an institution. This 
had only occurred when her mother's continued ill health, culminating in her death, made it 
impossible for her to cope with the demands of Augusta's condition. There were indications 
from Augusta's testimony that there had been a partnership between her parents to facilitate 
arrangements for her to live in the family home as a valued member. However when her father 
died his absence had forced circumstances which contrived to diminish the support available 
to her mother. Augusta said, "my father used to look after me while Mum went out nursing. 
If I was home my father looked after me, my father used to stay home a lot and look after me 
whilst my mother went out." Augusta referred to her father with warm recollection. "There 
are lots of memories about my father, and I can remember a lot about my father, he was a good 
father to me." 

Augusta continued to regard her mother as playing a part in her everyday life. Throughout her 
mother's illness she had been kept well informed by staff networks and although she did not 
have any final contact with her mother at the time of her death, she described the situation 
poignantly as follows, "well, I was told when Mum had died, Mr X came over and said "your 
mother is very sick, and your mother is dying, and Mr X said "your mother passed away at 
9. 00 o'clock last night." Augusta expressed her feelings at this loss by stating that, "I was 
upset and broken hearted." She did attend her mother's funeral and also remembered a district 
nurse associated with her mother making contact with her to talk of her mother's death. 
Augusta's strong sense of family extended to her aunt and uncle with whom she had enjoyed 
an enduring ongoing relationship, with frequent long stay visits with them until their deaths. 
This had been a devastating end to family involvement for her, as these two people 
represented the last of her relatives who had a strong interest in her, willing for involvement 
and contact, as illustrated by her comment that, "Aunt L used to buy my clothes and she was 
my guardian. A new legal guardian was appointed, whom she spoke fondly and proudly of, 
as they held a position of some status in the community. She followed their career with 
interest through newspaper reports. 

Augusta related how she came from a very educated family saying, "I've got registered nurses, 
nursing sisters, teachers and professors, there are doctors in my family, an accountant, a 
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solicitor." Augusta expressed the wish that she had some family contact with what would 
now be the extended family but was philosophical about the lack of it reflecting "no I never 
visit my family now. I wish I could, they never come here to visit me, J never writes to me or 
phones me or anything, I must accept that my family don't want me." However there was 
pleasure in a long distance relationship with a cousin of her mother, which was apparent in her 
following description, "L is a young relative who bothers about me, she buys me nice 
Christmas presents and birthday presents, she's the only relative that writes to me, and 
bothers about me." The staff person confirmed the family arrangements as described by 
Augusta, saying of her aunt and uncle, "she was actually very close to them, and they were 
excellent to her, but unfortunately then they died." 

4.6.9 Wishes for the future 

The staff member hoped that Augusta could live out her life in the present community house 
because it seemed to provide, as much as was possible, a happy, contented life where her 
needs were constantly being met. Particular wishes were that there could be some family 
contact, and continued good health. 

Augusta's wishes for herself were all centred on people, her first love. She said she "would 
like to go and visit people's houses more," and visit a particular friend "and stay with her in 
the weekends." She also had a desire to "go and look after little babies and children." This was 
partially fulfilled by the opportunity she had to work in a local creche on a regular basis, the 
hours of which she was keen to extend. 

4. 7 Case Study Six: Virginia 

4.7.1 History 

Virginia first entered an institution as a young adult. The early memories of the family of their 
sister were that "she went to Intermediate" and it wasn't until she was about eighteen that she 
went into (name of institution). It was remembered that a particular ongoing medical 
condition was diagnosed as the basis of other manifestations of iii heaith, which were "hard to 
control." This diagnosis prompted her parents to make the decision to have her 
institutionalised which was described by the family member interviewed as follows: "it all 
came on rather suddenly, and at that time our parents made the decision ...... they were finding 
it difficult to cope ..... "Mum spent quite a bit of time with her during that stage". Virginia's 
own recollection of how she entered the institution is in keeping with that of the family 
although she believes that she went there at a much younger age. She said, "I used to hear from 
my youngest brother, that I was put there by my real parents when they used to be alive, but 
they are dead now." When asked concerning why she may have been placed in an institution 
she replied, "No, (I can't say), because they put me there when I was a baby. I can't 
remember being a baby, so I can't remember that." 
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4.7.2 Hospital memories 

Virginia's memories of her stay in an institution were predominantly negative. She firmly 
announced that, "it wasn't nice at all. I had terrible times there. I was put in those time-out 
rooms, and in the naughty room. The attendants would come over and get me. When I 
wouldn't take the syrup they injected it into me, and would sit on me." She recalled that there 
had been attempts to manage her behaviour by putting her mattress on a "bare cold floor. " 
She told how she was moved "from villa to villa, and the patients that usually were there 
would have to keep shifting" to accommodate her arrival. 

Virginia recalled socialising with other residents, and spoke in the medical vernacular about a 
boyfriend saying, "I had one case, one case that I still know very well, but he's got another 
girl. I don't know where he's living, but he is in another house." She recalled how she would 
meet him in the grounds of the institution. 

There was a considerable amount of the daily routine within the hospital illustrated by 
Virginia in the following comment, "I had to get up, and make my bed, and then go downstairs 
when I would be given my clothes. (The staff member) would know all my clothes, and she ' d 
give me which clothes she thought was the right season for me to wear them." Virginia 
continued, "after breakfast I'd go to the pharmacy and work there, and then I'd go to 
industrial therapy." 

Virginia mentioned that she spent twenty one years living at the hospital. In remembering the 
situation she said, "I would go for walks and try and run away, and the staff of my villa 
would have to come after me and take me (back)." When asked why she wanted to leave, she 
replied, "I didn't like how they treated me." After her move into the community, Viriginia was 
referred back to the institution for medical reasons. This, for her, was not a positive 
experience. She said, "It wasn't nice at all (back there)." 

4.7.3 Residential Placements 

The staff member indicated that Virginia had tried out several places in the community, 
without success. In between community placements she had also returned to institutionalised 
living. This was succintly summed up by the staff member who said, "Apparently none of 
these have sort of worked out." Her present placement was in a semi-rural setting, where she 
had an independent flat situated on the same property as a larger home based setting. 

Virginia in relating the difficulties she had experienced in finding the right place to live, spoke 
of how she was told about her present situation which she described as a new house being 
built for her in the community. She said referring to staff, "she took me out to have a look to 
see if I liked it." Virginia had been optimistic about the move, saying, "I thought I'd get on 
better there, they had better people." In comparison she described her initial impressions of 
her first community placement as, "there were a lot of other people there, one boy amongst all 
females, and one couldn't talk, so I found it hard to get on with her, sometimes she 'd throw 
things at me, and toss things at me. " 

This first placement had been less than satisfactory in terms of community acceptance, as 
well as social compatibility with the immediate neighbourhood. Virginia reported how she 
"used to go around the streets, screaming and bawling and the neighbours didn' t like me 
treating them (like that), they'd complain, and I (would retaliate) by screeching my lungs out." 
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She had enjoyed going for walks straight down (name of road). She said her negative view of 
the particular setting had developed because, "I didn't like how the people there treated me, I 
didn't like them throwing clothes at me or anything." 

While within this community placement, there had been early attempts to provide 
opportunities for Virginia to attend classes in non segregated educational settings but her 
behaviour was difficult to accommodate. She described the reaction of the teaching staff when 
one said that often, "only one lesson at (name of tertiary setting) they got (name of lecturer) 
to come out and have a talk to me." Her attendance declined soon after. 

Virginia was transferred to another community residential setting, her reasoning for this was 
because, "they couldn't put up with my nonsense, nor how I carried on." This new situation 
raised issues for Virginia because of what she perceived to be its unattractive physical 
environment coupled with a lack of support. Nevertheless, while resident here her 
conversation indicated an enjoyment of recreational walking, "I'd ask if I could go for walks, 
but I'd be scared to do it on my own." She also reported, "that a (particular staff member) 
used to look after me". 

Residence in this setting had been the final one before a return to Kingseat Hospital. Virginia 
had been discharged into a smaller institutional setting subsequently. She described how she 
"used to go down to one of the other units and clean, and help in the laundry." She described 
her friendship with a staff member who she knew years ago as follows, "my middle name is F, 
and she had my middle name, we used to get on good together." A history of lapsed 
friendships indicated difficulties experienced by Virginia when she attempted to maintain a 
relationship. She described how the relationship with F "had deteriorated eventually." 

A decision was made to move Virginia from the institutional setting back into a rural 
community setting. Initially she lived in a house on the property but when other clients 
arrived she moved into an independent flat which was built for her further up the property. A 
positive aspect of living in her current home was the opportunity to go out shopping with 
staff, "I can go out with the staff and behave myself." Nevertheless there were some 
difficulties for Virginia ofliving in a rural area. She explained these by saying, "I don't go for 
walks because there's no footpath and I've got to have staff take me for a walk out, and I've 
got to be careful when I am on the road, and I am not so good on the road." Of her home she 
said, "I (would like it) a wee bit bigger with a glass slider, and I want venetian blinds, which 
could puil closed, I would look after them." Despite her crilicisms Virginia replied that "here" 
was her preferred residential placement. She spent some time in housekeeping, indicating that 
she "may have to vacuum it, (the room)," and enjoying her personal things. Her pictures of 
horses were her favourite, proudly saying, "they are from my step sister, I've got a photo of 
her there by herself." Also loved were "the cat and the horses and the ornaments of cats." 
Virginia was particular that she did not welcome other clients into her part of the house as 
they made lots of noise. 

Virginia had her own kitchen, and expressed pride in culinary accomplishments, "I get my 
own lunch, and my own breakfast, after medication. I might have to wait half an hour before I 
can eat my breakfast. I get my own dinner, sometimes the staff get me dinner, because I can't 
manage a roast on my own. (I like) muffins, and do some baking to make a French cake. (For 
dinner I like) hot dogs or sausage rolls." She reported that she was also part of the provision 
buying for the meals stating, "I buy the hot dogs." 

As well as provision shopping Virginia gained pleasure from other types of shopping. 
Pointing to household objects she said, "I bought those, every time I go out. I need more 
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things of female things. I'm getting a new bed, when staff take me out and draw out the money 
to pay for it." 

Management confirmed Virginia skills in housekeeping stating, "when she feels like it, she 
makes her own bed does her own washing." Virginia's staff member commented that her rural 
residence was an inappropriate place in view of Virginia seeing "herself as a city girl. She is 
not a country girl. Those are her words, and she is a very gregarious sort of person". Virginia 
reinforced this. She said, "I want to live in the town." The staff person indicated that one of 
the main disadvantages of her present setting was that she and her flatmates that lived in the 
house on the property "were not really compatible. Their abilities are at such a wide range 
that they tend to ignore one another and do their own thing." The staff member believed that 
Virginia "obviously has a much higher ability," and this was somewhat frustrated on occasions 
due to a lack of stimulation. The rural setting had been chosen for Virginia partly based upon 
the behavioural difficulties that she had experienced. 

When the family were asked how they perceived the places Virginia had moved into, the exact 
number had been lost to memory, as illustrated in the following reply: "I can't remember, there 
might have been two or three places that she stayed in. I suppose (the present situation) was 
best because it was the first part of the independent living." The family member also 
commented, "I don't think she's had a pretty good run in coming out of Kingseat. I mean, she 
had a pretty rocky path coming out of Kingseat, in the places that she went to in the 
community." Her family nevertheless acknowledged that Virginia's placement difficulties 
were complicated by her own behaviour, saying "once again it was getting on with people but 
the one that was most vivid was when she was living in (name of street of first residence) she 
would go outside and scream, and one time she went outside doing that and didn't have any 
clothes on." 

As regards Virginia's present living situation the family felt she should make the most of what 
was a creditable situation although this positive viewpoint was qualified as follows: "but it 
could be better. There has been a downturn in the staff ratio in her house. I think that is 
general." The family felt that this had meant less time was given to Virginia in terms of 
company and supervision, which had resulted in her being under stimulated. This viewpoint 
was expressed as follows: "Virginia likes the attention and the company she has never been 
high on self motivation, but sometimes I guess she gets up and has breakfast and goes back to 
bed until 11.00 o'clock." Staff confirmed that if Virginia had no supervision, "she would not 
motivate herself to do anylhing independently." Also that there had been staffing cuts which 
had reduced one to one time. On this point the staff member reflected, "we just didn't have 
the staff to give her those eight hours on a Saturday, but she still has Monday and 
Wednesday." 

4.7.4 Changes for the person 

When asked whether there had been any changes for Virginia staff focused on family 
interaction relating that, "she has more family contact now than when she first came, with her 
siblings contributing financially towards her welfare, and entertainment. When they did not 
meet there were frequent phone calls". 

With regard to personal change the staff member traced a history of challenging and self 
abusive behaviour which had accompanied Virginia's life both before and since her life in the 
community. However, with the stabilisation of her medical condition, excessive behaviours 
had begun to disappear. Virginia verified the staff opinion about her behaviour, stating that 
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she "used to smash and break things of my own, cups and that," but she did not do this any 
more. Whilst she admitted that there were times when, "my behaviour still gets worse, when 
the others go off worse than me," she was of the opinion that her behaviour currently had 
improved, "because I've got much more freedom, I can get away from the others, but at 
Kingseat I couldn't get away. I could only go into the side room." 

Staff reported improvement in daily living skills, with Virginia making her own evening meals. 
"She does actually now cook her evening meal, but she still requires assistance with it". Her 
skills were verified by the family perception expressed as: "Well she has learned some things 
like cooking, and she's gone through some schooling classes and learned about computers." 
The staff member noted that self motivation was a significant factor for Virginia, and that 
when she was encouraged through the implementation of a token system she was capable of 
considerably complex independent living skills. Her capability was expressed in the 
following comment: "She knows exactly how to do it, (cooking, housekeeping, shopping). 
She has her own cheque account, she signs her own cheques (with caregiver support) , if she 
feels motivated to do it. She makes out her own grocery list, or shopping list, she didn't do 
that when she first came." Other transactions in which Virginia was developing an adaptive 
competence was money exchange. Staff further reported that, "She always asks for change if 
she pays with a note, even if there isn't any change" 

There had also been perceived change for Virginia in communication. Staff described that in 
the following way: 

Virginia has longer conversations with the staff now because she has more to 
talk about, shared experiences and things that have happened, from outings, 
from things that have happened in the house, and from contact she has had 
with her brother, what she's done, what she's bought 

In answer to the question as to whether there had been perceived changes for Virginia since 
she came to live in the community, her family member discussed how she had a pragmatic 
sense of occasion, and responded to high expectations. This was captured in the following 
description: 

Oh yes, sure, I mean I think there has probably been great improvement, once 
again, depending on the environment that Virginia is in, her behaviour can be so 
different. She could come here and have immaculate table mai.7.n.ers, well she 
knows what we expect but I think there would have to be some huge 
improvement from what she was staying in where there were locked doors and 
people sitting in chairs all day, just rocking. 

With regard to skill development, Virginia's family member expressed concern that change to a 
rural lifestyle would limit her ability to use public transport. The fear of her losing this ability 
was derived from the following comment: "When Virginia was in Kingseat she would catch 
buses, and meet me in town, and she would catch them back. Now that hasn't happened at all 
from (name of rural township) but she is quite able to do it" 

The family perceived that Virginia's emotional state had improved somewhat since living in 
the community. Such improvement was described in the following way: 

I think compared with Kingseat it would have to be better, because in Kingseat 
she would ring up sometimes, or you would ring her, and she would be hoarse, 
and commonly yelling. Now I can't remember when that last happened, so she 
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mustn't be having anything anywhere near the tantrums that she used to have, 
certainly compared to the Kingseat days. 

With regard to the future her family member felt strongly as expressed below that still more 
could occur for Virginia with regard to her motivation. 

I would probably like to see a whole lot of support to encourage development, 
and maintain motivation. I mean Virginia has quite a lot of lonely periods out 
there now. And it's not as if she can mix with others. Some of them can't even 
communicate. I am sure she does mix with them, and goes out in the van with 
them on trips, but I would like to see, I suppose, the government put more 
money into funding, and thereby giving Virginia a higher level of staff support 
to (provide) the company as much as anything. Because if she has the 
company she will do things. If she doesn't have the company she will 
vegetate, if she has got people there who are paying attention to her 
subconsciously she will develop in small ways. 

When asked what changes there had been for her since living in the community, Virginia said, 
"It's way better, it's changed a lot." She inferred that she had a sense of less harassment, and 
frustration in the area of human relationships, which is illustrated in the following comment: 
"having space the staff leaves me alone, and the clients leave me alone. Life is better, because 
I can have much more freedom. I go anywhere that I want to go, anywhere I like that's not 
too far for the staff to take me there." 

4.7.5 Work/day programmes 

Virginia discussed the history of her work and day placements since coming to live in the 
community. She said, "they've tried to get me to work here, and I used to work in (name of a 
former residence). I used to do their office work, putting the paper through some machine to 
be wasted, to go into strips, then I'd do some photocopying." She described the outcome of 
this employment thus, "Then they didn't want me there. I was a bit sick of it, and they 
wouldn't have me anymore." Following this experience Virginia had attempted to operate in 
another capacity saying, "I tried to have another job going to work, putting things in boxes, I 
used to travel on the bus by myself." She said that if she were able to choose a career her 
preference would bt: to "work at the coffee bar or restaurant, givi11g out food a,.7.d drinks, but 
I'd probably go off at the customers like I do, and they wouldn't have me in there." 
According to staff Virginia had participated in several independent work situations since she 
started living in the community. Her work experience was described by the staff person as 
follows: "Over the last four years she had two jobs, but she lost the (last job) .... she had done 
the filing, and made the coffee, and that sort of thing. I think it lasted about six or seven 
months, it may have been a wee bit longer, on a one day a week basis." 

Both the staff and family verified the difficulties that Virginia had identified in her work 
situations which for them ranged from the need for increased job coach support through to 
assistance for Virginia in understanding peoples' intent as a means of overcoming her tendency 
to make statements to work colleagues and the public that were often interpreted offensively. 

The following comment gives insight into how the staff perceived Virginia's work potential. 
Staff felt that with new work situations there was a "honeymoon period, then the motivation 
would disappear again." If she had been moved out into the community at an earlier stage in 
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her life, I think (work) would have been much more successful for her." Staff reported that 
job loss tended to precipitate a depression for Virginia. 

The current day placement for Virginia operated from her flat. A large component of it was 
the management of the household she lived in, including domestic tasks around cleaning and 
washing, and shopping for provisions and fancy goods. In describing a typical day Virginia 
echoed her family member's statement regarding her need for external motivation: 

I usually go back (to bed), nothing else to do and I get bored, I go back to bed 
(after breakfast), and I don't always do my dishes. I leave them in the sink for 
days on end, and I can't be bothered doing dishes, and I get fed up doing the 
same thing over and over again. 

Virginia told of how she was encouraged by a token system. She described the system as 
working in the following way: "When I am up and showered and dressed and my bed made by 
half past ten ... and when I've got enough I can go and see my old friends." Her staff person 
commented, "She's a little bit too intelligent for this sort of thing and doesn't really take it 
seriously." 

Staff indicated that one of Virginia's pleasures in the day programme routine was cooking, 
which occurred on her one to one staff day where "they quite often bake or cook things 
together." Staff also reported Virginia could read extremely well, saying, "she actually went to 
school until she was about ten or eleven." The staff person, when reflecting on Virginia's 
reading of Pride and Prejudice, said, "she has reading skills (which) she uses to read the TV 
Times to see what's on television." However Virginia described her boredom with repeated 
programmes on TV describing how "sickening (it was) to watch the same programmes over 
and over. Her reaction to the radio was similar. She commented that "it gets boring, 
sometimes I turn on to the music station and listen to the music, it's hard to keep me 
amused." Other activities organised through her individualized day programme were van rides 
with the other clients, grocery shopping with staff and attending classes, such as, sewing. 

4.7.6 Community interaction 

Virginia's family reported that when she came to their home for a visit: 

she will only go out into the community if we are going out somewhere, but 
once again not necessarily on her own. Sometimes she just has to fit in with 
what we are doing as a family. Sometimes we will go up to the park, but most 
of the time it is in and around home. 

However some valued contact with a previous neighbour of the family was described as 
follows: "In our last house the neighbours became very good friends and a support, and she 
loves to visit them, when she comes out." The family delight that Virginia had been on 
holiday with staff is encompassed in the following comment: 

One time she went to Wellington, and another time she went to Christchurch 
and had a week away with staff, yes, she thoroughly enjoyed those, and I think 
she has been encouraged to save and we subsidise some of the funding for that 
to happen. I suppose that would be something nice for the future for those 
sort of things to continue. 
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Staff reported that as part of her daily programme, Virginia had two days a week, when she 
had one to one staffing and a favourite occupation on one of those days was completing 
grocery and other shopping. The second day was often spent gardening or mowing lawns 
together, and then going out for afternoon tea. She also had a routine of walking, with other 
clients, down to the local shopping area. Local swimming pool visits and pool parties were 
also enjoyed. A further community transaction with the public occurred when Virginia went 
into the bank to deposit money, and spoke with tellers who knew her through regular contact. 
Other contact was maintained in the same way with the local medical centre, the service 
station, and shop assistants. Virginia also went to the cinema, always with staff, sometimes 
with a client, and had a book of passes according to staff, "she doesn't particularly like war or 
action films, but she enjoys the romantic sort of soppy films." Staff indicated that there was 
choice of activities on her one to one days with staff, and although there was a routine, there 
was also potential to drive distances to other city centres, and this was often taken advantage 
of by visiting the museum in Auckland, Devonport, and second hand shop venues. After this 
shopping staff described how Virginia would often return with "a shirt, or a new saucer for 
her cupboard." Other places visited on a regular basis were the homes of staff as well as those 
of other clients. 

Staff reported that neighbour contact was minimal, particularly because of the rural setting of 
the residence and according to Virginia her own interaction with the neighbours. She pointed 
out the house of a neighbour, whose first name only she knew. She said, "He comes out and 
hears me shrieking, and I tell him what's wrong with me, and why I am going on shrieking, 
right from his verandah he comes up and tells me off for shrieking, and tells me to get inside 
my house." When asked ifhe ever invited her over, she said mischieviously, "he does not. I 
just go and sit on his driveway. I was telling him, "I'd rather have him than the staff." 

Virginia reported that her involvement within the community was often at the local shopping 
area, but she had the choice to travel elsewhere. With reference to the staff she said, "they ask 
me where I would like to go, and I suggest places to go, and they take me there sometimes 
when they haven't got so much time to waste ... sometimes we go to the pictures, and its a 
Hoyts one." Amongst other places visited on a regular basis were staff homes, as well as 
those of other clients 

4.7.7 Friends 

She was a very gregarious sort of person and aligned herself with staff as regards preferred 
social interaction. There were various people who had been associated with Virginia 
throughout her life that she had continued to stay in touch with, but she saw very few on a 
regular basis, although one friend visited her from another community home for birthdays and 
special occasions. Staff continued to extend her friendships out. The staff person described 
how she had been introduced "to a client who lived with one of the co-ordinators at the time, 
but she wasn' t interested, she expressed that she wouldn't like to do that again". Virginia 
indicated that there were about three clients living elsewhere with whom she enjoyed limited 
contact. She met these friends at segregated dances, but she described her frustration that the 
management had "cut the staff down now and there is nobody to take us to the dance, so now 
I don't go." Virginia said she still had friends from Kingseat, one "used to be my boyfriend 
but he isn't now." She spoke of staff friends saying, "I used to visit the staff (from Kingseat) 
but they haven't taken me out there because its closed down." 

Virginia agreed with her family member that she gained, "minimal companionship from 
flatmates most of whom were non-verbal and that her preference was for staff 
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companionship." Family home visits however afforded times of companionship for Virginia. 
According to her family, "when she comes home we quite often have friends around 
socialising and she's very open to meet them, enjoys meeting them, and they are quite 
accepting of her as well." 

4.7.8 Family connections 

Staff reported that although Virginia's parents were deceased she had considerable contact 
with siblings and their families. Staff attested to close monitoring of her needs by one 
particular sibling, which extended to financial support. In fact the family member stated that 
this sibling "was probably the most important person in her life". Virginia met regularly 
throughout the year with her siblings and was always included at Christmas and on her 
birthday, with one or other of these family members. On all these occasions Virginia stayed 
overnight, and even for extended stays. The nature of the family contacts is described below: 

Most of the time we will have her just for a day, and we get staff to drop her 
here, and I take her back in the afternoon, so she might come for lunch and I 
take her home after that. Or I take her home in time for tea, and other times 
we'll have her and she will stay the night. Certainly around Christmas time she 
will stay away from her home for two or three nights, and my sister helps with 
that. 

The family member that was closest to her saw her once a month. Recognition by the family 
of Virginia's struggle to live an unsupported life was potently expressed: 

She has to struggle and that has been a huge frustration in her life, a huge 
frustration. Because of that she has found it difficult to mix with other 
people ... You can have an intelligent conversation with her, and she doesn't 
miss a beat on birthdays and what's on the news. 

The family member commented favourably upon the service agency's support saying, 
"There's no restriction from them, and they are very supportive, like in providing transport, 
instead of me having to take three hours out of the day to go there and back, so that helps." 
One regret was that the ILP meetings were in the day time which precluded family members 
from attending because of work commitments. The family were keen to know about "the 
regular meetings going on, and (if) there is something proactive happening in trying to develop 
Virginia." Their concern was that she be assisted to develop to her potential to avoid her 
stagnation. The family member indicated that her siblings would "like to do more but its hard 
to balance." The family appreciated Virginia's interest in her nieces and nephews. Her 
generosity was described as follows: "too right, and she buys them presents at Christmas, and 
enjoys that part of it." Virginia was very much involved in day to day family matters and 
anxieties, like a recent illness of a sister. According to the family member, "she knew all about 
that, she's quite knowledgeable, and she got quite upset." 

4.7.9 Wishes for the future 

When Virginia was asked what she wished for herself she said she wanted to live in town; 
travel overseas to Sydney as well as to Disneyland. 
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4.8 Case Study Seven: Vernon 

4.8.1 History 

Vernon was born during the second World War and grew up on a farm on the west coast of the 
North Island. He was one of two brothers and attended the local school where his family 
member reported that in primer one he was observed, "sitting in desks down the back". 
Although as he grew older special schooling in Auckland had been suggested the family 
decided to keep him on the farm where he drove a tractor. When his father died it was decided 
that Vernon would be better off living at Ravensthorpe Hospital on the outskirts of Auckland 
near the Bombay Hills. Vernon's family member remembered that the staff at Ravensthorpe 
said that if he had come to live at the hospital earlier, "they may have been able to teach him 
more". 

4.8.2 Hospital memories 

Vernon had lived in Tokanui, Ravensthorpe and Kingseat. In retrospect his family found little 
that was advantageous in any of the places, although it was considered that living in an 
institution meant that he no longer had "to compete with other family members within the 
home environment". Nevertheless he was "cut off from family" in hospitals that were great 
distances from the family farm. When he did return for holidays, according to his family his 
clothing was "less than desirable" and although new clothes were sent back with him they 
disappeared. The institutional life led to Vernon losing his "individuality". The shift to 
Ravensthorpe from Tokanui was remembered by family to be premised on the medical 
opinion that it had a better programme. When Ravensthorpe was closed down Vernon moved 
to Kingseat where he remembered being "put in a room" by himself and being treated roughly 
by both staff and other residents. He felt crowded in by the hospital environment and 
described people as coming "right behind me - bang". He summed up his life at Kingseat by 
saying that "it was sort of awkward for me there .... there was a nurse there that used to boss 
me around too much". In all Vernon spent 25 years in long stay institutional hospital settings. 

4.8.3 Residential settings 

In comparison to hospital life Vernon valued living in the community as "there was more 
space to move around in". This perception was also evident in his description of his first 
placement out of Kingseat which was in a boarding house in South Auckland. He remembered 
the place for its spaciousness and having "rooms there to move around". The family was 
satisfied with this placement for Vernon and were puzzled when they were approached by 
the Kingseat/IHC planning team to move him into an area that was some distance again from 
the family address. Nevertheless they went along with it agreeing with the professionals that 
it would be in Vernon's best interests to shift to a smaller residential facility and after eight 
years believed that Vernon now lived a better life. He seemed "more normal" particularly in 
comparision with the effects that medication had had on him while living in institutional 
settings. Vernon reflected that his mother would have liked his present home. He said, "Yes, 
she would have loved it (as people are) not (all the time) pushing in this type of place." 
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Since joining IHC Vernon has had six residential addresses. After a transition placement he 
moved to a fully staffed five bedroomed group home where there were two other men who 
had been in Kingseat. Shortly after this he and one of the other men from Kingseat moved 
into a flat that was part of a block on the lower section of the same grounds. For Vernon, the 
good things about the move to supported flatting was the fun he had with both his flatmate 
and a neighbour in the flat next door who he saw as, "a real hard case." He commented that he 
was always "starting to make me laugh all the time". His flatmate, a good cook, also amused 
him when he "used to get into the sugar" and he would "have to chase him out". Vernon also 
recounted how he often had to help his flatmate when he "used to go into the toilet and make 
a mess and I had to clean it up". 

Following the flatting experience which in retrospect the staff person considered that "he 
didn't have the skills for." Vernon moved back to the house on the top section of the 
property while awaiting a more appropriate living situation. The staff person indicated, that 
although he can give the impression "he would like to be on his own, he really enjoys a home 
situation." His own comments confirm those of the staff when he said that in relation to the 
move "there were sort of more people to talk to, there was sort of more staff to talk to, (and) 
there was a big verandah out there." The staff member also indicated that for Vernon, "in 
flatting he would 'just sit' whereas in a shared house he enjoys the home feeling and the 
company he chooses when he comes out (of his room), which is every evening". 

One more move preceded Vernon's present situation where he has lived for the past four 
years. Of great significance to Vernon was that he had seen his present "house being built". 
According to the staff member, of the five situations, the present was the best, because there 
was a cross section of skill ability in the house as well as all the people being verbal. Another 
positive feature stressed by the staff member was the low staff turn over at the house over the 
past four years. She commented that, "this is one of the few homes (that) has had permanent 
staff'. She had been there for "four years right from the day it opened" and (name of staff 
member) "had been here for nearly three years". A further aspect associated with staffing, 
that worked to make it a good placement for Vernon was that double staffing was available at 
certain times like weekends to give people the opportunity to participate on a one to one 
basis in activities of their own choice, either in the house, or in the community. 

Within the house Vernon participated in a range of activities. The staff member indicated that 
the house could be very hectic some evenings where "like any other home everybody's all 
coming and going". At home Vernon listened to music, read library books, drew, worked in 
the garden and did craft work. A great area of enjoyment for Vernon was looking through 
photograph albums and having photographs of his parents displayed on the walls of his 
bedroom, which were also covered with action based framed prints. According to Vernon his 
bedroom was a place where he could listen to music and enjoy his drawing. The staff member 
similarly indicated that Vernon's bedroom was an important place for him to spend time as he 
liked "to have his things around him. She stressed that, "he really enjoys his own space". 

4.8.4 Changes for the person 

The major change identified and described by Vernon was that living in the "community is not 
as bad as Kingseat". His family believed that he was now more confident since living outside 
of institutions. He talked more freely, appeared happier and his nervous habit of picking at 
his body and clothing had decreased. In terms of living in his present house the staff 
member's comments verified some aspects of the family perception. Within the home 
environment she indicated that Vernon "really interacts a lot more than he did." Initially he 
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was very cautious in his interactions with others. He would "stand in the doorway or stand 
back and look around". He was also, "always wanting to be in his room, and that now, most 
afternoons he comes home, and has a cup of tea, and that, then he goes into his room." After 
four years of living within the same environment with little change to the grouping of people 
and staff, he appeared to have gained more confidence. His family said, "he's starting to get 
more sociable with people." With regard to social situations, Vernon himself described the 
changes in his life as an improvement on Kingseat. It was now "a bit more sort of quieter." 
Previously in Kingseat he said he used to "get highly strung." He also attested to the fact that 
the stability, and independence of his life now had allowed him to develop a close personal 
relationship with a particular friend in the community. 

Vernon indicated that he enjoyed the luxury of increased personal space in the community 
where he lived. He said, "I have more environment...yeah more space to move around in." In 
fact for him everything had "been good," since the move into the community. 

When the staff member commented on changes for Vernon, she emphasised a reduction in 
dependency on medication, as well as a gradual gaining of confidence with people. This 
confidence had allowed him to become more relaxed, achieve consistent relationships, and had 
reduced behaviours which had originally reflected a sense of insecurity. Staff indicated that 
he, "really interacts a lot more than he did, he's starting to get more sociable with people." 
Staff also had noticed Vernon had become, "more conscious of his personal appearance .... and 
he enjoys nice things around him, (and) enjoys his own space." 

The staff person had noticed further progress for Vernon in terms of his skill base. He was 
described as "a lot more capable. He hangs out the washing wonderfully ... and vacuums and 
things like that." Whilst Vernon had always been competent around dressing, nevertheless 
with regard to the clothes he now chose there was development towards the function he 
would be performing, and thus the suitability of his attire. Staff described this as follows: 
"He is thinking about what he's going to (do) and what he is going to put on and he says how 
about this with this? Before he didn't bother. He would just put anything on and come out." 

Staff also noted that Vernon, "enjoyed having nice things around him, and having things of his 
own," and that he had been able to increase his spending power towards that end because he 
gave up smoking." The staff member described the process as and where, "he was encouraged 
to save money the same as everybody else, because there's only a limit they do have." 

4.8.5 Work/day programmes 

The family thought that Vernon's involvement with manual workshop activities had built up 
his self esteem, and reported that he liked to talk about it. Staff traced a history of work 
placements. Initially Vernon was in a workshop with all the people from Kingseat, then he 
moved to making wooden pallets. In retrospect, Vernon related that he had been pleased to 
move from the pallet making work, (where according to staff he had worked for some time), 
because "there was too much noise." More latterly he had the opportunity to go into 
Landskills. In this position Vernon was involved with the public, in outside contracts, doing 
group garden maintenance. There was variety in the work, so that Vernon also delivered 
firewood. Staff said he enjoyed the placement because he was "getting out in the public 
(arena), and helping ... with a different peer group." He was involved at Landskills, on a regular 
basis three days a week, and his other programmed time was divided amongst varied activities. 
It allowed Vernon community access to horse riding and walking groups. He was 
accompanied by interested staff and other clients in these situations, but they were not 
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segregated situations. The staff member described the situation as one where: "it's just not a 
group of disabled people going out together. They are joining in with the communities." 

Vernon was also involved in a routine of visiting the aged. His room bore testimony to an 
interest in painting and drawing, and weekday programmes were an outlet for this talent. He 
attended a painting group in the community which staff saw as one where, "they paint in the 
morning, have lunch, and then come home in the afternoon." There were also opportunities 
for bone carving. 

Vernon himself spoke of working in the Blind Garden in the course of his Landskills 
employment. He talked a lot about his work at "The Base." Staff explained this was the base 
where work operations were co-ordinated, from which the clients went out to their different 
community jobs where, "they perhaps go to a house and plant (around) houses, and in potting 
sheds." Vernon described his Landskills work as his "permanent job." He said, "when it is 
raining I stay out there for a while." He expressed that he gained enjoyment from this work, 
particularly from "it's good support staff." He liked the digging and planting, and flowers. It 
was "easier" presumably than his pallet making. His favourite flower was a "hibiscus." Staff 
later said his main enjoyment at the Landskills programme was,"being busy, helping with the 
other people that are up there, because quite a few of the people that go up there are less able 
and he likes ... to help around ... but then some days he apparently really enjoys working down 
in the potting shed and in the garden." 

A problem which "rises now and again," at work, for Vernon was coping with human 
relationships. He said he was, "not at present happy," (referring to difficulties in this area). 
Staff said there was much facilitation around these issues when they arose. 

4.8.6 Community interaction 

Vernon was very independent, and the location of his residential placement allowed for 
maximum community access. With consistent, but unobtrusive support, which encouraged 
self sufficiency, there had been considerable gains in the growth of self esteem and confidence 
for Vernon. The varied activities in both his work placement and day programme attested to 
frequent visiting of different places in the community. He regularly transacted and interacted 
with the people at the leisure activity venues as well as when working on peoples' properties, 
and in other public places, such as the shopping centres and malls. This model of networking 
was further supported by a rich variety of activities pursued in his discretionary time. At one 
stage Vernon had his own transport but at the time of the interview it was no longer in use. 
He said, "I had a bike I could ride on ... the brakes won't work so quick, it put me and other 
people down on the pathway." He revealed that he was "trying to save to get another one as 
well." 

Staff reported how, because of giving up smoking, and assiduous saving, Vernon had been able 
to take an overseas holiday. This had been a supported holiday with a friend, organised by a 
private company. He also made regular summer time trips to local and more distant beaches, 
participated in bush walks and went on ferry rides. 

Double staffing arrangements allowed Vernon to make choices about what he individually or in 
a small group wanted to do. With staff support he had a range of community settings which 
he visited on a routine basis, such as the library, the swimming pool (practicing for Special 
Olympics), where Vernon said he went "twice a week". There was also The Warehouse (for 
books and tapes), the supermarket, a range of other retail outlets, coffee bars, and restaurants. 
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Staff said visits out for Friday night dinner were very regular, and once monthly Vernon and 
other flatmates would choose a venue for a group dinner. Other places where Vernon was a 
regular visitor were the pub with a flatmate (where he had struck up a friendship with his local 
barber); the stadium, the movies, concerts, and the doctor's surgery. Vernon moved around 
the city limits, as well as the immediate neighbourhood. Vernon preferred to go out either 
individually or in a small group. Large group outings were limited to the occasional meal or 
festivities. When discussing his activities, Vernon confirmed staff reports of his interests, and 
in particular that of horse riding, which he did fortnightly . Of movie visits he said, "there's 
one I really like to see, it's the cartoon ones." 

A couple who lived in the immediate neighbourhood had become friends of Vernon and the 
people in his house. The staff said, "they were wonderful right from the day we moved in. 
The husband continued to pop vegetables over the fence, and fruits and just keeps that eye 
out. ..... he's (also) comes to our Christmas parties". Vernon said he spoke to the neighbour, 
"sometimes when he comes out." 

Vernon told how he enjoyed the local scenery, and did a lot of walking. "There is one place 
where I want to go down for a walk ... the waterfall. I've been down there, I like walking." 
When asked where else he walked, he answered that there were several local IHC community 
houses where he went to catch up with friends . Vernon's family felt that his life was as 
"close to normality as you would wish," and that he enjoyed the community where he lived. 

4.8. 7 Friends 

Vernon had a wide range of friends, some he had known from his days in the institution. Staff 
indicated that social relationships had not always been easy for him, as he was of a retiring 
nature, and experiences with people had not always been positive. He attested to this, when 
describing the unpredictable social environment within institutional life. He said "I was put in 
a room by myself, yeah they used to (treat me) roughly .. (Name of person) used to come right 
behind me, bang!" Despite these difficulties Vernon had gained considerably in confidence, 
according to staff and was building up a network of friends, which over more recent years had 
included a special companion. However there were still times when Vernon experienced 
challenges. He told of "one person that he didn't get on quite well with ... when he starts 
throwing (things)". 

When asked about his circle of friends, Vernon showed a loyalty to those friends of past 
association, who were now living elsewhere, and then went on to describe multiple 
relationships of both genders, with flatmates, friends whom he visited, staff, and clients living 
in community houses within a close vicinity of where he was located. Vernon included people 
associated with clubs and groups he belonged to, including members of the public. Of a 
personal friend he said, "actually, actually she is really close to me." He described what he 
gained from horse riding acquaintances as follows: "I have company (from them)." He 
referred to his staff person fondly by a diminutive form of her name. Whilst Vernon was used 
to staff support for outings he described a close personal relationship, which was conducted 
without a sense of intrusion. He said, "sometimes I take her down to the waterfront, just the 
two of us. Sometimes I go with (friend's name)." 

Vernon's family did not live close to his home so was less aware of what constituted his 
participation within the community. Nevertheless, the family had a favourable account of his 
increased confidence in social settings relating that, "he talks more freely , and is more 
confident with his talking." He also appeared "happier," and it was deemed more beneficial 
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for Vernon, rather than moving closer to the family, to remain in (present location), because 
the family believed, "he was happy there, why change? They stated, "it's as close to 
normality as you could wish, ( and) he has friends there." 

4.8.8 Family connections 

Family contact had been maintained with Vernon throughout his life. He talked lovingly about 
his family, and showed off their photos prominently displayed in his room. Particularly, he 
recalled his parents saying, "I remember one good memory. Dad used to take me out for a 
drive everywhere he went. He was actually really close to me. I've got photos in my 
bedroom." Memories of his mother reflected her concern and care of him, he said, "(life) has 
changed (for the better), but I always think of my mother a lot. I got one special memory of 
her, she used to (say) you try to be good ... you can shave ... very sort of really good." Of more 
recent times, Vernon commented that "his sister in law (was) the closest (person to him)." He 
spoke of a brother, and indicated he visited family intermittently saying, "when I can get 
around to it." 

Staff told of how Vernon visited his family , and they recalled his enjoyment of the young 
children. Other close family ties centred around a sibling, and extended family who kept in 
close contact and were solicitous of him. Within the constraints of distance, and the demands 
of everyday life his family welcomed him when he visited, and tried to arrange for his 
involvement, with the family at large, at Christmas and Easter. 

4.8.9 Wishes for the future 

When the staff member was asked if they had three wishes for Vernon's future, it was 
suggested that as he expressed an interest in the younger generation of his family maybe future 
contact would stimulate these relationships. It was also hoped that his quality of life would 
continue as at present, which included his current level of choice. Vernon's own wishes 
encompassed the hope that he would increase his friendship base, and at the same time be able 
to entertain more friends at home. In response he said, "there's just one thing that I wouldn't 
mind having more of, sort of have friends come here more often." Having memories of owning 
a dog earlier in his life he said, "I wish I had a dog, a puppy dog, a spaniel." 

4.9 Case Study Eight: Natalie 

4.9.1 History 

Natalie came from a family where she had two sisters. She was the middle child. One sister 
no longer lived within New Zealand but was interested in Natalie and through facilitation of 
her other sister spoke frequently with her on the phone. Now that Natalie's parents were 
deceased she looked upon her older sister's house as the family home, and enjoyed going there. 

Natalie's sister spoke about how her parents had been unaware that Natalie had an intellectual 
disability until she was three years old. The news had come as a shock and her sister as a five 
year old remembered how it affected her parents with her mother crying. She said, "when 
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they found out, it was a disaster, a terrible one, and then because it was the depression years 
they tried all around the countryside to see if there was anybody that could help there." 
Natalie's parents travelled great distances to follow up leads where specialists were purported 
to be able to help them. At the time the family had lived in three different areas of New 
Zealand, with Natalie's mother expecting another baby, unplanned because of the fear of 
having a further child with a disability (which was unfounded). Natalie was started at several 
schools, where the family was reliant on staff who according to her sister, "were sympathetic, 
and she would be allowed to go for a while, and then it would fizzle out." The mainstreaming 
of Natalie at this stage was described by her sister as follows: "it wasn't good, it was a 
continual pain to me as you can imagine the kids gave me hell." Natalie's sister continued to 
describe the issues surrounding being a sibling of a child with a disability, including having to 
defend her sister in public from negative attitudes and unkind behaviour. She traced the 
institutional history for Natalie telling how the family on the doctor's advice agreed to place 
her in a hospital setting, precipitated by Natalie's increased frequency of epileptic fits. 
Regular visiting caused a strain on the family budget as the two institutional settings that 
Natalie lived in were at great distance from the family home. Over the years the sister not 
only visited but commented on how she sewed clothes for Natalie to preserve her 
individuality. 

4.9.2 Hospital memories 

Natalie said she remembered living in the hospital, "years ago." Her main recollections were 
"remembering the boys and the girls," although she did not recall any names. She had been 
involved in toy making in the occupational therapy facility. When questioned she recalled 
outings in the van from the Hospital to the beach, and the township where they would have 
"lunch and that." As well as van trips Natalie reported travelling by bus with a nurse whose 
name she stated. In fact she remembered several staff names and spoke warmly of them. She 
said, "they were nice, they helped me do this work and that." Natalie remembered the villa 
she had lived in and said that she was "naughty and played up ....... screaming." She reported 
this was as a result of being hit after which she was sad. 

Natalie's sister said when she had visited the hospital, "it was awful." She desscribed the 
scene as follows: "I hated all the locked doors, and they were just sitting inside looking into 
space, and there were screaming people around the place, and of course Natalie is not that 
bad." She had found it difficult to leave her sister, but believed it was a temporary measure. 
She recollected, "it was dreadful of course, they (professionals) said, now look I don't like her 
going there but there is nowhere else for her to go in the meantime." The professionals 
advised that "she's going to need you to visit her and take her out as often as you can, take 
her away from here." As a result Natalie's sister visited regularly. 

Natalie spent time in both Kingseat and Raventhorpe, as well as various rest homes. In 
contrasting the two hospitals her sister said, "nothing (was good), not in my opinion, I've got 
nothing good to say about Kingseat. Natalie was just not a Kingseat candidate. Natalie had a 
low dependency which made the hospital totally unsatisfactory, totally." When asked about 
her sister's health within the institution, she said, "How could you tell, she was over 
medicated." As regards meaningful daily activities her sister said, "I didn't know of any, how 
could you find out what she was doing because they were all just sitting in this huge room 
with the doors locked .... ah, dreadful place." 
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4.9.3 Residential Settings 

Natalie said that when she first came into the community it felt, "alright." She remembered the 
"boys and girls" and going to work. The staff recalled that initially Natalie had had one to one 
staffing to assist her with the transition. According to the staff Natalie's first home was "a 
lovely place, (they) could have barbecues out on the lawn, it had a nice big verandah right 
around" although it was considered that the house may have had too many stairs and steps for 
Natalie. After some months Natalie moved with many of her flatmates to a housing situation 
from which a retirement programme was run. 

Natalie's perception of why she left the first house was attributed to her behaviour. She said, 
"I used to cry out, I screamed." It would appear that Natalie did not enjoy attending the 
workshop and a move to a retirement programme was thought to be more appropriate. In 
commenting on the move for Natalie the staff member said that on arrival the house was 
"cramped and too small," and when she complained about it, "they ( organisation) actually 
opened it up". 

The staff member agreed that Natalie was happy in her current residence mainly due to the 
stability of her companions. She described Natalie ' s situation as follows : "she is quite happy 
there, she is with people she knows, and she ' s been with those people ever since she came to 
live in the community." She is able to "do all, she usually hangs out all the washing, and I 
think she finds everything easier as the section is pretty flat ." 

Her sister said that she and the family were, "delighted, oh delighted about Natalie's move 
into the community," and well satisfied with Natalie ' s present accommodation with one minor 
reservation that "there is no shower in the house". However, she said that the house "is such 
a homely comfortable place and everything' s nice ... everything is done for them, really to 
their advantage" . She reported that when she brought her sister back after a holiday with her, 
Natalie was always happy to return, "happy to trot in and see her mates", she doesn't look 
back. 

A further area that Natalie's sister has been delighted with since the move to the community 
was the reduction in drugs that Natalie was taking. She was no longer fearful of taking her 
sister out, for example, to a show and having her fall asleep. 

Natalie enjoyed involvement with the domestic life of the home, and in fact was very 
"territorial" over the kitchen area. She would get up in the mornings making her bed, tidying 
the room, and performing personal routines before coming down for breakfast. Her 
housekeeping skills which were appreciated by staff are captured in the following description: 
"She then does all the housework . ... she usually does the toilets and then mops all the floors, 
by then we would have the clothes ready so she would go and hang out clothes, her and (name 
of a flatmate) ." Natalie's sister recalled that when Natalie had first come out of Kingseat she 
did the washing as well, but, "one day she washed the newspaper." Natalie"s description was 
that, "I do work, I do the bath and basin, toilets and the floor and washing and do the cups 
and that". Staff described how Natalie's leisure time also revolved around domesticity. "We 
would get dinner going, and with the help of Natalie and (name of male friend and flatmate) 
doing the vegetables, .... we'd put it on". 

Staff described how Natalie would use the outside area: "we used to have the table, the 
umbrella and armchairs on the lawn, underneath the fruit trees, and we'd have lunch out there . 
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Natalie would take (male friend) out there and they would sit together outside. If they had 
dinner out there they would sit there for that much longer just together and enjoy the nice 
weather, but they didn't seem to go out there to have a conversation, just to sit together." 

Other self initiated pleasures were described by staff as follows: "just relaxing, she'd colour in 
her colouring book, or listen to her radio". Natalie said she (watched) much TV, and staff 
reported, "she read a lot of magazines, (that) she would bring out into the lounge and read." 
Natalie's sister described the importance the radio had held for her sister when at Kingseat , as 
it was one of her few possessions. She reminisced that Natalie, "was much fonder of the 
radio then, she guarded it with her life, if anyone looked or touched her radio .. .. OOOH, but 
now when the batteries run out" . . ... her sister implied that it was not such a high a priority, 
inferring that Natalie currently lived a fuller life, whereas previously, "that's all she had." 
Natalie's sister had recently found in her retirement years the joys of talking books, and 
wanted to share this with Natalie. She said, "I just heard one myself, and I loved every 
moment of it, and I thought if you could hold her interest enough for talking books, (she 
would) need a tape recorder after all." 

Both staff and her sister described that Natalie gained much pleasure from her colouring book. 
The importance of colouring was described fully by her sister as follows: "When she comes 
home she does her jigsaw and does colouring. She loves her colouring and she is flat out and 
she will fill a whole colouring in book up, she will do it all day, and I will say aren't you sick 
of that yet, and if we go out she'll pick it up again as soon as she gets back, and she only 
stops to watch telly at night." 

4.9.4 Changes for the person 

Both staff and family reported a settling in period for Natalie as she made the transition to the 
community, and developed a quiet routine of relaxed living. On arrival in the community it 
was decided that it would benefit her to lose some weight but according to her sister it 
coincided with her getting "everything that was going. Her sister continued but "we got over 
that, and she has put on some more weight and looks a lot better, she's been very very good. 
Medication being reduced had not only improved her health, but her family contact and 
enjoyment of life" 

Apart from health issues Natalie's sister described physical change to Natalie's environment 
rather than changes in her personally. The shift from Kingseat according to her sister, 
"couldn't have been anything else but advantage, the quality of her life, just the out and out 
quality of it has improved and improved really. There were more things to do, more places to 
go, and Natalie has gone to more places, even regular going out for the groceries was a change. 
At Kingseat she had nothing, whereas now it is wonderful. She has her own television in her 
room, her own furniture, it's all different to everybody else's. It all matches and is pretty and 
lovely." 

The staff member's first memory of Natalie was that, "she was quite rushed in how she did 
things, really rough, and she certainly wasn't ladylike, she used to scream a lot, but she had 
quite high skills ." Since living in the community the staff member believed that Natalie had 
"got better over the years". She intimated that the stability, and security of the new life she 
lived contributed to Natalie's generally calmer demeanour, which was aided by the way staff 
had a greater understanding of her needs as a person. According to staff, "she has got better at 
doing daily jobs as a routine." Staff worked to assist her to circumvent displays of anger and 
tantrums. Staff believed that communication with Natalie as well as her level of self help, and 
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personal hygiene were excellent. Her household skills had always been very good and so no 
considerable change had been noticed. There was however, an improvement in that staff 
believed they had "taught her to eat slowly". 

Staff indicated that Natalie was more open with her emotions, "I think she shows her 
emotions more, how she feels, or she'll stand there and take a big deep breath" indicating an 
improved sense of control. Similarly Natalie's sister noted a gained skill in her confidence with 
using the phone describing that "she can talk on the phone now that she's been out, she 
couldn't before." 

4.9.5 Work/day programmes 

On first coming into the community Natalie attended a local workshop but then moved into a 
retirement programme that continues to be run out of the house that she lives in. So the start 
to her day included the usual personal, tidying and breakfast routines before "sitting around 
and relaxing, and then the lady for the day programme would come in." At approximately 
8.30am the programme according to staff would begin with a period at pottery ( conducted in a 
community setting,) a library session, sometimes a movie in the afternoon, or a concert at 
North Shore Hospital. Alternatives to this were "art and crafts in the garage, or (doing) the 
garden". 

Natalie recalled that when she was in her first residential placement she had worked in a 
workshop, and was involved with "nails and doornails, (doorknobs maybe). She recorded that 
it was "alright," but made no further elaboration on it. Of her present retirement programme 
she observed, "I do the bath and basin, toilets and the floor, and washing, and do cups and 
that," ..... she described what I (watch) TV and other days I go to classes." 

Natalie's sister's account included the workshop placement which she never visited but 
Natalie had told her that: "When she was at the workshop she was always in trouble, because 
if anybody teased her, or carried on at her, she would fire the packaging soap at them. I think 
she was that glad that she was 60 and didn't have to go." Her sister's current belief was that, 
"whatever they are doing with Natalie it's all good." 

4.9.6 Community interaction 

Staff recorded that the neighbours were friendly with the residents, and would always "wave 
out and say hello." Natalie was independent enough to go to the local dairy for an ice cream, 
staff described how, "(name of male friend) and her would go by themselves, and for walks in 
the evenings." In effect Natalie accessed both places and transactions with people in the 
community, although this was mainly at staff prompting, and facilitation, indicating the 
importance of staff vigilance around client needs. Natalie also had the opportunity to 
integrate into community settings in that her day programme used a community facility for 
pottery and clay handwork once a week. 

Natalie went with her group of flatmates to ten pin bowling and bowls, and at some stage had 
attended country and western concerts on a fortnightly basis. These were however segregated 
activities, playing against another house with bowls, and accompanied in the same way for 
concerts. However the ten pin bowling was at a public venue with opportunity for 
integration with the general public. Natalie was a regular attender at the local church, but had 
not made any reciprocal contacts, although there were opportunities for partaking of tea and 
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biscuits after the services. Other activity opportunities in the community focused on 
swimming (her residence was near a beach,) picnics, pools, and shopping. Shopping was 
often a one to one experience with staff, which allowed for individualised shopping 
particularly from one outlet, which according to staff was favoured, "because they had all 
those things there she needed to have." Shopping also happened, particularly for groceries 
and supplies with the whole group. This was usually fortnightly. Staff indicated that 
weekends were popular for picnics and extended outings, because of the time factor, being 
outside the programmed daily events. 

As Natalie went home to her sister for extended periods, she had the additional opportunity 
to be part of her family's community, and mixed freely there with neighbours and friends, as 
well as in other non segregated settings. Natalie indicated that her sister' s home was the place 
where she would like to be most of all, and according to her sister Natalie was "a mad keen 
shopper," within the family community environment. 

4.9. 7 Friends 

Both the staff member and Natalie's sister indicated that for Natalie relating to other people 
had been enhanced since her move to the community. The staff member spoke of how 
socialising for Natalie had always been affected by her inability to control her temper. She 
had succeeded in making successful one to one relationships with staff, family and a particular 
flatmate. Natalie was described by staff as happy, "because she is with people she knows, 
she loves S (male flatmate friend) . She has a lot of time for him, and they would sit there for 
that much longer, just together, and enjoy the nice weather out there (garden). They didn't 
seem to go out there to have a conversation, just to be together." At other times, "they would 
go by themselves, for their walks in the evenings, just around the block for a walk." Natalie 
did not seem to have made any friendships which were ongoing at church, and community 
contacts were acquaintances only. The staff member saw herself as central in Natalie's life in 
terms of friendship, together with S as well as R, another male flatmate. She said that "apart 
from these people Natalie's significant relationships were limited to her family." 

According to her sister, and in agreement with the staff member's perception, the two male 
flatmates were Natalie's closest friends. Her sister related that "S and R are really her friends 
that she likes to have around her." She would seek S out and spend quality time sitting with 
him, and walking alone with him within the neighbourhood of the residence. Her sister 
indicated that Natalie was well known by her own friends saying that, "anybody I know she 
knows." Her sister's friends always came to Natalie's birthday dinner, and always brought 
her a present. There was an acknowledgement by the family of staff and other clients being 
part of Natalie's life which was indicated by her sister when she said, "I usually buy a box of 
chocolates or something for all of them and let her give it to them, which is something from 
outside, of the residence." 

Natalie talked about positive relationships with staff at Kingseat, and recalled several by 
name, whilst her memory of fellow residents was not as positive. She reported that she lived 
with "boys and girls", but she did not elucidate on specific friends outside her family. 
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4.9.8 Family connections 

The staff member spoke in warm terms of the family relationships. "She goes home with the 
family, I think they are wonderful people, with her, I've seen them the same all the time with 
Natalie, they take her home, they really care, lovely family, (her sister) is lovely." 

Natalie's sister spoke of effort made by the family to obtain only the best for Natalie in terms 
of advice and treatment. The family had moved all over the country to facilitate this. Her 
childhood memories included how she took on an early responsibility for Natalie always 
taking her to the pictures. She still had memories of how other "kids gave (her) hell" as a 
result of always having to take her sister with her. 

Throughout the years of living in institutions Natalie's parents who are now deceased would 
visit her regularly even when great distances were involved. Currently the sister described 
that, "it's really my sister and I (who have contact with Natalie). She doesn't have a lot to do 
with the younger ones, they're very busy with their own lives, and their children. I just hope 
that they will carry on when I am gone." Natalie's sister described how she nurtured the 
relationship between Natalie and her other sister who lived overseas. When Natalie was home 
with her and the sister rang, she said, "I'd say here Ruth is on the phone, and she's very 
happy to talk to her, and she tries to think of all sorts of things to say." 

Since the death of her parents Natalie considered her sister's home which was a great distance 
from where she lived as her own. Her sister said that Natalie "did not feel she had had a 
birthday unless I've taken her home." This expectation was always fulfilled, and Natalie's 
sister's comments revealed a sense of responsibility towards her, not only as advocate, or 
trustee but in terms of sistership, respect and obligation. Natalie's sister displayed a strong 
commitment and consideration to her, and a well ordered, structured approach to life appeared 
to have resulted in her being able to always consider Natalie's needs. For instance if she was 
away overseas visiting her sister, which was seasonally determined, and was away for 
Natalie's birthday she described how, "we have it a month early, so I can still take her home." 
An extended visit of ten to fourteen days was the normal procedure. As well as trips home, 
Natalie's sister was used to seeing her at least every six weeks, usually monthly in the 
summer when she travelled in the vicinity of her sister's home. Her commitment was 
illustrated in the following comment: "Sometimes it's only a month since I've seen her but I 
try to work her in as much as I can." 

As well as reciprocal visits the sisters were in touch by telephone and letter and the affection 
existing between the sisters was evident by Natalie's physical demonstrativeness, always 
returned by kisses and physical contact. A feature of Natalie's sister's involvement with her 
was the respect for the work of the community home where she lived, and her willingness to 
work in partnership with the staff. "She told how a staff member had taught Natalie some 
table manners, that she had never practiced before. "She still does it, and now and then I 
remind her, "why don't we go back to what (name of staff member) taught you. Remember 
how you used to chew your food so many times and no belching at the table." 

The sister had concerns for Natalie's welfare if she predeceased her although she had 
confidence that younger family members would take on the responsibility, as this had been 
the culture of her family. She recalled, " .. .it was always a concern of Mum's, she knew as 
long as there was breath in me everything would be OK." 
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Natalie spoke warmly of her sister, and focussed on the fact that she was going home in the 
immediate future . Her staff person said both sisters were very supportive. "She talks about 
them a lot and she mentions her nephew a lot." 

4.9.9 Wishes for the future 

Staff wishes for Natalie were that she would be even more involved within the community, 
and have a special friend, whilst increasing her communication skills. For Natalie her ultimate 
dream would be to return to living at home which was now where her sister lived. Her sister's 
wishes centred around continued good health and enjoyment in middle to old age as had been 
her father ' s experience. She had a sense that Natalie was really enjoying life to the full 
considering the limitations she had experienced and in addition she lovingly commented, "if 
there is anything that I thought would make life better for her I would do it, or I would give it 
to her." 

4.10 Case Study Nine: Steve 

4.10.1 History 

Steve was born into a large family in the 1960's. As a young child the family was aware that 
there was something different about him. His mother recalled that her sister, "thought he 
might be deaf." As a result of advice from the Plunket nurse Steve was referred to a child 
development clinic where the family were given some indication that he was developmentally 
delayed. 

Steve started his education at an IHC preschool but when the staff from the child 
development clinic reviewed his situation he was placed in a mainstream placement. His 
mother remembered that, "he wasn't happy there and the other kids use to tease him". The 
teasing continued into intermediate school where his brothers were very protective of him. 
However, after intermediate school Steve was separated from his brothers and went to special 
school. According to his mother his closest brother "couldn't understand why Steve couldn't 
go to school with him". The brother would say "Mum I want Steve to come with me, sit 
beside me. The teacher will let him and nobody will touch him". 

At the end of his schooling Steve went to work at the same place as his father where according 
to his mother "he was all right at first but after a while he didn't think that he had to work all 
day". He then went to a workshop but used to play the wag. It was at this time that he 
began to get into trouble and after several incidents of socially unacceptable behaviour within 
the public domain he was directed by the courts to a psychiatric hospital. His placement 
followed his father's death which both his mother and himself confirmed was a "a shock to 
Steve". 

As Steve's mother didn't drive visiting him was difficult and it was through the advocacy of a 
public figure that he was shifted to Kingseat which still created some distance difficulties . 
Nevertheless according to Steve's mother, she said, "different ones of the family took me, 
from time to time and he was allowed home on weekends .. . at Christmas for a week or two". 
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4.10.2 Hospital memories 

In reflecting upon his life in the inner city hospital Steve's comments were succinct, "Oh I 
didn't like it there and then someone came and got (me) from Kingseat". In reflecting upon 
Kingseat, Steve's memories were that it was "alright for a little while". He remembered a 
range of activities that he enjoyed within the hospital including the pictures, swimming in the 
pool, spending time in the canteen, where he used to buy "cups of tea" and help the "lady" 
that worked there to "make cups of tea and wash the dishes". He spoke with warmth about 
this person although he had "forgot the lady's name". Outside of the hospital he reminisced 
positively about the "dances in the hall at Papakura" and the shops "on the main road" near 
the hospital. Friendships were also a feature of Steve's hospital life. He indicated that he had 
a lot of friends there and specifically mentioned two. Of one friend his comment indicated 
that hospital stay was a form of incarceration. "He's still there cause he had a car accident, 
brain damage, don't know ifhe will get out for a while, or what he will do". 

Memories in relation to staff at Kingseat centred around the pyjama routine. Steve indicated 
that staff were "alright" but if you misbehaved he said, "you go pyjamas and lose your 
parole". Steve's comments about his life in Kingseat were not extensive although his 
memories of the time were interwoven with acknowledging that it was after his father died. 
The death of the father who was under 50 appeared to have a profound effect upon Steve and 
his mother and appeared to be a precipitating factor to his institutionalization . 

From a parental perspective Steve's mother thought that the hospital had some advantages in 
that Steve "was with all the men that had (the same sort) of problems". Her only complaint 
was that his material possessions, such as, a shaver and clothes disappeared. As a solution 
Steve's possessions were kept at home. With respect to his clothing his mother reported that 
she "just let him wear their's after a while. I had all his other clothes here for him to wear 
when he came home". 

After less than a decade Steve left Kingseat. His mother's memories about how she was 
informed about the move were that Steve told her on one of his weekend leaves. Initially she 
was concerned both about neighbour reaction and Steve's safety. She thought, "somebody 
might knock him around or knock him out or be smart". With relation to the move out of 
Kingseat Steve was clear that it was "IHC people" that helped him "to get" into the 
community. 

4.10.3 Residential settings 

Prior to living within services offered by IHC Steve had a trial at two rest homes, but neither 
had been satisfactory. In relation to the first placement Steve's mother remarked that 
communication was not good between her, as the family representative, and the staff of the 
rest home. She summed up her feeling ofrejection as a parent. In the following way, "I rang 
(the rest home provider) about something that was going on there. He told me to mind my 
own business. (As) a natural parent (I) just wanted to ask a few questions. I didn't like that at 
all". In comparison she spoke readily of the openness of the IHC staff. 

On leaving Kingseat to live within IHC services Steve moved three times until his present 
residential address where he has been for six years. He lived in a flat which he shared with a 
friend. Several flats were built behind an IHC staffed house and the same staff were also 
available to support those people who were living more independently in the flatting complex. 
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On an earlier occasion Steve had flatted without staff support on site but according to a staff 
member who had known and worked closely with him, "He just found it tough, independence 
requires you to pay out a lot more and he was paying his own bills and paying this and 
paying that". The staffs perception was verified by that of Steve who said in relation to the 
experience of independent flatting with a friend, "On our own in the community we couldn't 
handle it so we came back here". 

The present living situation was considered to be the best by Steve who indicated that it was a 
place where he received assistance from staff, and had more freedom and could do his "own 
thing". Steve indicated that he and his flatmate gained assistance from their key person with 
cooking, shopping and financial management. The staff member indicated that Steve and his 
flatmate "didn't need very much at all.. .they come up and I go down ... (to) help them with 
meals and I help them with their banking ... and I take them food shopping". 

Flatting life for Steve was fulfilling. He enjoyed watching TV, videos, listening to music and 
playing the guitar. Socialising with other people that lived in the flats was a common event. 
Steve indicated that sometimes he and his flatmate would invite a group of the other people in 
for a meal. This was confirmed by the staff member who indicated that Steve was a social 
person who "likes to organise ... and have people around for music and there are a couple of 
other guys in the flats who have got a real interest in music". 

4.10.4 Changes for the person 

When questioned concerning the occurrence of any change in Steve's life, the staff person said 
he was assured that the move into the community had been a positive one, whilst how good 
this had actually been was more difficult to define. In his perception, Steve was, "trying to 
grow up, has a bit of a life, and he's got quite a bit of control over what he does, he's got a bit 
of self determination." The staff person also attested to a more comfortable lifestyle having 
eventuated for Steve within the community in terms of "good appliances, and a proper 
bed ... He went on to say, "it ' s really tough buying a decent bed on the sort of money they 
get." The building of long term, stable, close relationships in a small community had replaced 
the fragmented, incontinuity of the large institution. Steve had been able to develop intimacies 
with a select group of friends and family, which more closely reflected his personal style. 
Steve was, according to the staff member, "a lot more confident, and he gets what he wants." 
This was particularly related to working through relationships with staff. Steve had a sense of 
future, with goals, and dreams which now had some chance of eventuating. 

Steve was "getting better at things." Specifically reported were self help measures in the 
kitchen, and cooking prowess. Staff said Steve had "picked up quite a bit along the way, he ' s 
even had jobs so ... he wasn't totally institutionalised, (in his behaviour)." There was evidence 
that Steve was "keener to do physical work." Steve's mother also commented that there were 
changed work attitudes. She said, "he used to go only so many days, now he goes five days 
which I think is very good." She also mentioned that aggressive language and behaviour was 
now minimal in comparison with initial visits after discharge, and attributed this to Steve's 
having to have "a protective barrier around" himself during his years spent in an institution. 

When Steve' s mother considered how life was different for her son in the community she 
reflected how diverse his everyday environment was now. Her sentiments were, "I think the 
feeling that surrounds him, not being locked away, sort of more or less being able to have some 
sort of a life for himself." 
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The staff member said Steve was now also "more independent," and by illustration, "just goes 
out and does things by himself off his own bat, and he has developed more confidence in 
asking for assistance to meet his needs, a bit more confident to say I need a lift here or I need 
to go somewhere, whereas before he was a bit more reticent to ask for help." 

Steve had experienced health issues since coming to live in the community, and totally 
independent living had not been as successful as hoped, but had contributed to problems 
associated with diet through lack of support. The supported flatting situation at present 
enjoyed by Steve had been more satisfying. Steve discussed his pleasure in his own flat with 
the comfort of personal treasures around him as opposed to the sparse, and impersonal life 
experienced in his institutionalised years. 

4.10.5 Work/day programmes 

On leaving Kingseat Steve related how he spent time in a workshop packing nails and 
assembling window tracks. He was so apt at the tasks that his mother remembered the staff 
indicating that he could be the workshop foreman. After a short while he began working in a 
work option that did gardening, lawn mowing for both IHC services and members of the 
community, on a user pays basis. Steve saw the gardening option as better than his workshop 
position. He said, "you don't sit down all day". At one stage both Steve and his flatmate 
worked at the same gardening option which according to the staff member didn't work out as 
"they were together all night and all day". Steve then tried another workshop but returned to 
the gardening group where he worked four days a week and from his mother's perspective 
enjoyed the money he earned. From the staff member's perspective Steve, "likes getting the 
exercise" which had led to a weight loss. The staff member went on to say, "I think he gets on 
with the people and he doesn't have to work too hard and he gets out and about to different 
places and he gets on okay with the person in charge". 

4.10.6 Community interaction 

In terms of interacting with the community Steve had a full life. According to the staff 
member Steve was a 

fairly gregarious chap and he's an identity really, he knows the area quite well.. 
he's kind of friendly and he knows people even in the supermarket there are 
people who are willing to go up and talk to him because he's met them before at 
some point or somewhere else. 

As part of community contact Steve was known to more neighbours in the area of his family 
home than that of his flat. According to the staff member there had been some difficulties 
with neighbour contact at the flats including the throwing of eggs. He described how, "most 
of the neighbours were not really that friendly, we used to find all these eggs on the pavement 
here.". 

It would appear that Steve's community life centred around act1v1t1es in shopping malls; 
visiting his mother and other family members; visiting other IHC houses and participating in 
IHC organised activities; as well as going to public recreation areas. 

In relation to spending time in shopping centres it covered the following areas: weekly food 
shopping with his key staff member who assisted him and his flatmate to budget $80 weekly; 





134 

eating in fast food restaurants such as: Mc Donalds and Burger King; visiting chain stores such 
as the Warehouse, second hand dealer shops, the bank, stereo and electrical equipment and 
C.D. shops, the pictures and clothes stores. Both Steve and the staff person indicated that one 
of his great interests was dealing in secondhand goods . The staff member saw Steve as having 
"an entrepreneural streak." 

Another area of community interaction related to Steve and his flatmate visiting recreational 
areas. Steve indicated that he sometimes went to the local municipal swimming pool, beaches, 
Motat and hot pools. On most of these occasions he and his flatmate would be accompanied 
by a staff member and often by other people either from the same address or from other 
houses. Sometimes Steve would participate in these events with family members. 

4.10.7 Friends 

It would appear that Steve had a wide range of friends which included staff, family and peers. 
Of interest Steve's mother indicated that the staff member being interviewed was a close 
friend. This same staff member said that when he had begun working in the field of disability 
he did not see that paid staff and clients could become friends. However, in recent times he 
had begun to challenge this idea. His reflection was well expressed : 

Well I used to feel that you could go in and get paid to do it, you know, and 
you were the paid friend and you were not the real genuine friend, but I don't 
think that pay necessarily precludes you from (that). 

Steve mixed socially with other people who lived in IHC's residential services. Steve indicated 
that he went over to friends' houses who live within IHC services for "a barbie, hangi." The 
return of the hospitality was indicated, "sometimes they come here and have a party". As a 
group they also went out to the pub together. Similarly the staff person indicated that Steve 
was usually open to attend things organised by IHC. "Yeah parties and things that are 
organised at other houses, he's usually keen to attend those. He'll go to a couple of other 
houses to see people, a couple of them might want to go and visit someone from another 
house". 

Although Steve didn't take these friends to meet his mother she reported that he talked about 
them and would comment "Oh you don't know him, he's from another house." She said, "We 
might meet somebody and he might say oh this is my mother". 

4.10.8 Family 

The family played a large part in Steve's reality. He visited his mother regularly sometimes 
with his flatmate and would stay overnight on occasions and for festive events, such as Easter 
and Christmas. His siblings were spread throughout Auckland, provincial towns and 
overseas. His family were important to him and he visited them and sometimes they came 
and took him and his flatmate out. He had holidayed with his family members outside of 
Auckland and with the family of his flatmate. 
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4.10.9 Wishes for the future 

When asked what he wished for himself for the future, Steve's initial response was that he 
didn't know. He then replied that he'd like a lot of money. He also had the desire to travel 
overseas, particularly to meet up with relatives who lived there. His ultimate wish was to win 
a home of his own. Steve's mother's wishes for her son embodied a desire for his wellbeing, 
that he would "always be happy, and keep good health, and that there would always be 
someone to take care of him, and watch over him." 

When Steve's staff person was asked he reflected that an attitude of creative support based on 
a view of Steve as entirely an individual would provide the best future for him. He would also 
like to see more money at Steve's disposal, to allow him to live more comfortably in the 
lifestyle he had keyed into with regard to entertaining his friends. Coupled with these wishes 
was the hope for a healthy life for Steve. 

4.11 Thematic analysis of the case studies 

In drawing together the themes of the case studies they are presented under the same headings 
as have been used to tell people's stories. 

4.11.1 History 

The decision to place a loved son or daughter into institutional care was usually precipitated 
by a critical event in the lives of the families. Such events were inclusive of the birth of a 
sibling, illness of a parent, the death of a parent, and excessive behavioural problems often 
leading to police or psychiatric intervention. From the stories told people were more likely to 
be institutionalised as young adults rather than as infants which meant that family and 
community networks were interrupted with placement into a hospital. Families endeavoured 
and succeeded in keeping in touch through visiting often from great distances as well as phone 
calls. Reciprocal visiting where the person returned home for an annual holiday was common. 
Where the people had been institutionalised as adolescents or young adults they had usually 
had some school experience, usually negative, which some families hoped would be reversed 
through the training programmes offered within the institutions. Siblings remembered the 
ridicule they had experienced within their own school situation arising from being associated 
with their disabled sibling's problems but this did not dissuade them from being both 
protective and affectionate towards them. Where people had worked prior to going into the 
institution it was either sheltered or in open situations arranged through family connections. 
The decision to place the family member in an institution, usually supported by the 
professionals, caused deep pain for many families as they prepared to reunite with them on 
arrival to live in the community setting provided by IHC. 

4.11.2 Hospital memories 

Overall the memories of living in and v1s1tmg the hospital were despairing. Families 
experienced guilt at having to place their children in the institution and on visiting this was not 
alleviated by feeling unwelcomed, the physical conditions and immense size of the hospital, 
the behaviour of the other residents as well as lack of individuality arising from similar dress 
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and appearance. Although families did not enjoy visiting the institution the placement was 
seen to relieve the stress of supporting their family member within the family setting. 
Memories for the people were strongly influenced by the use of punishments, such as being 
hit, use of side rooms, shock treatment, being injected for behaviour control and sleeping on 
mattresses on the floor. Memories of a more positive nature within the institution included 
enjoyment of work routines and activities such as going to the pictures, the swimming pool, 
dances, the shop, pharmacy and walking the grounds. Activities outside of the institution 
included going to the local shops, the cinemas, and on van rides. In comparison to the other 
people who were the focus of this study this group of people had considerable freedom and 
were given leave to visit outside of the institution, such as going into the city to meet a sibling 
or taking the bus to Papakura to shop. The pathos of separation between families and their 
children was evident, particularly where the people reminisced about the death of their 
"beautiful parents" , often years later still trying to establish what exactly happened. The 
frequency with which people interviewed spoke lovingly of parents both living and dead 
emphasises the critical role that families play in the lives of their adult children and the respect 
with which this relationship needs to be nurtured by those that support people with 
intellectual disability that live in care. 

Relationships within the institution varied. People remembered friends and staff that they 
would like to meet again but the memories of others were clouded by negative experiences. 
There was a sense of discontinuation in relation to those people that they had shared several 
years of their lives with. People were eager to seek information from the interviewers as to 
how the "others" had fared which suggests that friendships and connections made within the 
experience of institutionalisation need to be fostered and recognised as part of the shared 
history of the person. 

4.11.3 Residential settings 

Overall people had moved at least once mainly from one group home setting to another with 
only three people experiencing and two maintaining supported flatting. Both the people and 
their families expressed satisfaction and enjoyment in the living arrangements. Commitment 
of staff, availability and access to community activities, privacy of own room decorated to the 
liking of the person, compatibility of people within the house, all assisted in making the home 
life of the person enjoyable. Although moving in and around the community was frequent for 
this group of people but were still dependent upon staff to drive them. Few people used 
public transport. People were assisted with staff support to socialise with other friends from 
the same house or other houses in the agency. This could be as a group or with one other 
friend, at such venues as, the local pub, the pictures, hot pools. People enjoyed visiting 
people who were supported by the agency at other houses for social events, such as 
barbecues and parties and country and western evenings. Family contact for this group of 
people was considerable and reciprocal visiting occurred. Families saw themselves as 
providing the intimate support required by their family member at the same time they 
recognised and were appreciative of how their son or daughter was supported by staff. Staff 
turnover was noted as a reality . 

4.11.4 Changes for the person 

Changes in the lives of the people were indicated across the areas of social, communication 
and daily living skills. Change for people focused around choice and personal management. 
People had become more self determining in terms of their own presentation, development of 
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friendships, management of their own money, budgeting for special purchases and holidays. 
The quality of peoples' lives had changed. There was a sense of satisfaction with life in the 
community as opposed to that of the institution. People were in good health and where 
excessive behavioural problems had interfered with their complacency there was now less 
aggression and ritualistic behaviours. Overall people were happier. 

4.11.5 Work/day programmes 

Work opportunities were on a continuum from sheltered through to supported part time 
employment. Opportunities included day and retirement programmes centred around leisure 
and recreational activities; contract work within workshops; working as part of a mobile work 
crew that competed for contracts within the community, such as gardening; and part time 
supported positions such as working in a creche or office. People enjoyed the flexibility of 
multi work options as well as the opportunity to make social relationships. 

4.11.6 Community interaction 

A range of activities were participated in within local community settings. Particularly 
popular were visiting friends and relatives, walking, swimming and going on local and overseas 
holidays. People were networked into their local communities through non segregated groups, 
such as church, women's clubs, senior citizen activities, bowling and country and western 
clubs. There was minimal involvement with neighbours but when they returned to the family 
setting they spent time with neighbours, family friends and relatives. People participated in 
community activities often on a one to one basis with staff or supported by them to go out 
with people they lived with, knew from work or from other houses run by the agency. Some 
people were taken out by people that they had meet within local community networks. 
Accessing places for most people was difficult without transport being provided by staff. 

4.11.7 Friends 

Friendship relationships that were made within the hospital with both the other residents and 
staff were fondly remembered. Relationships had been made since leaving the hospital mainly 
with people who lived or worked with the support of IHC. Where interpersonal difficulties 
had arisen in developing and maintaining friendships the staff assisted people to resolve 
conflicts and solve problems. Staff were seen both from their own perspective and that of the 
people that they supported as close friends. 

4.11.8 Family connections 

People had good reciprocal family relationships. Families were inclusive of the person in their 
own network of friends and community contacts. Most people went home for visits and 
where parents had deceased the extended family had taken over the role. Families members 
were concerned for the well being of their son, daughter, brother or sister particularly if they 
predeceased the person. 
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4.11.9 Wishes for the future 

Wishes for the people centred around good health, happiness, permanency of residential 
address, choice and increased relationships with families and friends. 

4.12 Conclusion 

When the trends from the case studies were examined it did appear that they reinforced the 
findings of the survey, however it would seem that for this group of people, that were able to 
converse and express opinion on how the experience of deinstitutionalisation had been for 
them, their level of networking with community groups, with friends, and family was more 
extensive. The challenge therefore arises as to how can the other 45 people become more 
connected to the community that they are now part of. The challenge also continues for the 
people who have shared their lives so openly within these case studies on how to ensure that 
their circles of support continue to widen as their lives unfold within community. 
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CHAPTERS 

Discussion 

Overall the outcomes of the move into the community for the 54 people that left the 
psychiatric hospital eight years ago have been positive. The perceptions of staff, family 
members and a small group of people who had experienced the process have been described in 
relation to the transition process into the community, health issues, residential placements, 
day options, community experiences, outcomes of moving into the community, reflections on 
Kingseat, pleasures in life of the focus people and their future. In all areas the overwhelming 
impression is that life in the community is better than it was in the institution. People have 
experienced a positive change in their way of life. 

The first memories of the person that were recollected by all staff, regardless of how long they 
had worked with the person were strongly negative and reflected the degradation of 
institutional life captured in the work of Blatt & Kaplan (1966) and Edgerton (1967). The 
surprising element is that there was no significant difference in how the person was recollected 
by staff at first meeting regardless of the length of time that the person had been in the 
community. Considering that the outcomes as they relate to change and quality of life are 
positive it could have been expected that the first memories of staff who had met the person 
in the last three years of their eight years in the community would have been less negative. 
One explanation offered is that people who have been deinstitutionalized carry the markings 
(Goffman, 1963) of their previous setting and when others are asked to recollect their initial 
memory of them it is coloured by the knowledge of their institutional history, regardless of 
how long they have been in the community. A further interpretation could be that although 
change has occurred for the person their high support needs led to negative initial memories 
regardless of how long they had lived in the community. This view is softened only by 
working with the person. It may also be that each new staff person sees their involvement as 
a catalyst for positive change which in retrospect leads them to recall their initial meeting of 
the person as less than optimum. 

In recollecting how the person reacted to the transition process staff and family participants 
indicated that for half of the focus people it had been satisfactory. A minority of family 
members indicated a need for the staff to have more information about the history of the 
person. This supports the O'Brien & Parks (1990) study where, when staff were interviewed 
soon after the transition process, lack of a full history accompanying the person into the 
community was a major concern. 

As outlined in O'Brien (1996) the Community Placement Action Group (CPAG) made a 
decision not to send the person into the community with a potted history of behavioural 
incidents that could have led the person to becoming a self-fulfilling prophecy. Instead they 
left with a needs assessment based upon their successes within the institution and their 
predicted needs for community living; a personal information sheet with family and medical 
details; a medication chart; and a social worker's report. It can be questioned whether records 
of a lifetime of institutional living would have been of any further assistance in helping the 
person to adapt to a totally different way of life. As the idea of getting ready to live in the 
community within the confines of an institution has been challenged (Wilcox & Bellamy, 
1987), the supposition that the information kept in hospital files throughout a life time of 
institutionalisation, would be of assistance in planning intervention for community life is also 
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brought into question. What such records may have been useful for would have been to 
construct a personal history of what for many people had become lost years, years lost to a 
belief that people with intellectual disability were better off with their "own kind", hidden 
away from the community. Although the CPAG worked to have the 61 people arrive into the 
community with new clothes, new furniture and new records, the high and low points of their 
lives over the long wait of institutionalisation (O'Brien, 1996) were not recorded. The legacy 
of living in an institution within the present study was, as described in the memories of staff a 
cacophony of images, such as, an alienating physical appearance, being scared and intimidated, 
ritualistic behaviours and self mutilated bodies. What life consisted of in the institution for 
the individual person was not documented. Each person left with a history that would equate 
to little more than a blank page. Questions surrounding the people, such as the following 
remained unanswered: Had their birthdays been celebrated? What happened at Christmas? 
Did they go to school? Did they have visitors? Did the family visit? Did they go on 
holidays? Did they have friends? Did they have favourite places in the institution? Did they 
have a staff person who took a special interest in them? A personal history would have 
assisted staff to see the person's potential within the context of their previous history. 
Instead the person's past was often lost. A written history may have compensated for those 
haunting memories that staff shared as part of their initial meeting. Johnson (1998) has raised 
the issue of the need to recognise the internal life of people who have no voice. Her study 
explored the lives of 21 women who were living in a locked unit in an institution that was 
about to close. She emphasised that their transition into the community was influenced by 
the intellectual disability discourse rather than their personal histories. If the people from 
Kingseat had been able to leave with a personal history it is possible that attitudes to them 
may have been different. 

Without an acknowledged history it is difficult to relate to others. 
We become our appearance at the particular time at which we are 
encountered, and important tools which we use to explain our 
behaviour and which others use to understand us are not present. 
(Johnson, 1998, p. 177) 

Reactions of the families when informed about their son or daughter's move from Kingseat 
into the community raised both hostility and fear. The decision to place their son or daughter 
in Kingseat had not been an easy one and was usually associated with a point of pressure in 
family life such as illness or the birth of another child. The families who in faith had taken the 
advice of the professionals 20 or more years ago were now being visited by another group of 
experts, the Community Placement Action Group, who wished to reverse their earlier painful 
decision. Eight years on, the families' anxiety and distress at the announcement of the 
impending closure of Kingseat had been replaced by positive reflections on the advantages of 
living in the community for their adult children. Nevertheless this does not deny that in any 
deinsitutionalisation programme there needs to be a profound acknowledgement of the feelings 
of ambivalence that parents experience, and forward planning must allow enough time for 
families to be heard and to interact on these issues. The pace of the Kingseat project meant 
that families once again had to place their trust in the "experts" . The project began to move 
people into the community within three months of the contract being signed, and a longer 
period of consultation may have been helpful to families. The findings of the study and the 
positive perceptions of families to the overall process and its outcomes offer some 
exoneration to those people that advocated quick change, however it does not deny the pain of 
the initial experience. 

The importance of having a sense of place in the community has been raised by Kearns (1993) 
who links it to wellbeing. Kearns calls for a renewed development of what constitutes a sense 
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of place in community if community living is to succeed. Within the present project a sense 
of place was probed through the development of what comprised for the focus people 
residential, day placement and work options as well as community activities and support 
networks. Each of these areas is now reflected upon with a view to identifying what sense of 
place the focus people experienced as they began to live outside of the hospital setting within 
the community from which they had been excluded for many years. 

The major type of residential accommodation for the focus people on arrival in the 
community as well as currently was one of a group home setting which is in keeping with 
deinstitutionalisation programmes internationally (Conroy & Bradley, 1985; Knapp, et al 
1992; St. Nicholas Deinstitutionalisation Project Evaluation Committee, 1988). Within the 
study and within this type of placement the movement from one location to another has been 
reasonably stable and although a family wish for the future was that the person stay in the 
same place, change of residential address did not emerge as a concern. This may reflect that 
where moves were made they arose from meeting the needs of the person or were accepted as 
being beyond the person's control and were not seen as unreasonable. A minor trend noted 
was that a small group of people who had behavioural problems moved to rural locations 
where the accommodation was some distance from the neighbours. Initially these people had 
lived within city residences where their behaviour had come to the notice of the public. Their 
move to outlying areas strikes a note of caution. Moving people to isolated placement areas 
runs the risk of becoming more rather than less restrictive. 

In terms of the least restrictive (Taylor, 1988) and non-restrictive models (Taylor, Racino, 
Knoll & Lutfiyya, 1987) placement in group homes is seen as part of the continuum of 
services developed as a result of the outcome of litigation in the 1980's in the United States. 
Successful class suits led to the mandating of people's needs being met in circumstances that 
were the least restrictive to their developing potential (Scheerenberger, 1987). As part of the 
continuum people could "flow" from one stage of the model to the next. The fact that people 
in the present study are still, in the main, in group homes eight years on, questions the flow 
through function of the model. Instead it supports Taylor et al who have suggested that the 
downside of this model is that people can "become stuck" failing to progress to less restrictive 
environments. To argue that the people from Kingseat have become stuck in view of the 
positive outcomes of the survey findings, that were verified by the stories of the focus 
people, their families and staff in the case studies, may appear harsh. Nevertheless it opens 
room for debate on the role that supported living could play in the lives of people that have 
been deinstitutionalized and more particularly for those people still waiting in institutions to 
'get' a life in the community. 

Individualised community living arrangements are becoming more accessible to people as they 
leave institutions. Astbury (1997) has described how a young man in Perth with high support 
needs moved from an institution to live in a place of his own, with 24 hour staffing. The 
support that was brought to Bob was both informal and formal. He did not have "to fit into 
available programme slots" (Allard, 1996, p. 102). The people that have left Kingseat have 
shown that living in the community is possible. Not one of the people is living back in an 
institution, instead their voice indicating a sense of freedom is exemplified in the case studies. 
The people and their families have met the challenge of deinstitutionalisation and so is it too 
much to ask human services and government departments to meet the challenge of supported 
living? According to Taylor (1991) supported living 

is deceptively simple ....... find a home, whether a house, apartment or 
other dwelling, and build in the staff supports necessary for the person 
to live successfully in the community. Inherent in the concept is 
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flexibility. Some people may need only part-time supports or merely 
someone to drop by to make sure they are okay. Others with severe 
disabilities and challenging needs may require full-time staff support. 
There isn't anything in the concept that precludes small groups of 
people from living together ... this, however, should be because they 
choose to live together and are compatible. (p.108) 

In terms of sense of place the large majority of people lived with a group of other 
intellectually disabled people fully supported by staff within a house that was located in a 
suburban street of a city centre. The majority of people did not engage in work activities and 
frequently the home environment was used as a base from which day activities would be 
planned and facilitated. If the day programme was not organised from the house people joined 
other people in the agency at a similar house or centre based address. Most of the activities 
were leisure focused while for a small group they participated in day activities that were more 
work focused, such as gardening. Where people did work, as described in the case studies, it 
was either within a mobile work group such as a cleaning or landskills team or in a workshop. 
The overall perception of the people's reaction to the day programmes was positive with an 
emphasis placed on socialising through a range of shared activities that incorporated music, art 
and craft, table games and eating and drinking. Time tables of activities were often visible in 
the houses indicating both group and individual activities. Although the study did not 
incorporate direct observation of the type and extent of user engagement in day programme 
activities (Emerson & Hatton. 1996) there was a sense however that people's programmes 
could be strengthened in the development of a sequence of activities as they relate to personal 
management, leisure and work (Wilcox and Bellamy, 1987). Felce's work (1988, 1991) 
supported by that of Mansell (1995) suggests that change in user engagement by which is 
meant participation in everyday activities is heightened where "behaviourally oriented models 
of providing whole environment or active support" are implemented by staff (Emerson & 
Hatton, 1996). If people are going to successfully network in the community then it may 
involve staff in moving "away from the traditional laissez faire attitude to what activities 
residents may or may not do and creating an alternative which gives positive motivation to 
achieving that level of functional activity which everyone else needs to achieve to live an 
ordinary life" (Felce, 1996, p.133). What therefore are the functional activities that underpin 
the ability to succeed in participating in the community? Further research is needed in this 
area. 

The community based element of day programmes as well as general leisure opportunities that 
people experienced were in the main group oriented with people being driven by staff to 
community locations to share activities usually with the same people that they lived with. 
The range of activities was a strong indication of how people, who once were limited to van 
rides and walks around the grounds of Kingseat, were engaged in what O'Brien (1987) defined 
as community presence that is "the sharing of the ordinary places that define community life" 
(p.177). The range of community experiences identified, covering shopping, sports, movies 
and concerts, eating out, visiting, travel and holidays, clubs and crafts and nature outings, had 
increased the person's experience of community. Overall, however, the major activities were 
public ones, such as cruising the shopping malls, drinking coffee, going to the movies, 
watching sport, where people engaged in little social interaction with people outside of their 
own group of flatmates or members of the same day programme. Being members of clubs, 
which would have the potential for mutual interaction with other community members, was of 
a lower priority. A minority of the people still experienced some activities, such as, 
swimming, clubs, gym, music, in segregated facilities and circumstances that had been 
developed only for people with disabilities. 
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Visiting friends was actively engaged in, particularly friends who lived in houses run by the 
same agency for people with intellectual disability. Often groups of people from the different 
houses would share activities, such as barbecues, trips to the beach and holidays. Overall 
sharing places in the community reinforced the group nature of how people lived. Staff, 
however, did provide support for people to visit places in smaller groups or on a one-to-one 
basis . The value of the one-to-one support was stressed by staff, family and the focus 
people. It was repeatedly mentioned in relation to both the advantages of community living 
and recommendations for the future. At the time of people leaving Kingseat funding for one
to-one staffing was made available as part of the initial contract and the organisation continued 
to allocate it for a longer period. At the start of the Kingseat project such funding was 
considered necessary to assist people with the transition into the community. It would 
appear, however that it is needed as an ongoing means of supporting people to deepen their 
individual as opposed to group experience of the community. 

Presence in the community was now a feature of the lives of the people who had lived in 
Kingseat. However, presence does not necessarily ensure a high level of participation. If 
O'Brien's (1987) definition of participation, "the experience of being part of a growing 
network of personal relationships" (p.178) is used in reflecting upon the lives of people who 
participated in this study, participation varied. For the majority of people with high support 
needs it appeared that their sense of place was built around their venturing into the 
community. They did this mainly in a group with staff support, returning to their address 
without having made the types of public transactions or social contacts that could lead to the 
ongoing development of a network of personal relationships. For a second group of people 
transactions in shops and other public places had begun and through repetitively participating 
in clubs, church and other community associations, they had established links in the 
community upon which personal relationships had and continued to be built. For a third 
group, people were successfully networking. They were known to people in their local 
communities and had established friendships and acquaintanceships. They were a known 
identity and their lack of presence would be noticed. 

Without participating in the community, the core of which is the development of personal 
networks and friendships, people run the risk of being in the community but not necessarily 
part of it (Cullen et al, 1995; O'Brien, Thesing & Capie, 1998). The typology of community 
integration suggested by this study (see Appendix J) is one in which all people are in the 
community but the extent of being part of it is determined by how they have been embraced 
by its members. For the large majority of people their gifts and capacities as assets within 
the community (Kretzmann & McKnight, 1993) continue to go untapped. In some senses 
they are waiting to be discovered as they venture in and around the parameters of the 
community that has provided them with a safe place to live. A place where they have begun 
to regain their dignity, privacy and rights which had often been lost to years of institutional 
living. For others they have begun to participate and network in the community building 
productive relationships as evidenced in several of the case studies. The present study 
therefore raises the question as to what distinguishes people's experience of community. 
What distinguishes people who, as suggested by the typology, experience it in one of three 
ways: venturing, participating or networking? Is it related to the personal characteristics of 
the person, the level of staff support, the physical location of where they live, the level of 
family and neighbour contact, their age, and/or level of support needs? Further investigation 
in this area is needed. Within the present study it was encouraging to note that not all the 
people that had succeeded in networking were those who had low support needs. Worthy of 
further investigation also is the question of, if and how people can move on from venturing in 
and around the community to networking. The role of one-to-one support from staff 
appears critical here. A trend also noted amongst the group of people that were networking 
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was that it was probably made easier within smaller communities. As suggested by O'Brien 
(1998) further investigation is needed to explore what are the characteristics of such 
communities and then in the large cities try and replicate those characteristics that enable 
people to make those connections that ordinary people do in going about their ordinary lives. 

A further aspect of participation that was examined in the study related to neighbour contact. 
Only a small number of the focus people were involved in reciprocal visiting. Of interest is 
the fact that a large majority of the people who participated in the development of the case 
studies indicated that they had neighbour contact. This suggests not suprisingly that where 
people are able to converse, neighbour contact may be easier even if it is just passing the time 
of day. When buying properties the potential for neighbour contact needs to be given careful 
consideration. Skilful handling of neighbour contact by staff has the potential to mutually 
enrich the lives of the people and their neighbours as well as the broader community, through 
neighbours connecting the person to their own support network. Similarly there is potential 
for staff to work with families in building links for the person within the neighbourhood of 
the family home. 

Although the development of friendships made within the context of work and the 
surrounding community such as neighbours did not feature highly in the fabric of people's 
lives they were not without support from family and friends. Relatives, particularly the 
person's mother and sister featured highly in what was designated as their intimate circle of 
support. This reflects the role of women as carers (Munford, 1999). Other categories of 
friends that featured not only as intimates but nominated as close friends were other clients in 
the same house as well as staff. The role that staff played was significant. They saw 
themselves as more than people that were paid to be in the lives of the person. The 
perception of their role challenges the concept of distance often advocated within professional 
codes of conduct which determine the ways in which staff should relate to clients (Johnson, 
1998). Without the commitment of staff to the wellbeing and welfare of the focus people, so 
visible in the case studies presented, many of these people would have no experience of what 
it means to be cared for by another. Care here is not used in the sense of care worker but 
rather as a significant person who is prepared to move beyond the boundaries of caregiving to 
that of friendship and supporter. 

The emphasis on the role of staff and other clients in the friendship circles nevertheless raises 
the issue of how staff can work to assist people to make friends in the community outside of 
the service agency. McKnight's work (Gretz, 1992; Kretzman & McKnight, 1993; 
Spierman,1991) in connecting people to groups in the community associated with the person's 
interests would not be new to the staff involved in this project. However, it is the one-to-one 
nature and nurturing of individual connections in an attempt "to reintegrate the lives and 
potentialities of developmentally disabled individuals" (Kretzman & McKnight, p.73) into 
their local community that would involve staff in areas of work that are probably 
systematically unexplored at present. Integrating a person into their community may require 
a new paradigm of staff training and practices. Staff would act not only as supporters in daily 
living, recreational and work skills but as connectors for those people, particularly, those with 
high support needs, to individuals in the community who are open to involving the person in a 
mutual interest such as sports and music. The staff role would be to support both people in 
the making and maintaining of the connection which may lead to the establishment of a long 
term personal relationship. For such relationships to develop, agency staff may need to be 
more proactive in breaking down the barriers and resistance that kept people in institutions 
(Oliver, 1990, 1996), for example, the fear of the unknown. McKnight's model (Kretzman & 
Mc Knight) is one where the agency begins to build partnerships not only with individual 
members of the community but also schools, neighbourhood associations and local businesses. 
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Partnership can lead to community action in that groups will open up an opportunity for a 
person to visit each week. If this was to occur for those people that had once lived in 
Kingseat the assets of the community would be matched with the gifts that people have 
brought into the community, such as skills, hospitality, compassion, friendship, happiness 
and inspiration (Kretzman & Mc Knight). In effect what may be needed to move people in 
from the outer parameters of the community is a recognition on behalf of both the 
management and staff of human service agencies that they 

have a responsibility to regenerate community, to regenerate what it 
takes for community members, "to decide to share some of their life 
with someone apparently different and to create a relationship that 
seems significant but unremarkable to them, just friends no big deal" 
(O'Brien & O'Brien, 1993, p. 21) 

Regeneration of community however is not a one way proposition where human services 
eagerly try new strategies to connect the people that they serve to links in the community. If 
connections are to be made then members of the community need to join with disabled people, 
their families, friends and staff to build together a new sense of authentic community where 
the power of individualism (Oliver, 1990, Vanier, 1989), which sees people placing priority 
on their own needs, is replaced by that of sharing of personal resources and the giving of time 
to support one another (Murray & O'Brien, 1997). Wolfensberger (1992) would argue that 
the way in which people exclude other people relates to devaluation of marginalised groups 
where people are seen to be of little value. For Oliver (1996) it relates to ideologies where 
one group controls another through exclusionary practices. Within New Zealand the power of 
individualism is closely aligned to that of economic rationalism where the ideology of 
competition has replaced that of the welfare state (Kelsey, 1996) and in turn eroded the 
concept of caring community. To call for societal change on behalf of a intellectually disabled 
people is a fine ideal but until members of community see one another as members of each 
other ( O'Brien & O'Brien, 1996 ) exclusion will continue. The need for people to come in 
from the margins of the community that they joined a decade ago, on leaving Kingseat, is a 
challenge not only for people involved in this project but for all people perceived to be of 
lesser value within society. Individualism where people are concerned with how society "can 
do good for them" needs to be reversed to how individuals can "do good for society". The 
development of a one-to-one relationship with a person who has been institutionalised for 
most of their life will not be without its difficulties but without it, returning to the community 
runs the risk of becoming the new form of institutionalisation. As previously stated it did 
appear that where people, within this study, were living in smaller towns that networking was 
easier and so the urgency of making connections within a highly urbanised city, such as 
Auckland, is imperative if people are to find a sense of place closer into what could become 
the core of their existence, a developing network of personal relationships. 

People cannot live in isolation and in such extreme individualism; 
everybody needs friends or companions. A certain togetherness 
belonging, be it in groups or friends, in family, in clubs, in gangs, in 
militant groups orientated to politics and issues, in churches or in 
groups of all sorts, is an integral part of human nature. Isolated we 
shrivel up and die (Vanier, 1989, p. 2) 

The need for the development of a network of personal relationships for the focus people was 
also reinforced by the fact that for many people their parents who had supported them in 
Kingseat had died. The potency of the love, affection and care of family members is 
illustrated throughout the case studies. Although in many situations other family members 
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have taken on the mantle of responsibility there were many people for whom family contact 
was minimal. For these people the introduction to a citizen advocate (O'Brien & Blackwood, 
1991) would assist in ensuring that what might have been the hopes and dreams of family 
members could still be recognised and actioned. Although New Zealand has a small number of 
citizen advocacy programmes, the government would be well advised to provide the 
movement with secure funding so that people who have been deinstituitonalised can have 
access to an advocate who will take on their needs as if they were their own (Wolfensberger, 
1972). 

Eight years on families were highly satisfied with the way in which their family member was 
living in the community. They appreciated the work of staff although changes of staff was 
noted as a concern by some parents. When family reflections upon Kingseat were compared 
with the person's present placement families gave responses that were the polar opposite of 
one another. Kingseat was an unsafe environment while the present was appropriate; 
Kingseat had unsatisfactory staffing whereas in the present placement staff were meeting the 
needs of the people; in Kingseat families were unwelcome whereas at present there was a 
welcoming atmosphere; at Kingseat the clients were aggressive whereas in the present house 
the client grouping was appropriate and finally, Kingseat was some distance from the family 
home whereas the present location was accessible. 

The positive reaction to staff by families would have been assisted by the proactive stance 
that staff took to assist the people to keep in touch with their families, mainly by phone and 
the writing of letters. Staff were also available to take people to the family home when 
arranged. Staff also continued to be involved in searching to locate and unite the people with 
their families. A disappointing aspect observed for a small minority of families was that after 
initial enthusiasm their contact had decreased. Johnson (1998) describes the pain that 
deinstitutionalisation caused families offering them, "the prospect not only of the release of 
their relative but of the strongly ambivalent feeling they had about her" (p.181 ). How to 
assist families to resolve feelings to ensure that reacquaintance in the community with a 
daughter, son, brother sister, niece or nephew is not such an overwhelming experience, that 
contact is once again broken, is not only a challenge for the receiving agency staff but for 
humanity in general. It must be remembered that 20 families did not participate in this study 
as they had not wished for contact with their person when they arrived back into the 
community. Possibly with more time spent with these families by the members of the 
Community Placement Action Group, assisting them to prepare for the return of their family 
member, they may now have been reunited with one another. 

For those families that did participate, it did appear that in certain areas the staff had more 
information about their son or daughter or brother or sister than they did, such as who were 
their friends, what they did in the day time. On the one hand this may reflect the separation 
that occurs when children leave home but on the other it may mean that families, staff and the 
focus people need to have more dialogue. Sharing information about the lives of people who 
are unable to verbally share it with their families is deemed as necessary if human service 
organisations are to ensure a paradigm of power sharing with their stakeholders (O'Brien, 
1997). 

Staff and family were consistent in their appraisal of how the move into the community had 
improved life conditions for the person. Their viewpoint was verified across the areas of 
change, the advantages and disadvantages of the move into the community as well as 
indicators of quality of life. In all of the latter three areas they had the opportunity to indicate 
that conditions had declined, instead a positive picture was painted respectively. 
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In terms of positive change both staff and families emphasised affect, social and self help 
skills. Staff also focused upon positive change as it related to verbal and physical aggression 
and activities of daily living. This additional focus could reflect both the training of staff as 
well as more frequent contact with the people than the members of their families. 

Acquisition of skills supports other studies of deinstitutionalisation that have shown 
increases in both social and adaptive skills (Dunt & Cummins, 1990, Emerson & Hatton, 
1996, Malony & Taplin, 1990). Skill acquisition was further verified when identified as one 
of the categories of advantage by staff, family and the person. Other advantages indicated by 
more than half of the three groups of participants were that the person had a varied life, a 
normal life, people in their life that now cared for them, as well as the opportunity to live in 
their own home. These advantages referred to changes in the person's environment. Living in 
the community had lifted the oppression of institutional care, the oppression that led them to 
be viewed as 'other' . Their institutional circumstances socially constructed and created them 
as different (Oliver, 1990, 1996). The list of advantages suggest that it was not so much the 
people that had changed since living in the community but their circumstances. The people 
were now seen to be living different lives associated with a range of advantages inclusive of 
attitude change, physical location and personal presentation. The person's life was now 
viewed as normal, being treated as an individual, with choices in a non-regimented fashion, 
where he/she was accepted, and not submerged, enabling the person to respond to 
expectations of those around them, some to a greater degree than others. 

In considering the advantage perceived that the person's life was now normal Wolfensberger's 
theory of social role valorisation (SRV) (1972) is raised. What is meant by normal? It would 
be easy to agree that living in a place in the community in comparison to Kingseat is more 
normal. What Wolfensberger meant by normalisation (1972) and later SRV (1983 , 1985) goes 
much deeper encapsulating both enhancement of social image and social competencies. The 
image of the people that left Kingseat has certainly been enhanced and is evidenced in positive 
comments that relate to personal characteristics and presentation as well as their home 
environment and the types of community activities participated in. The negative images that 
were captured in the initial memories of staff had faded. In terms of competencies there was 
evidence that people had acquired new skills but it was not so strong in relation to the 
development of new roles. Nevertheless in the case studies there was evidence of multiple 
roles that people had undertaken, incorporating those of friend, neighbour, worker, relative, 
club member. For the majority of people these roles were not so visible. Strategies to assist 
with their development need to be dialogued between families/advocates and staff. The 
valuing of people can grow from playing out of such roles. 

The positive behavioural changes and advantages discerned for the person were further 
encapsulated in how the person's current quality of life was perceived. In keeping with 
Cummin's (1993) multi-dimensional approach to quality of life both staff and family indicated 
that there had been significant increases in satisfaction levels as they related to the extent and 
type of material possessions, the person's health, meaningful daily activities, safety, the 
person's place in the community and emotional well being. That there were significant 
differences found in the ratings of the person's quality of life on leaving the institution and 
those of their current life style from both staff and the family members counters any argument 
that may be proffered that staff will rate highly to reflect positively upon their job 
competence. 

If Cummin's (1993) dimensions were all that was necessary for a really good life the 54 people 
that once lived in the hospital would be considered to have made it. The use of ratings has 
given a strong indication that an individual's personal journey of integration has been 
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successful. What is now required, however, to answer the question as to whether life in the 
community is worthwhile is to go beyond the scale dimensions to examine the fabric of 
individual experience underlying each component. 

In considering what constitutes a good life for people who have been institutionalised it is 
necessary to acknowledge the complexity of meeting individual needs at varying stages of their 
life span. It would appear that in relation to needs as defined by Maslow (1987) what has 
been good for people has varied. For some it sits within meeting their physical needs while 
for others deinsitutionalisation has meant choices, freedom and opportunities to develop a 
network ofrelationships. Nevertheless what is perceived to be good for one person may not 
be the subjective reality for another. The perception of the individual is at the core of what 
constitutes what is good and in recognition of this, and in concluding this report the final 
comment has been left to those people who know, those people whose lives were changed to 
a greater or lesser degree, as a result of moving from a long stay institutional setting to the 
community, those people who could tell how life was for them. In using their voice to 
complete this report it must be remembered that there was a larger group of people whose 
voice has remained silent. It is hoped that if they could voice their reaction, the comments 
that follow would reflect their feelings. Without further research it cannot be assumed, 
however where families and staff spoke of these people their lives appeared greatly enhanced. 
When each of the nine people who participated in the case studies were asked eight years into 
the community "are you happy with your life?" they responded: 

• Community is not as bad as (name of hospital) There is more environment, 
more space to move around in. Life has changed. 

• I like to be happy. Oh I'm happy because I like being here (in the community). 
Oh I like mixing up with people (I'm happy) because I'm not at that place 
anymore. (I'd rather) be here. (I didn't like) staying there (hospital) too long 
... didn't like staying there too long I didn't like staying there, going there too 
long. 

• (The community) feels alright. (in hospital I used) to scream, they hit me. Now 
I do the bath and basin, toilets and the floor and washing and and ... yeah and 
do cups and that. 

• Yeah, hum, yeah I'm very happy. Yeah have a nice house, being able to go to 
the shops, nice clothes, yeah, yeah, yeah. All those things, yeah. Yeah, it feels 
better the people are quite easy to get on with, yeah. 

• (Outside the hospital) there's lots of places, like the rose garden. It is good, no 
problems really. Sometimes we go to the pictures and sometimes we go to the 
beach for a barbecue. 

• My life is better, it's changed a lot because I have much more freedom. I go 
anywhere I like that's not too far for the staff to take me there. I've got friends 
that I've had since I left hospital and places to go. I've got much more 
freedom. I can get away from the others but at the hospital I couldn't get away. 
I could only go to the side room. Here I can go out with the staff and I behave 
myself. 

• I am happy here ... talking to people. I enjoy my bubble bath yeah, smoking 
and a cup of tea now and then. I pray a lot and all that !feel praying does help 





me. Praying and meditating yourself is a very good thing to do. It's better 
than (hospital) because I have my own room and I've got staff to look after me. 
I can talk to them. I have meals with them. I make my own drinks and have 
some more money to spend and have my meals. At (hospital) , I was starving 
for years. 

• I got my own garden - my own roses, yeah my vegetable garden. I buy plants 
and put in. I buy punnets. If we get tomatoes we have to put half a cup of 
powdered milk in the tomato plant. You have to for the bugs. I like country 
and western music, on Tuesday I like watching Baywatch. (One of the things I 
like) is the fireplace - that's what I like. In the winter time we can light up the 
fire . Heat the whole house. Oh yes I do a lot of fishing. I getfishfor the cat, 
you put bait on it, mussel and a great big fish comes along. 

• I'm very happy with my life. Why I really like living in (country town) I've got 
no bronchitis or asthma. I've got wonderful friends who love me - they really 
look after me. I like living here. And - er I've got lovely friends. Why I am 
really happy is nobody is picking on me or nasty to me. Well, my life has really 
changed - because I am much more happier and not so stressed out. I'm not 
worried about things. What are the things that have changed for me - I've 
improved a lot and I go out more on my own and I'm more independent and (I 
like) not to be depending on other people. Yes !feel more comfortable in 
myself, because I am not relying on anybody. Well, I've had no difficulties at 
all. 
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Appendix A 

INTERVIEW SCHEDULE FOR STAFF 

QUESTIONS ABOUT THE STAFF PERSON associated with ............... ........... . 

Consent Form Signed 

Name: Age Range: 20-30, 31-40, 41-50, 51-60, 61-70 

Address within IHC. Gender 

Date of Interview - Interviewer 

Place of interview - Length of interview 

Length of employment working with people with disability 

Name of present agency worked with 

Length of employment with the present agency 

Name of previous employing agency 

Length of employment with the previous agency 

Extent of training 

INFORMATION ON THE SUBJECT FROM KINGSEAT 

Name of person from Kingseat 

Address Residential: 

Day service or Work option: 

Date of leaving Kingseat 

Gender Age 

Family / advocate address & phone 

Dependency status ( support needs checklist) 





1.0 HEALIB 

1.1 How would you describe ................ health since leaving the hospital? 

Good 

Fair 

Poor 

1.2 Has ... ............ .... .. .. .... had any minor illnesses ? 

Frequently 

Seldom 

Describe problems 

1.3 Does ... ..... ...... .... ... ...... suffer from any ongoing health problems? 

Yes 

No 

1.4 What are they? 

1 

2 

1.5 How frequently would you say ... ..... ..... .. .. ..... ... .... attends the doctor? 

Weekly 

Monthly 

Three monthly 

Six monthly 

Annually 

Seldom 

1.6 Has .... .... .. ... ....... .. ..... . ever been hospitalised? 

Yes 

No 



1. 7 How many times approximately, and what were the circumstances ? 

1 

2 

1.8 Has ........ ... ... .... .. ......... ever had any accidents which have affected his/her 
health, what were the circumstances, and are there any ongoing health problems 
as a result? 

2 

1. 9 Does .............. ... ....... .. take any medication on a regular basis? 

Yes 

No 

For what condition? 

2.0 KINGSEAT BACKGROUND 

2.1 How long approximately have you known . . ..... ............................ .. .... ..... . ? 

2.2 Did you know ... .. .... ......................... whens/he lived in Kingseat Hospital? 

Yes (Go to 2.3) 

No (Go to 2.4) 

2.3 If yes, what are your first memories of meeting .. ... ... ...... ...... .. .... ..... ......... .. ? 

(On first meeting ..... ... what was your reaction to his/her? How did you feel on first 
meeting him/her? What did you notice? What part of King seat did you first meet ... .in ? 
How was he/she dressed/Did he/she communicate? How was it arranged for you to 
meet him/her? Had you heard anything about him/her before meeting him/her? Did 
he/she interact with staff? What was the skill level like for the person, e.g., daily living, 
social and communication skills)?. (Go to 2.5) 

2.4 If you did not know .... ...... .. .... .. .in Kingseat Hospital, when did you meet and where? 

On first meeting ........ .. . . what was your reaction to him/her? How did you feel on 
first meeting him/her? What did you notice? How was he/she dressed? Did he/she 
communicate? How was it arranged for you to meet him/her? Had you heard anything 
about him/her before meeting her? Did he/she interact with staff? What was the skill 
level like for the person, e.g., daily living, social and communication skills)? (Go to 2.6) 



2.5 If you did know him/her from Kingseat, think back to the movement from Kingseat to 
living in the community. What do you recollect were .. ......... . reactions to the 
transition? (What happened? Who was involved? Any support given? Staff reaction? 
Neighbour reaction? What changes did ........ have to make?). If you did not 
know .......... .... .. ..... ... at Kingseat do you have any knowledge of impressions from other 
staff who were involved in this period of ............... .. .life? (Continue 2.6) 

2.6 Have there been any changes in .... ....... ........................... ... since your first meeting? 

Yes 

No 

Stayed the same 

Probe each of the following if not covered 

Behaviour 

Skill development, e.g., daily living, self help, communication, 

Emotional state 

Other: 

3.0 RESIDENTIAL PLACEMENTS 

3.1 Can you remember the First residential setting that ... .... moved into from Kingseat 
hospital? 

Name & address 

(number of people; staff; rural or urban, physical setting: inside/outside; type of 
accommodation; contact with families, neighbours; activities). 

3 .2 What were the advantages and disadvantages of this setting? 

Advantages 

Disadvantages 

Reasons for move 

3 .3 (If .. .. .. . has moved since that setting trace the name of each setting and then repeat 3 .1 
and 3.2 for each setting asking why the person moved from each setting.) 

3 .4 Looking at the above living situations which would you rate as the best living situation 
for .. ... ... .. .... ... ? 

Name of setting 

For what reason? 





4. 0 PLACE IN THE HOME ENVIRONMENT 

(Interviewer places HOME PAGE in front of the interviewee), and asks the staff 
member to DESCRlBE (OR DRAW), the IHC HOUSE in a blueprint form including 
the bedrooms; kitchen; lounge; bathroom; staff sleepover room and outside features( 
garden; garage and garden shed; recreational equipment). 

Then the interviewer asks the staff member to indicate 
AREAS OF THE HOUSE that the person spends time in; activities that the person 
participates in, with whom, and for how long. Are pets a feature of the house? 

Interviewer should begin with subject's BEDROOM, to work through a typical day in 
the life of the person, check whether WEEKENDS may differ. Interviewer asks if 
there are any particular things that the person is attached to( family icons; pictures; 
posters; material possessions; clothing). Indicate if the bedroom is shared and with 
whom in terms of choice; indicate how the furnishings etc., were chosen. Interviewer 
should request to VIEW BEDROOM 

I. Bedroom 

Activities 

Who with and for how long? 

Frequency 

2. Name of area 

Activities 

Whom with and for how long? 

Frequency 

Repeat the above questions for all areas of the house 

3. Outside area 

The interviewer asks the interviewee to indicate whether the person uses the 
OUTSIDE AREA of the house; for what and frequency and with whom? 

Activities 

With whom and for how long? 

Frequency 





5.0 PLACE IN THE COMMUNITY "UNORGANISED" ACTMTIES 
(Throughout, place EMPHASIS on WHAT INTERACTIONS occur between the 
person with a disability, and other members of the community, also what the 
INDIVIDUAL experience is rather than that of the GROUP). 

THE NEIGHBOURHOOD 

5.1 To ascertain places visited in the IMMEDIATE NEIGHBOURHOOD. Interviewer 
DRAWS THE RESIDENCE also neighbouring houses, shops, parks etc. on the 
COMMUNITY SHEET to create a map of places that are visited, frequency and 
networks arising. 

The interviewer asks the interviewee to indicate where the person visits in the 
IMMEDIATE LOCALITY and whom the person spends time with. In terms of 
interaction with neighbours: indicate their name, approx age, frequency of visit and 
types of interaction, i.e. who initiates the visit, types and length of the activities. 
CHART NEIGHBOURHOOD ITEMS ON COMMUNITY MAP. 

THE FURTHER COMMUNITY 

5.2 Interviewer asks the interviewee what places ........... goes to in the FURTHER 
COMMUNITY, BEYOND THE IMMEDIATE NEIGHBOURHOOD, WHICH 
ARE NOT PART OF THE DAY PLACEMENT PROGRAMME e.g., church; 
swimming pool; library and probes for others, also frequency of visits, how the 
person would get there, with whom and whom is met there, casually, or constantly. 
Interviewer asks if the person sees any of the people at these places on any other 
occasions, CHART COMMUNITY ITEMS ON COMMUNITY MAP 

6. 0 PLACE IN THE COMMUNITY THROUGH DA YPLACEMENT/ 
WORKPROGRAMMES 
WHICHEVER DAY/PLACEMENT, WORK PROGRAMME PERSON IS 
PRESENTLY ATTENDING, ACTIVITIES TO BE RECORDED ON THE 
COMMUNITY MAP. 

6.1 Work and day options 

At present is .............. .in a Day Placement or a Work setting? 

Day placement Wark setting 

Trace the history of DAY OR WORK PLACEMENTS REPEATING THE SAME 
QUESTIONS FOR EACH SETTING INDICATED 

6.2 First day placement 

Which Day Placement/Work setting did ............................ first attend? 

Name and Address 





Activities, no of people, number of staff, rural or urban, physical setting, inside 
outside, type of accommodation, contact with families, community contact.) 

6.3 What was .............. .. reaction to attending this placement? 

6.4 What did/does ........... ... .... .. ... . enjoy most \ least of the organised activities in THE 
PLACEMENT? 

Enjoy most 

Least 

6.5 Why did .. .. .. ...... .. . move? 

7.0 PEOPLE IN THE LIFE OF THE PERSON 

Interviewer uses CIRCLE OF SUPPORT DIAGRAM to elict social information; 
names of people; frequency of contact and initiation; extent and level of support. 

First circle = Circle of intimacy 

Close family or whanau, close friends, i.e. have frequent contact or play an essential 
part in the person's life ( Indicate from the circle the frequency of contact and type of 
activities). 

Second circle = Circle of friends 

As above that didn' t make it into the first circle 

Third circle = Circle of participation 

People that are meet at groups and participate or organise activities for the person: 
church; clubs; sports groups; work 

Fourth circle = Circle of exchange 

People that are paid to be in the person's life. e.g., staff; social workers; health 
professionals; therapists; shopkeepers; libranians; pool attendants ; staff of the 
agency 

8.0 FAMILYINTERACTION 

8 .1 If there have been any changes for .... .... and the family in terms of family interaction 
since leaving Kingseat how would you describe these changes?( what do you know 
about the early contact with family? Do the same relatives still visit? What have you 
heard from other staff?) 

8.2 Has there been any involvement in working to get the family involved with 
...... .. ...... .... .. ...... .If so what has been done? 





9. 0 QUALITY OF LIFE 

9.1 In thinking about ....... situation now do you regard the shift from Kingseat as being to 
his/her 

Advantage or 

Disadvantage? 

9 .2 Briefly what do you see as the advantages for him /her ? 

9.3 Have there been any disadvantages for hi /her? 

9.4 What are some of the things which you can think of which give 
........................... pleasure and satisfaction IN EVERYDAY LIFE? 

10.0 SCALE OF SATISFACTION: Quality of life when the person was FIRST MET 

10.1 In thinking about ........ at the time you first met how would you have described his / 
her overall quality of life in relation to each of these dimensions. Use scale for subject 
to indicate one of the following responses: Highly satisfactory; mostly satisfactory; 
mixed; mostly unsatisfactory; highly unsatisfactory, for each of the items. 

Material possessions 

Health 

Productivity re job, meaningful daily activities 

Intimacy with significant others 

Safety 

Place in the community 

Emotional well being 

11. 0 SCALE OF SATISFACTION: Quality of life of person AT THE PRESENT 
TIME 

11.1 In thinking about ........ at the present time how would you have described his / her 
overall quality of life in relation to each of these dimensions. Use scale for subject to 
indicate one of the following responses: Highly satisfactory; mostly satisfactory; 
mixed; mostly unsatisfactory; highly unsatisfactory, for each item. 

Material possessions 

Health 





Productivity re job, meaningful daily activities 

Intimacy with significant others 

Safety 

Place in the community 

Emotional well being 

12.0 WISHES FOR THE FUTURE 

If you had three wishes for the future of ..................................... . what would they be? 

1 
2 
3 

13.0 THE FUTURE 

Given the nature of change if you were a senior administrator what things would you do to 
improve the lives of people who like ...... once spent a considerable part of their lives in 
institutional settings and who now have come to live in the community? 

13 .1 . Are there any other comments you would like to make? 





Appendix B 

INTERVIEW SCHEDULE FOR FAMILY MEMBER 

Consent Form signed 

Interview schedule for the family member/advocate of.. ... ............. ........... .. .. 

Name of parent/advocate/ family member.. ....... ... ......... ...... .... ... ..... .............. . 

Age range:30-40, 41-50, 51-60, 61-70, 71-80, 81-90 

Relationship of family member/advocate to person who lived in Kingseat 

Address of parent/advocate/ family member 

Date of Interview 

Place of interview 

Gender 

Interviewer 

Length of interview 

Length of time that person has been known to the person from Kingseat 

No. of brothers and sisters of the person 

Birth place in the family 

Frequency of contact with the person 

1.0 HISTORY OF THE PERSON 

1.1 Would you care to comment on the early years of .................................. before she/he 
went to Kingseat ? What age do you first remember ............... from? What early 
memories do you have of.. .... .......... ? Did ...... ...... . go to school? Were there any 
concerns in the early years? Did ........... have any playmates/friends? Which of the 
brothers or sisters played the most with ............ ? What activities was ......... .involved 
in prior to ........... going to Kingseat? 

1.2 How was the decision made to place ............ ................... at Kingseat? 

1.3 Were there any positive aspects of ............................ living at Kingseat? 

1 .4 Were there any difficulties associated with .................................. living at Kingseat? 

1.5 How was the family informed about the intended move of ........................ to leave 
Kingseat to live in the community? 

1.6 What was the initial family reaction to ............................... gomg to live m the 
community from Kingseat? 





1. 7 After 8 years what is the family feeling about . . . . . .. .. .. . . . . . . . . . . . . . . . . . . .. .. . . .. living m the 
community? Have any initial problems been resolved? 

1. 8 When ............. ............. first came out of Kingseat were there any aspects of the move 
that if they had been done differently could have better assisted? 

a) the person 

b) the family 

2.0 CHANGES 

2.1 Have there been any changes in .................. ........ ............... since (s)he left Kingseat to live 
in the community? 

Yes 

No 

Stayed the same 

Probe each of the following if not covered 

Behaviour 

Skill development, e.g., daily living, self help, communication, 

Emotional state 

Other: 

3.0 HEALTH 

3 .1 How would you describe ................ health since leaving Kingseat? 

Good generally 

Average 

Poor 

3 .2 Has .............. ... ... ..... .. had any minor illnesses ? 

Frequently 

Seldom 

What happened? 





3.3 Does .......................... suffer from any ongoing health problems? 

Yes 

No 

3 .4 What are they? 

1. 

2. 

3 .5 How often does ............................. attend the doctor? 

Weekly 

Monthly 

Three monthly 

Six monthly 

Annually 

Seldom 

3 .6 Has ............ ... ............ . ever been hospitalised? 

Yes 

No 

3. 7 How many times approximately 

3.8 What were the circumstances? 

1 

2 

3.9 Has .. ................... ........ ever had any accidents which have affected his/her health? 

Yes 

No 

3.10 What were the circumstances? 

3 .11 Are there any ongoing health problems as a result? 



3 .12 Does .. .. .. ...... .... .......... take any medication on a regular basis? 

Yes 

No 

3 .13 For what condition ? 

4.0 RESIDENTIAL PLACEMENTS 

4.1 Can you remember the first residential setting that ..... .. moved into from Kingseat 
hospital? 
(Physical setting: Rural/urban,inside/outside; type of accommodation; contact with 
families; activities; neighbour contact). 

Number of staff 

Number of clients 

4.1.1 What were the advantages and disadvantages of this setting for ....... .. .......... .... ? 
Advantages 

Disadvantages 

Reasons for move 

4.2 Second residential placement ........................................................ . 
(Physical setting: rural/urban, inside/outside; type of accommodation; contact with 
families ; activities; neghbour contact). 

Number of staff 

Number of clients 

4.2.1 What were the advantages and disadvantages of this setting? 

Advantages 

Disadvantages 

Reasons for move 

4.3 Third residential placement 
(Physical setting: rural/urban, inside/outside; type of accommodation; contact with 
families; activities; neighbour contact). 

Number of staff 

Number of clients 



4.3 .1 What were the advantages and disadvantages of this setting? 

Advantages 

Disadvantages 

Reasons for move 

4.4 Looking at the above living situations which would you rate as best for .... ..... ? 

Name of setting 

For what reason? 

4.5 What are your hopes for .... . . .... ...... in the future in relation to a living situation? 
(Make it clear there is no remote idea of change as a result of this interview) 

5 0 WORK AND DAY OPTIONS 

At present is .. ... ......... .in a 

Day placement? 

Work setting? 

Has ....... always been in a .. ...... setting? 

(If no trace the history) 

5.1 First Day Placement. .... ............ .. ......... ..... ... ... ............................................... .. 
(Physical setting, inside /outside, type of accommodation, contact with families, 
community contact.) 

Number of staff 

Number of clients 

What was/is ................ reaction to attending this placement? 

What was your reaction to the placement? 

What did/ does ........................ enjoy most \ least of the organised activities in the 
placement? 

Enjoy most 

Least 

Why did ... ....... ..... move? 





Why did ... .. ...... .... move? 

(Repeat the above questions for up to three or more placements as appropriate) 

6.0 PLACE IN THE COMMUNITY ( Produce the COMMUNITY sheet) 

6.1 Places that are visited, frequency and networks arising 

Interviewer draws the Residence in relation to the Day/work Placement ( may only be 
one if day placement is worked out of the house) as well as the family home. Focus on 
the FAMILY HOME first. 

Interviewer asks the interviewee WHERE THE PERSON GOES TO WITHIN THE 
LOCAL NEIGHBOURHOOD OF THE FAMILY HOME. Interviewer charts 
information on COMMUNITY MAP e.g., neighbours' houses, church; swimming 
pool; library and probes for others, interviewer then asks how often the person would go 
to these places, e.g. , weekly, forthnightly ,etc. ,how the person would get there, who with 
and who is met there; are the people the same? 
Interviewer asks if the person sees any of the people at these places on any other 
occasions. 

6.2 Place in the neighbourhood AROUND THE IHC HOUSE jhat the family/advocate 
member may be aware of, as well as the family house. 
The interviewer asks the interviewee to indicate where the person visits in the immediate 
locality and whom the person spends time with in the neighbourhood. A street map will 
be built up including neighbours ' houses, shops, parks, etc. Chart on Community 
Map. 

6.3 Map any community activities family are aware of IN THE WIDER 
COMMUNITY. 

7.0 CIRCLES OF SUPPORT 

7.1 People in the life of the person 

Interviewer uses circles of friends diagrams to elict social information; names of people; 
frequency of contact and initiation; extent and level of support. 

First circle = Circle of intimacy 

Close family or whanau, close friends, i.e. have frequent contact or play an essential part in 
the person' s life . 
(Indicate from the circle the frequency of contact and type of activities) . 

Second circle = Circle of friends 

As above that didn't make it into the first circle 

Third circle = Circle of participation 



People that are met at groups and participate or organise activities for the person: church; 
clubs; sports groups; work 

Fourth circle = Circle of exchange 

People that are paid to be in the person's life. e.g., staff; social workers; health professionals; 
therapists; shopkeepers; librarians; pool attendants ; staff of the agency 

8.0 Family and friends 

8.1 Is there any assistance that the family /advocate could have been given to mcrease 
contact after .......... left hospital? 

8.2 Are you happy with present contact levels, could arrangements be improved? 

9.0 Family interaction 

9 .1 Ifthere have been any changes for ........ and the family since leaving Kingseat how would 
you describe these changes? (what do you know about the early contact with family? 
Do the same relatives still visit? What have you heard from other staff?) 

10.0 Quality of life 

10.1 In thinking about .... ... situation now do you regard the shift from Kingseat as being to 
his/her advantage or disadvantage? ( if the interviewee indicates to his/her advantage ask 
the question below or alternatively use the word disadvantage) 

10.2 Briefly what do you see as the advantages for him\her? 

10.3 Have there been any disadvangages for him/her? 

10.4 What are some of the things which you can think of which give ....... ... ............ .... . 
pleasure and satisfaction in life? 

10.5 In thinking about .... .... at the time he/she left Kings eat how would you have 
described her/ his overall quality of life in relation to each of these dimensions? Use 
scale for subject to indicate one of the following responses: Highly satisfactory,· most 
satisfactory; satisfactory,· most unsatisfactory; highly unsatisfactory. 

Material possessions 

Health 

Productivity re job, meaningful daily activities 

Intimacy with significant others 

Safety 



Place in the community 

Emotional well being 

In thinking about ..... ... at the present time how would you have described his/her 
overall quality of life in relation to each of these dimensions. Use scale for subject to 
indicate one of the following responses: Highly satisfactory; most satisfactory; 
satisfactory; most unsatisfactory; highly unsatisfactory. 

Material possessions 

Health 

Productivity re job, meaningful daily activities 

Intimacy with significant others 

Safety 

Place in the community 

Emotional well being 

10.6 If you had three wishes for the future of ...................................... what would they be? 

1. 
2. 
3. 

10. 7 Given the nature of change if you were a senior administrator what things would you 
do to improve the lives of people who like ...... once spent a considerable part of their 
lives in institutional settings and who now have come to live in the community? 

10.8 What do you see as the challenges with bringing people out of institutions? 

10.9 Are there any other comments you would like to make? 



--------------------------------------~···--······---------------~~ 

Appendix C 

INTERVIEW SCHEDULE FOR PERSON 

Name: Date of Birth/ Age 

Address Gender 

Date of Interview Interviewer 

Place of interview Length of interview 

1.0 Kingseat hospital 

1.1 Can you remember living at Kingseat Hospital? 

Yes 

No 

If yes what was it like living at the hospital? _What did you do there? Where did you go? 
Which villa did you live in? Who were your friends? Did your family come to visit you? 
Did you go to school? Did you go on outings? What were the staff like? 

1.2 Can you remember leaving the hospital? 

Yes 

No 

If yes what can you remember about leaving Kingseat hospital? Did you go for a 
weekend stay before leaving the hospital? What were your feelings about going to a new 
place? Were you told about what it would be like at your new place? 

2.0 Health since leaving Kingseat 

2.1 Since leaving the hospital have you ever been sick? 

Yes 

No 

Often? 

Not often? 



2.2 Who is your doctor? Where do you see him/her?. 

2.3 How often do you see him/her? 

Often? 

Not often? 

2.4 Have you been to the hospital? 

Yes 

No 

Often? 

Not often? 

2.5 Have you ever had a bad accident? 

Yes 

No 

If so what was it? 

3.0 Residential placements 

3 .1 Where did you go to live straight from Kingseat hospital? Please tell me about it. 
(Name of the place, who lived there, what did you do there, did you like it, were there 
any difficulties) 
If person does not remember where they lived then they can be probed from the 
information on the staff schedule) 

3.2 Where did you go to live after ................. .. ........ Please tell me about it. ( Name of the 
place, who lived there, what did you do there, did you like it, were there any difficulties) 

3.2.1 Where did you go to live after ........................... Please tell me about it. 
(Name of the place, who lived there, what did you do there, did you like it, were there 
any difficulties) 

3.2.2 Where did you go to live after .. .... ..................... Please tell me about it. 
(Name of the place, who lived there, what did you do there, did you like it, were there 
any difficulties) 

3.3. What do you like about the place that you live in now? 

1 

2 

3 





3.4. What don't you like about the place that you live in now? 

1 

2 

3 

3.5. Where would you prefer to live: In Kingseat Hospital, one of the other places, where 
you live now or somewhere else. 

Why? 

3.6. What were the good things about living in Kingseat? 

1 

2 

3 

3. 7 What were the not so good things about living in Kingseat? 

1 

2 

3 

3.8 Do you miss anything about living at Kingseat Hospital? 

Yes 

No 

What do you miss? 

1 

2 

3 





4. 0 PLACE IN THE HOME ENVIRONMENT 

Interviewer asks the person to take them on a tour of the house telling the interveiwer 
what they do in each part of the house. Interviewer will probe around types of activities 
that the person participates in, with whom, and for how long. Are pets a feature of the 
house? Interviewer asks if there are any particular things that the person is attached to( 
family icons; pictures; posters; material possessions; clothing). Indicate if the bedroom 
is shared and with whom in terms of choice; indicate how the furnishings etc., were 
chosen. 

1 Bedroom 

Activities 

Who with and for how long? 

Frequency 

2 Name of area 

Activities 

Whom with and for how long? 

Frequency 

3 Name of area 

Activities 

Whom with and for how long? 

Frequency 

4 Name of area 

Activities 

Whom with and for how long? 

Frequency 

5 Outside area 

The interviewer asks the person to indicate whether they use the 
OUTSIDE AREA of the house; for what and frequency and with whom? 

Activities 

With whom and for how long? 

Frequency 





*/=nterviewer returns to the person's BEDROOM and asks the person to walk through a 
typical day, that is what do they do when they get up through to what happens in the 
evening. Check whether WEEKENDS may differ. 

5.0 PLACE IN THE COMMUNITY "UNORGANISED" ACTIVITIES. 
(Throughout, place EMPHASIS on WHAT INTERACTIONS occur between the 
person with a disability, and other members of the community, also what the 
INDIVIDUAL experience is rather than that of the GROUP). 

THE NEIGHBOURHOOD 

Interveiwer WALKS the person through the close neighbourhood and asks if the 
person knows anyone from the neighbourhood houses or if they visit the shops or parks 
locally. 
In terms of interaction with neighbours: indicate their name, approx age, frequency of 
visit and types of interaction, i.e. who initiates the visit , types and length of the 
activities. CHART NEIGHBOURHOOD ITEMS ON COMMUNITY MAP. 

THE FURTHER COMMUNITY 

Interviewer asks the interviewee what places ........... goes to BEYOND THE IMMEDIATE 
NEIGHBOURHOOD, e.g., church; swimming pool; library and probes for others, also 
frequency of visits, how the person would get there, with whom and whom is met there, 
casually, or constantly .Interviewer asks if the person sees any of the people at these places 
on any other occasions, CHART COMMUNITY ITEMS ON COMMUNITY MAP. 
Interviewer gains an indication about what time of day or whether the event is part of 
the day or work placement. Check with staff schedule. 

6.0 Work and day options 

If not covered 

6.1 What did you do in the day time at Kingseat Hospital? 

1 

2 

3 

6.2 What did you do in the day time after you left Kingseat? Please tell me about it 
(What did you like most about it? Was there anything that you didn't like about it?) 

6.2.1 Where did you go after that ........................... Please tell me about it 
(What did you like most about it? Was there anything that you didn't like about it?) 

6.2.2 Where did you go after that .. ......................... Please tell me about it 
(What did you like most about it? Was there anything that you didn't like about it?) 





6.2.3 Where did you go after that ........................... Please tell me about it 
(What did you like most about it? Was there anything that you didn't like about it ? ) 

6.2.4 Where did you go after that ....... ........ ............ Please tell me about it 
(What did you like most about it? Was there anything that you didn't like about it ? ) 

6.3 Are there other things that you would like to do in the day time. 

Yes 

No 

What are they? 

1 

2 

3 

7.0 PLACE IN THE COMMUNITY ( Produce the COMMUNITY sheet) 

7.1 Places that are visited, frequency and networks arising 

Interviewer draws the Residence in relation to the Day/work Placement 
(may only be one if day placement is worked out of the house) as well as the family 
home. Focus on the FAMILY HOME first. 

Interviewer asks the interviewee WHERE THE PERSON GOES TO WITIDN THE 
LOCAL NEIGHBOURHOOD OF THE FAMILY HOME. Interviewer charts 
information on COMMUNITY MAP e.g., neighbours' houses, church; swimming pool; 
library and probes for others, interviewer then asks how often the person would go to 
these places, e.g. , weekly, forthnightly ,etc.,how the person would get there, who with 
and who is met there; are the people the same? 
Interviewer asks if the person sees any of the people at these places on any other 
occas10ns 

7.2 Place in the neighbourhood AROUND THE IHC HOUSE that the family/advocate 
member may be aware of, as well as the family house. 
The interviewer asks the interviewee to indicate where the person visits in the immediate 
locality and whom the person spends time with in the neighbourhood. A street map 
will be built up including neighbours' houses, shops, parks, etc. Chart on Community 
Map. 

8.0 Family and friends 

8.1 Tell me about your family? 

8.2 Do you ever visit your family? 





Yes 

No 

If so when? Did you visit your family when you lived in Kingseat? 

8.3 Does your family ever come to visit you? 

Yes 

No 

If so who comes to see you? Did your family ever come to visit you in Kingseat? 

8.4 Tell me about your friends and what are their names? 

1 

2 

3 

4 

8.5 Where do your friends live? ( Here? Close by in the neighbourhood? Near your family 
home?) 

8.6 Do you ever go out with your friends? 

Yes 

No 

If yes, every week? 

Every so often? 

Not often? 

Where do you go with your friend/s and how do you go? 

1 

2 

3 





9.0 People in the life of the person 

CIRCLE OF SUPPORT 

Interviewer uses circles of friends diagrams to elict social information; names of people; 
frequency of contact and initiation; extent and level of support. 

First circle = Circle of intimacy 

Close family or whanau, close friends, i.e. have frequent contact or play an essential part in 
the person's life. 
(Indicate from the circle the frequency of contact and type of activities). 

Second circle = Circle of friends 

As above that didn' t make it into the first circle 

Third circle = Circle of participation 

People that are met casually and at groups and participate or organise activities for the 
person: church; clubs; sports groups; work 

Fourth circle = Circle of exchange 

People that are paid to be in the person' s life. e.g ., staff; social workers; health professionals; 
therapists; shopkeepers ; libranians; pool attendants ; staff of the agency 

10.0 Present life and the future 

10.1 Are you happy with your life? 

Yes 

No 

10.2 Whichever why, reasons? 

1 

2 

3 

4 

10.3 Has your life changed since you left Kingseat Hospital? 

Yes 

No 





If yes, what has changed? 

1 

2 

3 

Have you had any difficulties since leaving Kingseat Hospital ? ( Prompt to the various 
places that the person has lived in). 

1 

2 

3 

10.4 If you had three wishes for the future of ..................... ....... .. ........ what would they be? 
What would you like to have? What you like to be? What would you like to do. 

1 

2 

3 

10.5 Is there anything else you would like to tell me? 

1 

2 





Appendix D 

Information Sheet for Staff Subjects 

As a staff member of IHC you are asked to participate in a research project where the lives of 
people who moved from Kingseat Hospital to live in the community over seven years ago are 
to be followed up. An interviewer from the Living in the Community Research Project Office 
will make a time to meet with you to gain your insights into how life has been for the person 
that you have known for some time since he/she has left Kingseat Hospital. Areas of interest 
to be explored within the study cover the residential, work and recreational life of the person 
since they have lived in the community. It is hoped that the outcomes of the study will assist 
other groups who are involved in planning and implementing programmes throughout the 
country to enable people to leave long stay institutional care. 

If the person you are supporting, who has moved out of Kingseat Hospital, is unable to 
communicate in sentences they will not be approached to be interviewed. However, if there is 
no family member or advocate for the person, your Community Services Manager will be 
asked to give approval for the interviewer to take away a copy of the first Life Style Plan for 
each year since the person has left the hospital. The plans will assist the interviewers to 
establish how the person has been supported since they left the hospital. 

If the person who once lived in Kingseat Hospital is able to communicate in sentences they 
will be approached to be interviewed. A profile/story of their perceptions compared to your 
own and those of the family will be written. Before it is published it would be returned to 
you to check that your perceptions have been correctly recorded. These profiles/stories will 
not mention names unless the person would like to use their first name. This profile will not 
proceed unless the person who once lived in Kingseat Hospital gives the initial approval. 

The outcomes of the study would be written up in a report form to be distributed to IHC and 
other interested agencies and groups throughout New Zealand. Your responses would be 
collated with those of the other subjects and your name would not be mentioned. 

If you would like any further information on the project please ring Avril Thesing at the 
Living in the Community Research Project Office and/or if you have any queries or concerns 
regarding your rights as a participant in this research make contact with the IHC Regional 
Services Advisor in the first instance or the Health Advocates Trust. The contact numbers are 
below: 

Avril Thesing 
Living in the Community 
Project Office 

Auckland College of Education 
PO Box 92601 
Symonds Street 
Auckland 
Tel: 09 623 8899 Ext 8456 
Fax: 09 623 8855 

Michelle McNamara 
Regional Services Advisor 
IHC Northern Regional Office 
PO Box 8072 
Symonds Street 
Auckland 
Tel: 09 379 5760 
Fax: 09 379 5762 

Health Advocates Trust 
97 Manukau Road 
Epsom 
Auckland 
Tel : 09 623 5799 



AppendixE 

Consent Form. 

Title of 

\ \ . \' 
Project: CoVl1WJ~V1ltH h'1v'11112 

Principal Investigator: J)(. Pl&nc.i°' OEnen 
Name of Subject: _______________ _ 

English: I wish to have an interpreter Yes No 

Maori: E hiahia ana ahau ki tetahi tangata f.€ Kao 
hei korero Maori ki ahau. 

Samoan: Oute mana'o e iai se fa'amatala upu loe leai 

Cook Island Ka inangaro au tetai tangata uri reo Pe Kare 

Tongan: 'Oku fiema'u ha fakatonulea lo lkai 

Nuiean: Fia manako au ke fakaaoga e tagata 
fakahokohoko vagahau. E Nakai 

I have heard and understood an explanation of the research project I have 
been invited to take part in. 
I have been given and I have read, a written explanation of what is asked 
of me, and I have had an opportunity to ask questions and to have them 
answered .. I understand that I may withdraw from the project at any time . 
I approve the use of material recorded on audiotape for this project. 

I consent to take part as a subject in this research. 

Signed: Subject. 

Consent obtained by: ------Name Signature 



Appendix F 

Information sheet for the family member/advocate 

You are invited as a family member and /or advocate to participate in a research project 
where the lives of people who moved from Kingseat Hospital to live in the community over 
seven years ago are to be followed up. Avril Thesing, from the Community Living Office will 
phone you iin a couple of weeks, inviting you to participate in the project. If you agree to do 
so, a time will be made to meet with you to gain your insights, by way of a survey, into how 
life has been for the person that is a member of your family, or for whom you are an 
advocate. Areas of interest to be explored, within the study, cover the residential, work and 
recreational life of the person since they have lived in the community. It is hoped that the 
outcomes of the study will help other groups, who are involved in planning and implementing 
programmes throughout the country, to be more informed when they are helping people who 
are leaving long stay institutional care. 

If you agree to participate in the study, when Avril phones you, she will make an 
appointment for you to be interviewed in a place of your choice, where you will feel 
comfortable. At the interview you will be asked to sign a consent form. If you wished to 
withdraw your participation at any stage, the interviewer would return any interview 
schedule sheets or audio tapes/transcripts to you. The interviewer may use a tape recorder, as 
it is difficult to write notes when engaged in conversation. If your family member or friend is 
unable to communicate in sentences they will not be approached to be interviewed 
personally. However, IHC will make available, to the investigators, the first individual 
programme plan for each year since they left the hospital. The plans will assist the 
researchers in establishing how your family member or friend has been supported since they 
left the hospital. At the same time there will be interviewing of staff members who have been 
long resident in the IHC Homes, to gain information about how their residents have been 
helped to settle into the community. 

If your family member or friend is able to communicate in sentences they will be approached 
to be interviewed. A profile/story of their perceptions, compared to your own, and those of 
the staff would be written from their answers to the interview questions. Before it is 
published it would be returned to you to check that your perceptions have been correctly 
recorded. These profiles would not mention names unless your family member or friend 
would like to use their first name. This profile would not proceed unless your family member 
or friend gives the initial approval. 

The outcomes of the study will be written up in a report to be distributed to IHC and other 
interested agencies and groups throughout New Zealand. Your responses would be collated 
with those of the other subjects and your name would not be mentioned. 

If you would like any further information on the project please ring Avril Thesing at the 
Community Living Research Project Office and/or if you have any queries or concerns 
regarding your rights as a participant in this research please make contact with the Health 
Advocates Trust. The contact numbers are below: 

Avril Thesing, 
(Researcher) Community Living Research Project Office 
Auckland College of Education Epsom, Auckland 
P.O. Box 92601, Symonds Street 
Auckland 
Tel: 09 623 8899 Ext 8456 

Health Advocates Trust 
97 Manukau Road 
Epsom 
Auckland 
Tel: 09 623 5799 





Appendix G 

Information sheet for the focus person 

You are invited to take part in a research study that plans to look at how life has been for 
people who like yourself left Kingseat Hospital and came to live in the community. If you 
would like to be part of the Community Living Research Project, a person called an 
interviewer, would come and ask you some questions about what you have been doing since 
you left Kingseat Hospital. You would be asked to talk about where you have lived and 
worked and also what you like doing in your free time. IHC will make available the first 
individual programme plan for each year since you left the hospital to the investigator, who 
will examine them to see how you have been supported to live in the community. 

If you do agree to talk to the person from the project you can change your mind at any stage 
and the interviewer will give you your answer sheet to take away. If you would like to have a 
support person at the interview then you just need to tell the interviewer. 

Before beginning your interview the interviewer will ask you to sign a consent form giving 
your permission to be interviewed. The interviewer will also ask for your permission and 
consent to tape record your answers, as it is difficult for her to talk and write at the same 
time. If you decide to withdraw from the project before it is finished your audio tapes and 
questionnaires will be returned to you, and the information from them will not be used. 

The interviewer will ask you some questions about how your life has been since you left 
Kingseat Hospital. Your family member or advocate will also be invited to say how they 
have viewed the changes that have occurred for you. Your answers will be confidential so 
your name will not be mentioned. 

Your answers will help other people who are deciding to leave hospitals at present. They will 
also help to write a small book about people leaving hospitals and how they can be helped to 
live in the community. At no stage will your name be mentioned unless you would like your 
first name used for the story/profile. 

If you would like any further information on the project please ring Avril Thesing at the 
Community Living Research Project Office and/or if you have any queries or concerns 
regarding your rights as a participant in this research make contact with the Health 
Advocates Trust. The contact numbers are below : 

Avril Thesing, 
(Researcher) Community Living Research Project Office 
Auckland College of Education Epsom, Auckland 
P.O. Box 92601, Symonds Street 
Auckland 
Tel: 09 623 8899 Ext 8456 

Health Advocates Trust 
97 Manukau Road 
Epsom 
Auckland 
Tel : 09 623 5799 





Appendix H Community Activities Map / 
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Appendix I 

The Circle of (Support) Friends 

Circle of Exchange 
(Paid to be in the life of) 

Circle of Participatio 
(Association, networks, work, 

church grou s, s orts, clubs etc) 

Circle of Friends 
(Close friends, relatives) 

Circle of Intimacy 
(Play an essential part in 

the life of person) 





AppendixJ 

INTEGRATION INTO THE COMMUNITY 

Key: 

Venturers 

Participants ¢=) 
Networkers ~ 

N = 54 

35 

13 

6 

A Typology of Community Integration 

% 

65% 

11% 

24% 






