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Introduction: 

The Sandyford Initiative which opened in July 2000 in the old Eye Infirmary in 
Glasgow is a unique sexual, reproductive and emotional health service with an 
explicit commitment to a holistic, social model of health .(Laughlin et al 2001 ). It is 
also committed to the principle of gender sensitivity and inclusion in its work. 

The Sandyford Initiative consists of the following elements: 

• Family Planning/ Reproductive health 
• Genito-Urinary medicine/ Sexual health 
• The Centre for Women's Health 
• The Steve Retson project for gay and bisexual men's health 
• The Place for young people's sexual and reproductive health 
• Health lnfonnation in the form of a library and computer access point open 

both to the public and users of Sandyford 

Since its inception and before, the Sandyford Initiative has had a strong 
commitment to user participation and involvement reflected in its core principles, 
its adherence to a social model of health and the following strategic objective: 

To implement ways to address unmet needs of current and potential service 
users 

The principle of consultation with existing and potential service users in order to 
ensure equity and access in the development and delivery of services is also 
made explicit in documentation such as the Sandyford Profile 2002/3 . 

Despite the commitment to user involvement however , and the support from the 
broader policy environment, the process evaluation of the Sandyford carried out 
by Glasgow Caledonian University, pointed to the lack of a clear strategy in this 
area and some uncertainty among the staff about exactly how user involvement 
would develop. The appointment of a Community Access Worker(CAW), in the 
summer of 2001 however, provided a practical opportunity to put the user 
involvement and access agendas on a par with other service priorities. 

This short report describes and reviews the user involvement work of the 
Sandyford Initiative from an empowerment or community development 
perspective. This is not the only theoretical perspective that staff at Sandyford 
use but it has strong and coherent links to the soc ial model of health that 
Sandyford advocates and practises. It also provides a practical and conceptual 
framework for mapping the user involvement act ivities at Sandyford and much of 
the structure for this report. Although the CAW had been in post for a relatively 
short period of time at the time of the review - which inevitably affects the stage 
of development of user involvement activit ies - it represented an opportunity to 
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describe and reflect on user involvement at the Sandyford Initiative and to draw 
some conclusions as to future directions. 
In a complex organisation such as the Sandyford Initiative, it is difficult to give 
anything other than a snapshot of activities and the information contained in this 
report is very dependent on who was willing and available to be inteNiewed in 
the time available. The fact that due to sickness and staff secondments there 
was no full-time manager in either the Centre for Women's Health or the Steve 
Retson Project at the time of the review, inevitably affected the amount of access 
that the researcher had to these elements of the seNice which limited the 
review's ability to address objective number 2(below) in particular. Both the 
Centre for Women 's Health and the Steve Retson Project have a longer history 
of participation and involvement than other aspects of the seNice at Sandyford 
and this may not be adequately reflected in this review. 

The Purpose and Process of the Review 

The review was commissioned by Greater Glasgow NHS Board and carried out 
between summer 2002 and summer 2003 with the following aims and objectives. 

Aim: 

To assist Sandyford staff in describing and reflecting on the various 
approaches to user involvement that have been used at the Sandyford 
Initiative 

Objectives 

1. To describe and review the role of the Community Access worker with 
regard to user involvement 

2. To describe the involvement of other Sandyford staff in user involvement 
and explore the strategies used - or that might be applicable, in the 
various components of the Sandyford Initiative 

3. To provide recommendations and a framework to take forward user 
involvement with the Sandyford Initiative in the future 

4. To describe the experience and perspective of 'users', potential 'users' 
and other stakeholders in involvement, access and inclusion work with the 
Sandyford Initiative 
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Methodology 

An action research approach was adopted with a number of interconnecting 
action research cycles or phases. Every effort was made to enhance the 
opportunities for learning and reflective practice among those involved, 
consistent with a participatory approach to evaluation, (Springett 2001, 
Wadsworth 1991 ). The seminar held towards the end of the process was an 
important element of this approach which places a lot of emphasis on creating 
opportunities for dialogue among people with various perspectives on a topic or 
organisation. In the wake of the seminar, one or two people were supported to 
write their own accounts of particular bits of work which have been included in 
this report. 

Phase one: Meetings with the Community Access Worker and unstructured 
interviews with a selection of key informants within Sandyford (10 including 
CAW). Interview guides are included in the appendices. 

Phase two: Reflections on and analysis of themes arising in round 1 of 
information collection 

Phase Three: Interviews with a selection of 'users' and external informants 
identified by those interviewed in round 1 e.g. people involved in groups and 
other relevant initiatives such as the Access Audit, Stakeholder and Advisory 
groups , the Transgender Support group, volunteers and host helpers, and the 
Steve Retson Project peer educators(10 interviews) . Ongoing discussions with 
CAW, some document analysis and observation at e.g. visits 

Phase Four: Reflection and analysis of themes and issues from round 2 of 
information gathering. 

Phase Five: Seminar to explore themes arising, relevant theoretical frameworks 
and the way forward on user involvement for Sandyford 

The Policy Context 

At a national NHS and Scottish Executive level there has been increasing 
support for this way of working in the form of initiatives such as 'Designed to 
Involve' whlch started off focussing on public involvement in primary care and is 
now being extended to the NHS as a whole with the new name 'Involving 
People'; Partners and Allies in Change -joint initiatives between the Scottish 
Executive and the Scottish Human Services Trust that recently published a toolkit 
on methods for involving the public entitled 'Building Strong Foundations' and the 
Scottish Executive paper 'Patient Focus and Public Involvement' which pledged a 
total of £3 million over 3 years to involve health service users, the public and 
communities at every level in the NHS in Scotland . 
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This paper talks about the need for .. . a culture change in the way the seNice 
interacts with the people it seNes and the way services are delivered. It is no 
longer good enough simply to do things to people ; a modem healthcare service 
must do things with the people it serves' . 

It places the following at the heart of the quality agenda of continuing service 
improvement in the NHS in Scotland. 

• A service where people are respected, treated as individuals and involved 
in their own care 

• A service where individuals, groups and communities are involved in 
improving the quality of care, in influencing priorities and in plann ing 
services 

• A service designed tor and involving users (Scottish Executive 2001) 

The most recent White Pap er, Partnership for Care(Scottish Executive 2003) 
places even more emphasis on the principles of participation, empow erment and 
partnershi p in the broader task of health improv ement and the re-design of 
health services in Scotland. 

A Theoretical Perspective on User Involvement
Empowerment, Connection and the Social Model of Health 

The emergence of user involvement both rhetorically and practically within the 
NHS is a relatively recent phenomenon. Its interpretation varies considerabl y 
from the consumerist, quality standards driven one of building an NHS that 
'listens better to patients and responds more effectively to their needs'(Our 
National Health, 2000) to a more democratic, participatory, empowering 
perspective. The first tends to emphasise involving people as individual 
users/patients or carers whereas the second involves them as citizens or 
representatives of groups or communities of interest. To be involved as a citizen 
or a community representative is generally considered to be a more powerful 
position and more usually associated with the term participation rather than 
involvement. But it is the stage at which participation is invited or initiated that is 
the crucial issue. 

'The essential and significant difference between involvement and participation is 
the moment when others, (individuals, groups) are invited to join in the problem
posing, problem-solving process. Involvement invites others after the problem 
has been named in quite specific ways; participation invites others to name 
problems in the specific ways most useful to the largest number'. (Labonte 1996) 

In other words, participation at the stage of identifying need and designing a 
service is much more powerful than merely commenting on the quality of an 
existing service. The significance of the stage at which participation is invited is 
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recognised in the most recent White Paper on health care in Scotland(Scottis h 
Executive 2003:43) 

'Traditional forms of consultation are no longer enough. If the public feel that 
health providers are consulting them only after they have developed a preferred 
option, then involvement is too late. People must be involved earlier so that their 
views are available at the formative stage of any new proposal.' 

Transforming power relationships is at the heart of genuine participation but 
tends not to be implied by the term user involvement. Even the concept of 
engaging people in their capacity as 'users' of health services sits uneasily with 
the social, holistic model of health that the Sandyford Initiative aspires to reflect. 
The social model of health recognises and addresses the psycho-social 
determinants of health, two of the most significant of which are autonomy/ a 
sense of personal power and connection, (Wilkinson 1992 & 1996). The 
professional dependency implicit in the concept of 'user involvement' does little to 
enhance autonomy and involving people as individual 'users' fails to connect 
them with others in the same boat with whom they may start to build the 
connections that often precede personaVsocial/organisational change and self
help activities. So user involvement is a much more limited term with a very 
different rationale and motivation than public or community participation which 
has the potential both to empower and improve health consistent with the social 
model. It is significant that there has been a shift towards the language of 
participation and empowerment in the latest White Paper, Partnership for Care 
2003. 

Transforming Power Over to Power With 

A community development approach to health has been defined(Labonte 1998) 
as an empowering relationship between state institutions and community groups 
where the litmus test of that relationship is the extent to which power is genuinely 
shared - what Labonte calls 'power with' as opposed to the state exerting 'power 
over' community groups or individuals. This type of empowering relationship is 
also encapsulated in the phrase, 'experts on tap not on top' . 

Health professionals are often criticised for having the opposite stance i.e 'the 
expert knows best' and organisations and training institutions need to address 
how they can support their staff and students to move to a more enabling style of 
working consistent with a social model of health and the current policy climate. 
This enabling or empowering style of working is not confined to working with 
community groups on collective issues - the traditional perception of the nature 
of community development - but can also be applied in one-to-one personal care 
situations as well as at the level of devising policy . It can be even more 
effectively encouraged if it becomes part of the internal norms of an organisation, 
and is modelled in meetings and interpersonal and interdepartmental 
relationships . 
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The following features of an enabling professional practice were devised by 
community representatives and community health workers in Noarlunga, South 
Australia in 1996. 

An Enabling/Power Sharing Professional Practice 

1. Equality of status and rights between the community member, service 
user and professional 

2. Respect for the other and their authority on themselves, their health and 
their own situation 

3. Empathy - the ability to see the wider situation as the service user sees it 
4. Willingness to adapt the professional culture to the needs of the service 

user - a genuine commitment to public service 
5. Advocacy - a willingness to advocate on behalf of the individual, group or 

community 
6. Trust in the individual or community's abilities: a willingness to share 

responsibility where appropriate and to relinquish control when people are 
ready to learn and grown from making their own mistakes and finding their 
own solution 

7. Willingness to spend time and be available to listen and to build the 
relationships which are essential building blocks for joint community health 
action 

8. Willingness to provide the individual or community member with the 
information and resources to be as independent as possible without 
withdrawing support where needed 

(Kennedy 2002) 
To the extent that empowerment and participation are continuing, incremental 
processes involving an increased capacity on the part of the individual, group 
or community to act on their own behalf, many practitioners find the following 
model and its associated activities provides a helpful frame of reference. 

Figurel. 

Action 
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Table I : Key Characteristics of each strategic sphere 

Personal Care 
• Basic support, empathy and affirming trust 
• Individual advocacy 
• Counselling, education and crisis intervention 
• Referral to other agencies and/or community groups 

Support Group Development 
• Improving social support and increasing social networks 
• Overcoming learned helplessness 
• Building support for personal changes 
• Building support for social action groups on risk conditions 

Community Organizing 
• Outreach to the under-represented 
• Critical community/professional dialogue 
• Developing local actions on community-defined health issues 
• Leadership development, evaluation and community building 

Coalition Building and Advocacy 
• Organizing and supporting social action coalitions 
• Participating in and supporting issue based coalitions 
• Advocacy and lobbying for healthier public policies 
• Moving from advocacy for to advocacy with 

Political Action 
• Intensifying participatory politics 
• Linking local issues to national/global policies 
• Aligning with social movement struggles 
• Creating democratic partnerships between state and civil society 

The acUv~Ues that correspond with each of these stages are depicted above and 
provide a useful way of mapping the user involvement activities at the Sandyford 
Initiative. 

Another way of thinking about empowerment is that it includes the following three 
steps 

• Access to information 
• The skills/confidence to use that information 
• Opportunities to apply the information and skills 

No single element is sufficient on its own and a lot depends on the intention of 
the professional concerned and how they interpret their task whether the 
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potential to transform the power relationship between service provider and 
service user is achieved. 

Stages on the Empowerment Journey 

1. Personal Care 

The first stage in Labonte's empowerment model of community development 
practice is personal care which is trad itionally delivered on a one to one basis 
with little attempt to engage the person concerned in addressing the underlying 
social and environmental determinants of their problem. Sandyford's ethos and 
practice are very much attempting to model a radically different type of practice 
as the following user story illustrates. 

I am a gay man in my thirties, still single and something of 'an activist' in gay 
politics, committed to raising awareness and breaking down stigma and 
prejudice. I have a fairly chronic skin problem with eczema which has recently 
become acute and is affecting my self-esteem and self-image. I was also aware 
that I hadn't had a full screen for sexually transmitted infections for some time. I 
had heard about the Steve Retson project 'on the gay scene' and liked the sound 
of a health service where you didn't have to hide your sexuality. All the gay 
volunteers make you feel like you're all equal. I wasn't sure if it was just sexual 
health or not but figured it was all interconnected anyway. I went along and had 
my skin problem sorted out, had a full screen for STl's and amazed myself by 
agreeing to a few sessions of counselling to talk about relationship issues. By a 
fluke, I was able to see someone that day. It reminded me of how interconnected 
everything is ... y'know stress, loneliness, skin flaring up, sex, self-esteem. It's 
rare for a health seNice to recognise all that and not deal with things along 
parallel lines. The Steve Retson project also feels like a safe environment. That's 
really important for opening up and making the connections. 

So personal health services can be provided in an empowering, holistic way but 
another step is needed in order to assist individuals to address the underlying 
social and environmental determinants of the health problems they ·present with. 

2. From Individual User to Group Member 

The first step of moving from being an isolated individual with problems into a 
group of people with shared issues is arguably the most transform ing and 
Sandyford has many groups such as the Anderston Asian Women's group, the 
Eating Disorders Group, an asylum seekers group and the Transgender Support 
group which is about to branch out into a group for friends and relatives of 
Transgender people. The following is a personal account from the perspective of 
one of the group's facilitators. 
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The Sandyford Transgender Support Group 

I got involved with the Transgender Support Group at the Sandyford because I 
was working with the Steve Retson project and happened to hear that the 
Community Access Worker was looking for volunteer facilitators for the newly 
estab lished group. Since I had some experience of group facilitation and an 
understanding of transgender issues, due to being a FtM(female to male) 
transsexual myself, I decided I would offer to volunteer. The first thing I had to do 
was 'come out' to the Community Access Worker, let him know I was interested 
and get a bit of background information on the group. 
I found out the group had been started because clients of the Gender Identity 
Clinic(GIC) had expressed a need for peer support and information sharing in a 
non-clinical setting. Initially the Community Access Worker facilitated the group 
and worked with clients of the clinic to get it started and to decide how they 
wanted the group to be run. The group decided they wanted the group to be 
facilitated,(rather than just being a purely self-help group), which is where I come 
in, along with my co-facilitator, who has loads of group work experience and an 
interest in transgender issues. 
At first the attendance was fairly low, with between three and five people coming 
to the group, all of them MtF(male to female) transsexuals. However, after a few 
months of advertising on Internet mailing lists, the LGBT Centre, other service 
providers and word of mouth, the group very quickly increased in numbers and 
now there are around forty members one third of which are FtM transsexuals. 
The group was initially only going to be on once a month on the first Thursday 
after the GIG drop-in clinic, but it was getting so busy that the group requested an 
additional meeting day a month. Now the group meets every month on the first 
Thursday and third Saturday. Around sixteen people attend on Thursday 
evenings and about seven on the Saturday meeting. 
At first the group were all just getting to know each other, sharing experiences 
and building up trust. There has been a lot of progress with the group as a whole 
and also for individuals who had never previously met anyone else in similar 
situations to themselves . One of the things I am most pleased about with the 
group is the social aspect that many of the members needed . Many of the group 
members have been keeping in contact with each other outside the group and 
going out socialising together, which has been brilliant to see because some of 
them were extremely isolated before meeting new friends at the group. It actually 
turned out that three of the group members afl live in the same area and they had 
never met each other before the group, so that has been great for them. 
I have been really impressed with how the group have progressed from just 
being a support group, to actually getting involved and influencing the services 
that affect them . The first thing the group did was write an information leaflet, 
which will be a valuable resource for people coming to the Gender Identity Clinic 
at the Sandyford for their first time. The leaflet will also be really useful for 
anyone wanting to find out more about transgender issues because there is an 
extensive resource list on it and a lot of information on treatments for MtF and 
FtM transsexuals . The leaflet will be launched at the first anniversary meeting of 
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the support group in June 2003 and will include contributions from members on 
their experiences of the group. The evening will also be a celebration of the 
group's achievements to date. 
The group has also been able to influence the Gender Identity Clinic by making 
suggestions on how the service could meet the needs of the clients better. This 
has resulted in clients now being able to access the counselling service without 
an initial appointment with the consultant. This made a big difference to one 
group member who had a long waiting time for her first appointment with the 
consultant, and desperately wanted to speak to the counsellor, and was not 
allowed to access this service until after her first appointment. The group brought 
this to the attention of the Community Access Worker and he informed the 
clinical team, who agreed to change this service to suit the clients. 
The group has big plans for the future, including organising an event for 
transsexuals and their partners and families and hopefully trying to get funding to 
set up a website. It is considered to be among the most successful of 
Sandyfords support groups and will hopefully be a model for others to follow. 

3. Community Organising 
The above account demonstrates the shift from what Labonte calls Small Group 
Development to Community Organising which is characterised by shifting from 
being an inward looking group dedicated to addressing the personal problems of 
its members to more of an outward looking group that knows how to mobilise 
resources and make demands in order to effect change. As groups grow in 
power, confidence and skills they become better able to make changes on a 
larger scale e.g. moving from organisational change such as those described in 
the above account, to social and even political change. This is not a linear step 
which means that the personal needs of group members cease to be addressed 
but more a reflection of the growing capacity of the group to increase its power 
base and to take action for itself. 

Re-thinking User Groups: 

Over the course of this action research, the Community Access Worker realised 
that user groups , which had initially been anticipated to form a key element in the 
user invo lvement strategy, have not been particularly successful. User groups 
were initially seen as a means for particular groups of users - young people, 
Asian women, users of the Steve Retson project etc to feedback on aspects of 
the service they would like to change. But they have been very difficult to get off 
the ground and to sustain. The theory as to why that might be the case is that 
they are too top-down and organisationally driven and the group members are 
unlikely to have their immediate needs met by taking part in them . It has been 
concluded that perhaps a better way to achieve similar ends might be to 
encourage and support the establishment of support groups that organise 
themselves around particular issues or experiences shared by group members 
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e.g. menopause, eating disorders. The impetus for the establishment of such a 
group may well come from individual service users who share common needs. 
Existing groups that meet in the Sandyford tend to be happy to provide feedback 
on aspects of the service by means of occasional visits from the Community 
Access Worker but consultation on the service is not their primary reason for 
being. 

One such group that has been meeting at the Centre for Womens' Health for 7 
years is the Anderston Asian Womens' Support Group. This group was founded 
by an Asian woman with extensive social networks and a desire to bring people 
with common problems and issues from her own community together to help 
themselves . The group meets twice weekly at the Centre for Women 's Health 
with one session having an educational focus - with an invited speaker or a 
course - and the other with a purely social or supportive role. It has around 18 
members, most of whom have been coming for a long time with about 14 who 
regularly attend . 'It's more like a family than a group' 
The founding member describes the Centre as being 'like a second home' and 
appreciates how welcoming and supportive the staff there have been. The things 
group members valued the most were feeling that they were not 'in the way ' and 
being able to come and make a cup of tea any time, if feeling depressed or 
alone . The informality of the Centre for Women's Health, where you don't need 
an appointment in order to come in and spend time there, combined with the 
creche facilities, are distinctive parts of its appeal. 

The group needed someone to help them access resources for e.g. interpreters, 
speakers and courses, some of which is now covered by Health Promotion. Most 
of the women are on income support and groups normally take place in Urdu as 
many group members are not fluent in English. The group often assist with things 
like International Womens' Health Day or the Open Day for women at the 
Sandyford Initiative. They were disappointed however, to find out that they had 
not been informed of the menopause event that took place in June 2003 in the 
library and felt that communication with the rest of Sandyford, outside the Centre 
for Women's Health was poor. 

They have had a good relationship with the CAW since he was appointed . He 
organised for them to give a drama performance about cervical smears at the 
recent Open Day as well as talking to them about ways of making the service 
more attractive and accessible for Asian women. The group have been working 
with a drama coach paid for from Health Promotion and will be performing at a 
roadshow on cervical smears. Other popular topics and activities are self
defence, cooking, craftwork such as glass painting and aromatherapy . Most of 
the women have limited time to do more in the way of courses or volunteering 
although the researcher did suggest to the group's founder that she might like to 
consider doing the Health Issues in the Community course. 
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The importance of being adequately appreciated by staff was emphasised as 
well as showing sensitivity to religious and cultural requirements around dress 
and diet. e.g. avoiding mixing vegetarian with meat sandwiches at events, as 
happened recently at the Open Day for women. 
'You don't mind doing something for someone if you're appreciated' 
Unlike most of the user groups that have been convened, this group has survived 
and flourished over nearly a decade because the impetus to establish it came 
from the community of Asian women living within Anderston, Gamethill and 
Woodlands. The Centre for Women's Health has provided a place to meet and 
access to resources but otherwise has made little in the way of demands on the 
group who have determined the social and educational focus of the group 
themselves. They go at the pace that suits the majority of members and are in no 
hurry to move on into jobs or metamorphose into something else. As the majority 
of the group do not speak English, the library is of limited usefulness. A visit from 
the librarian to discuss their information requirements would be appreciated but 
they feel they have little sense of connection with the rest of Sandyford(beyond 
the Centre for Women's Health) except through the Community Access Worker. 

Information is Power: the Sandyford Library 

In traditional health care settings, health information is filtered through one's 
health care provider, insofar as it is shared at all, and 'medical libraries' are 
geared exclusively to the needs of staff. The Sandyford library is unique in being 
geared to the needs both of the public-and health professionals. In so doing, it 
breaks down the notion that 'expert knowledge' is the sole preserve of 
professionals. Allowing people to access health information themselves, is a vital 
first step in the empowerment continuum. Supporting public access to medical 
text books and professional journals would be quite a radical shift for other NHS 
libraries but Sandyford's library is having a knock-on effect on them too with the 
recent introduction of public access points. But the type of health information 
available also reflects a holistic, social model of health rather than a medical one 
which makes it very user friendly. 
'It doesn't really look like a medical library ... A lot of people express surprise at 
what we have'(Sandyford librarian) 

The type of material held is influenced very much by the amount of counselling 
going on in the building and the emerging emphasis on psycho-social or 
emotional health. Groups such as the eating disorders group, transgender 
support and self-esteem are all asked for their recommendations of material they 
would find valuable. Some users reported the library and the computer access 
point as the single most valuable aspect of the service, rating it even more highly 
than group support or counselling, in cases where they were involved with all 
three. Although people can order Sandyford material through their own local 
library, the potentially sensitive nature of the material borrowed, dealing perhaps 
with domestic violence, sexual abuse, sexually transmitted infections or 
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transgender issues, makes the option of a more anonymous, central location 
more attractive. 

So the library is a tangible manifestation of a holistic, social model of health and 
a way of making people aware of other services within the building beyond the 
one that prompted their visit. This is being capitalised on with the introduction of 
the Sandyford Health Screen which is a tool for helping people think more widely 
about their health and referring them on to appropriate resources. A 'prescription ' 
of health information is one of the potential outcomes of the Sandyford Health 
Screen i.e. people are encouraged to make use of the library to find out more 
about any of the health issues that are identified for them. 

The library also addresses the access and inclusion agenda by ensuring that 
health information is available in a range of languages and formats e.g. audio
tape etc and taking part in Open Days and events for ethnic minorities, deaf 
people, women with epilepsy etc. This is an aspect of their work they would like 
to develop further. There are also community models of volunteer involvement in 
planning and running a health information service such as CHIP(the Community 
Health Information Point) in Drumchapel that the Sandyford library could learn 
from with regard to enhancing levels of community participation in running the 
library service . The Sandyford librarians have been involved on an outreach 
basis with advising on the creation of the CHIP service in Drumchapel which is 
part of a larger community health initiative with a long tradition of community 
participation. This serves both to publicise the work of the Sandyford in outlying 
housing schemes and builds on the specialist expertise that the Sandyford 
librarians have acquired. 

Professionalism, Peer Education and Volunteering 

On of the principles of the social model of health is that it does not need to be 
delivered exclusively by what are traditionally seen as 'health professionals' . 
Blurring the boundaries between the 'health professional' and other people with 
relevant skills and experience to bring is an essential part of the Sandyford 's 
ethos . Sharing the task of health promotion with people who do notnecessarily 
have a professional qualification is an important part of the Sandyford approach. 
The following account from one of the former peer educators with the Steve 
Retson Project , illustrates the blurring of boundaries between service user and 
service provider and the necessity to recognise different forms of expertise and a 
new model of 'professionalism' for this new way of working. 

From (service) user to (service) provider -A game of Snakes and Ladders. 

When I first walked through the doors of The Sandyford Initiative some 3 years 
ago it was ve,y much as a service user. I needed help and The Sandyford was 
the only place in Glasgow I was going to get it. Several years ago, I was 
diagnosed HIV positive. For a Jong time, I managed to do quite a successful 
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imitation of an ostrich, in other words, I was in denial. But then I met someone -
someone special, and as the relationship progressed it became apparent that 
there was a possibility of. .... .. well, you know ...... . sex. Me, an HIV positive 
person and sex, that can't be right I thought. Every message I had received from 
the so-called 'caring profession' was to forget about sex. Sex was a no-no. Sex 
was the reason I was HIV positive, sex was the reason I was going to die. Sex 
could infect those I loved. How could I possibly consider having sex. Yes, the 
message was loud and clear-HIV positive people don't do sex. So, it was no 
surprise that my first post-HIV diagnosis sexual encounter was not a roaring 
success! 

I was given an appointment with a psychosexual counsellor and we began to 
explore the issues I raised. The counselling really had a positive effect on me 
and after a while I was asked if I would be interested in helping facilitate a group 
made up of male prostitutes, victims of sexual abuse and the like - all issues I 
had had to confront. This was a surprise to say the least. My experiences were 
valued and this had a profound effect on the way I felt about myself. Things were 
looking up. 

My next step was to start working as a peer educator with The Steve Retson 
Project. Someone, somewhere in the NHS had had the insight to realise that my 
experiences were not specific to me and that others could benefit from what I had 
learned. This gave me a way to do something I was passionate about - the 
protection and promotion of sexual health, as well as giving me a way back into 
the labour market. The personal benefits to me in terms of self-esteem, 
confidence and employability have been enormous. 

I have since gone on to represent others in my position. Recently, I gave 
evidence to the All Party Parliamentary Group on HIV/AIDS at the House of 
Commons. I attend GGNHSB Blood Bome Virus meetings as a service user 
representative and am a member of The Network of self-help HIV/AIDS Groups, 
as well as participating in Body Positive Strathclyde, the west of Scotland's only 
organisation in the west of Scotland run by and for HIV positive people. 

The Sandyford Initiative's willingness to see me as more than just a patient or a 
user of services and to provide me with ways of giving something back has been 
revolutionary for me. The NHS still has a long way to go in terms of genuine 
power sharing with the individuals, groups and communities that use its services. 
Compared to voluntary, self-help organisations like Body Positive, it's still very 
top-down and bureaucratic. But my experience shows that the culture is starting 
to change in some really 'positive' directions. 

Volunteering is another way of breaking down the traditional divisions between 
'us' and 'them', the 'helpers' and the 'helped' that can polarise the distribution of 
power and status in the NHS. Volunteering is already well established in 
particular parts of the service such as the use of volunteer counsellors(who have 
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had some counselling training), at the Centre for Women's Health and volunteer 
host helpers at the Steve Retson Project, who help to make people feel welcome 
when they visit the service. But until recently, there has been no Sandyford-wide 
infrastructure for the recruitment and deployment of volunteers. The Community 
Access Worker started to recruit volunteers towards the end of the action 
research process so the concept was in its infancy when new volunteers were 
interviewed. However, the original idea of transferring the host helper idea from 
the Steve Retson project to the main Sandyford reception area has already been 
reviewed as a result of discussion with the new volunteers who were more 
interested in helping out with events such as the Women's Open Day, assisting 
the public with using the computer access points in the reception area, 
counselling opportunities and perhaps helping to run groups. After a recent 
meeting between the CAW and the Anderston Asian women's group, a couple of 
the group members expressed an interest in volunteering to improve the links 
between their own community and the Sandyford by e.g. advising on publicity, 
helping people with making appointments, arranging interpreters, reassuring 
them about confidentiality etc 

'Doing something where I'm involved with the community means a lot to me at 
this stage' 
Sandyford volunteer 

If volunteering is to maximise its empowering potential, it's important that 
volunteers have a chance to influence the types of opportunities on offer to get 
the best fit with their skills, interests and abilities. 

'The lack of stmcture suits me. It gives me more flexibility to choose what I want 
to do' 
Sandyford volunteer 

This requires a considerable amount of flexibility on the part of all Sandyford staff 
and a willingness to trust that there are aspects of the work that can be shared 
with suitably skilled and motivated volunteers. Interviews revealed that staff have 
varying degrees of receptivity to the practice of working alongside volunteers and 
that some may even see it as a threat to their traditional territory. IHs important 
that there are opportunities to work through the implications of deploying 
volunteers, for staff to understand how it fits into the Sandyford's core ethos and 
values and that both staff and volunteers are adequately supported in any joint 
working. 

The lack of an obvious structure for deploying volunteers could also be 
overwhelming for those volunteers who are not yet sure of where their skills and 
interests lie. 
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'There isn't a culture for using volunteers here yet like there is in Oxfam' 
Sandyford volunteer 
Changing the culture of a health service like Sandyford to becoming more 

volunteer- friendly represents a considerable challenge but is an integral part of 
building a wider base of community ownership of the Centre. It is probably no 
accident that volunteering is best developed in the Steve Retson project and the 
Centre for Women's Health, neither of which have the clinical history and 
emphasis of other aspects of the service. 
'Volunteering is a way to train people to become part of the Centre. They may 
even be the staff of the future' Sandyford volunteer 

The Community Access Worker 

The Community Access Worker's post was seen by the majority of those 
interviewed as having been pivotal in moving things from a token commitment to 
the user involvement, access and inclusion agendas on to a more substantial 
level. The post appears to have genuinely put flesh on the bones of an 
organisational commitment to user involvement and community access within a 
context of relatively little experience of how to translate that into practice. The 
nature of the position as neither a clinician nor a manager but able to act as a 
conduit between the users and the service providers was also commented upon 
as well as his being 'the right person for the job'. 

'He's a very popular person which helps when you have a singleton role working 
across all tribes and winning them over' Associate Director 

Having the CAW in post was almost universally seen as a great bonus to the 
organisation in that he takes forward the user involvement agenda and 
suggestions in a very prominent and professional way. He is also seen to be 
making user involvement work a lot more sophisticated and taking it beyond 
merely feedback and consultation. The quality of the CAW's interpretation of his 
role as well as the credit it attracts to the organisation via Chartermark awards for 
example, has convinced many potential sceptics of its value. 

'If you'd asked me a few years ago, (about user involvement) I would have seen 
it as a token gesture. What's changed is having someone whose job it 
is .. .. Someone as the doer and the facilitator of these things has been 
invaluab/e'(Associate Director) 

As the work around participation matures and develops, it helps the whole organisation to 
understand why it is important, where it can fit in and how to do it in practice all of which 
would have been a lot more difficult without a dedicated post. Encouraged by the success 
of the trans gender group and their increasing involvement with shaping the Gender 
Identity service, one of the consultants would like to see the CAW following a similar 
process with the Lesbian user group and the long-term development of the Lesbian 
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Health service . The Sandyford Director described the CAW post as 'a huge crutch to me 
as a manager' 

Outcomes of Community Access Workers Post 

• From Consultation to Action 

The results of consultation and user feedback exercises are generally translated 
into action as they are regularly fed back to the Senior Management team who 
have been remarkably willing to make even unpopular changes as a result. The 
fact of having a Community Access Worker ensures that users views can be 
ascertained quickly and mechanisms put in place to address the issues raised. It 
ensures that user involvement, advocacy and access issues do not slip off the 
end of people's priorities or remain at the level of empty rhetoric. A popular 
example was the 'Men in the Queue Survey' which was part of a bigger survey of 
users of drop-in Family Planning and Genito-Urinary Medicine(GUM) services. 
Staff had noticed that there tended to be a queue outside the door in the 
mornings of men waiting to use the GUM drop-in service. The Community 
Access Worker interviewed 9 men from the queue to find out what their needs 
were, as a result of which the opening hours were pushed back by half an hour. 

It is when people see things changing as a result of user consultation that the 
process becomes meaningful and commitment grows. The Disability Access 
Audit also led to visible changes in the lay -out of reception and people's 
awareness of and ability to use the Loop system for people with hearing 
difficulties. Part of the Community Access Worker's role is to identify, champion 
and facilitate changes that users want to see, such as ensuring that some of the 
material in the library is on audiotape. Responsibility for making these changes 
however, needs to extend across the organisation as whole. 

• Events and Access 
The improved access and participation that results from Open Days and events 
for harder to reach groups such as people with epilepsy, deaf people, the 
Chinese and Asian communities etc was commented upon by a number of staff. 

'He's bringing in a lot of people who wouldn't otherwise have come here' 
librarians 

'Certain parts of the community were relatively untouched before (the CAW) 
came e.g. ethnic minorities' Sandyford caretaker 

Events are not generally seen as ends in themselves but tend to lead either to 
new partnerships being created such as the Multicultural Workers group or to the 
development of new services such as the series of workshops for women with 
epilepsy. In other cases, the needs identified at an event such as men's need for 
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counselling which came up at the Men's MOT night, are taken back to the 
Management group for action. 
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Open Day for Women at the Sandyford Initiative 
20th May 2003 

On May 20 th 2003 the Sandyford Initiative held an open day for Women. This followed the 
successful open day for Chinese and Asian people in April 2002, and the men's MOT evening in 
June 2002. The aim of these events is to encourage people to visit the Sandyford Initiative and find 
out more about the range of services on offer there, to enable people to feel more confident about 
accessing these services, and to encourage people to become more involved in the ongoing 
development of services. Further events of this kind are planned . 

Approximately 170 women attended the day and were able to access information on all Sandyford 
services, along with information on a whole range of partner organisations such as Epilepsy 
Connections, Rape Crisis, Glasgow Women's Aid and North Glasgow Community Health Project. 
Women were able to participate in henna painting, reiki, massage, shiatsu, safety demonstrations, 
yoga and card making . 

The day had been planned in partnership with other organisations and voluntary groups working 
with women. Red Road Women's Project were heavily involved and one of their workers gave a 
welcome address at the opening of the event. 

Working closely with a volunteer, we invited women to give us ideas for ongoing group support 
that they might benefit from. Some of the suggestions included support for lone parents and stress 
management The volunteer will be involved in taking this work forward. 

A chronology of significant events and activities since the appointment of the Community Access 
Worker is contained in an Appendix . 

Mainstreaming the Access and User Involvement Agenda 
Prior to having a Community Access Worker in post , these things were 
addressed in a piecemeal fashion with little significant capacity to affect the day 
to day or strateg ic workings of the organisation . Some staff have taken time to be 
convinced of the value of the CAW post but preparing for things like the 
Chartermark Award highlighted both the range and quality of activities around 
user involvement and their centrality to what the Chartermark assessors are 
interested in. 

'Charterrnark did force us to look at what we did have in place and to 
acknowledge the creativity behind some of the user involvement strategies' 
Associate Director 
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Because of the changes in the policy climate, the user involvement activities at 
Sandyford have attracted a lot of credit to the organisation as a whole. 

Recommendations re the Community Access Worker's Post 

The value of this post has already been recognised by its being made 
permanent. Now the priority is to rationalise the post after its pilot 2 years, review 
the original job description and make it sustainable. In order for this work to 
become more genuinely integrated into the practice of the organization , the 
Community Access Worker needs to take on more of an educational and 
facil itator role rather than carry ing so much operational responsibility for the 
delivery of the access , inclusion and participation aspects of the Sandyford 's 
work . The Volunteering Development work may merit cons iderat ion of a separate 
post,(perhaps integrated with responsibility for peer education development) and 
the emphas is of the CAW post needs to shift towards training , resourcing and 
capacity building . 

Obstacles to User Involvement 

Patients or Partners; Users or Citizens 

There is a perception that the old medical model of doctor knows best gets in the 
way of the genuinely equal relationship required for partnership in the context of 
e.g. membership of an advisory group 
'If the medics see you as a patient rather than a partner, it won't work.' 
Commun ity representative 

'You don't tend to deal with patients as citizens, you deal with them as patients ' 
Stakeholder group member 

The traditional mistrust between the voluntary/community sector and the NHS 
can still be seen as a barrier on occasion although it is acknowledged that that is 
breaking down. 

' It used to be 'prove yourself and we'll see' but there 's more of a political push 
now' Volunta ry sector representative 

Stigma and Anonymity 

The need for anonymity and confidentiality can get in the way of building 
involvemen t in service development. .. as does the potential size of the 
'community' involved . Staff at The Place',(the young people's sexual health 
service) for example, feel that they need to 'piggy-back' on the user involvement 
of their partners in outreach situations and that achieving significan t user 
involvement centrally, with a more transient user group is perhaps less 
appropriate . Question naires and anonymous interviews are also felt to be 
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challenging for the under 16's who tend to leave the space for comments/an 
opinion blank. 
'It's not the sort of service that people will want to admit they use on a regular 
basis .. .. It requires a great deal of confidence in your sexuality' The Place staff 
member 

Although the idea is for the youth workers at the Place to try to fonn a 
relationship with the young people, the lack of continuity in that relationship 
inhibits empowennent opportunities. At a local level, youth workers are often 
known to potential clients of the service so although what goes on in the clinic 
room is confidential, young people may fear that merely turning up at the clinic 
marks them out. This could work both ways of course, in that it may encourage a 
young person to go to the clinic or discourage them. A lot depends on the quality 
of relationships local young people have with their youth workers. 

Bureaucratic Barriers to Community Involvement 

The nature of bureaucracy itself with its cumbersome structures, rigid forward 
plans and heavy accountability systems was also cited as being incompatible 
with the spontaneous, flexible, more 'organic' and personal processes that tend 
to accompany genuine participation. 
'A large bureaucratic organisation that produces a whole cascade of rules that 

lead to fear which closes down innovation and listening' Voluntary sector 
representative 

The bureaucratic tendency to hold on to power and control at the top also flies in 
the face of the power sharing that is the bedrock of genuine partnership. 

'If the power lies with the bureaucracy, it will never lie with the community. It has 
to be an equal partnership with the primary concern being service to the 
community' Stakeholder Group member, Steve Retson Project 

The necessity for organisations to specify and agree their goals and objectives 
with funders, sometimes years in advance of implementing them, makes it 
difficult to retain the necessary flexibility to be responsive to community or user 
ideas and suggestions. 
'Truly giving people a voice is difficult because big organisations usually have 
worked out their own agenda' Associate Director 

Retaining a commitment to the value and practice of more participatory ways of 
working requires that all levels in the organisational structure share that 
commitment as well as some understanding of how to put it into practice. 
'The sophistication of the idea (of participation) gets lost in layers of middle 
management' Gay community representative 
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Surviving the Tensions 

Some see a tension between the medical component of the Sandyford and its 
more holistic, social, inclusive aspirations. Community representatives on 
planning or advisory groups sometimes report being treated as though they don't 
know very much, unwittingly patronised or excluded by dint of language, using 
jargon or acronyms that people are not familiar with or by a sense that the real 
decisions have been taken elsewhere . The nature of their role and expertise on 
their own community of interest can be inadequately recognised and exploited by 
their medical colleagues. The bureaucratic demands of the planning process sit 
uneasily with a real opportunity for community representatives to input to the 
direction of things like the lesbian heath service or the Steve Retson Project. 
Both sides can be uncomfortable with these tensions and misunderstand 
motivations and constraints . One solution is to see this tension as an inevitable 
part of organisational change and to stick with it, whilst in the process getting 
more insight into each other's roles and perspectives. The following account from 
one of the Genito-Urinary Medicine consultants, illustrates these tensions from a 
professional perspective. 

Three years on at Sandyford - what are the key differences to our 
previous model of care as a hospital-based genitourinary service? 
Clinical workload has increased hugely in part due to popularity and 
accessibility ofSandyford and its raised profile, and because of the 
large rise in sexual infections nationally. As we struggled to 
reconfigure the service and squeeze more out of the same staff we also 
took on a big process of cultural change. This aligned with my own views 
that the service should reflect the needs and aspiration of the people 
that need it. For me, moving into a dynamic organisation willing to 
embrace change and invest in this and with the devolved power to 
reorganise its affairs has been very satisfying. It has also been costly 
in ovenvork, staff stress and increased complexity with much wider 
netw01*s of consultation. I have worn lots more hats than I would wish. 

The biggest struggles for me have been through my work on one of the 
service representative groups. These meetings have at times left me 
utterly despondent as the mismatch between expectations and what is 
possible seemed unbridgeable. A key problem for community participants is 
to understand (and accept) the responsibilities and limitations of a 
statutory body like an NHS Trust. A key problem for me is to try and 
change what I can from the inside to make things possible. At times I 
wonder if people on the outside really understand just how much work 
goes into getting things 99% right. We need community participants who 
can genuinely solve problems as well as pose them. 

Some of the struggles have been to see where real power lies. In the end 
this lies lllith the person who will be sacked for mis-management. We have 
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senior lay participation (with associated Trostee-type responsibility 
and penalties) on Health and Trost Boards. Service on Councils and 
Charity Boards demand similar commitment. We do not yet have good models 
that allow similar level of responsibility for community members in how 
operational units such as the Sandyford actually run. A constant phrase 
I have heard in community representative groups is that the intention is 
good but what actually happened in practice was regressive. We need to 
close the gap between the intention to involve and the delivery of this. 

I believe we will always struggle with the essential problem of how to 
engender community interest and involvement in sexual health in our 
current cultural climate. If we were running a cancer service we would 
have no problems recruiting willing and skilled individuals to help in 
service planning and design . Apart from a few isolated successes it has 
been a problem to engage those outside the sexual health scene to take 
part in this. 

What you Call it Matters -Associations and Tenninology 

The language used to describe the concept of what we started off calling 'user 
involvement' emerged as a very significant theme in interviews and was often 
where the interview started. 

'I would prefer to call it community involvement' community representative 

'User doesn't do it for me if we're talking about power. I'd prefer partnership' Peer 
educator 

The principal rationale for user involvement from the staffs point of view, was 
seen as being to maximise the relevance and appropriateness of the service to 
the client or users needs. Involvement was principally seen as being about 
feedback and consultation, in other words the organisational benefits of user 
involvement were at the forefront of people's minds. 

Linking in various ways with people who use the service Associate Director 

The interpretation of 'user involvement' however was quite different from the 
'user or community representative's perspective. For the most part, people did 
not see themselves as 'users' at all and were more comfortable to describe 
themselves as representatives of particular communities of interest such as 
transgender, HIV+, Asian women, gay or lesbian . 

From the staff point of view, there was a real sense of the ethos of the 
organisation having shifted to a substantial and practical commitment to putting 
the user or potential user at the heart of the organisation by trying a range of 
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ways in which to get a sense of what it is like for the person coming through the 
door. 'It is truly becoming client focussed ... You can claim all sorts of things but 
the true shape of the organisation has become much more client focussed' 
Associate Director 

Some community representatives however, were more critical and felt that the 
real balance of power, in terms of the strategic direction of the organisation and 
information sharing about things like the amount of money available for particular 
activities , lay firmly in the hands of the bureaucracy. 

'Where the power rests is not with the community' Stakeholder group member 

'The stakeholder arrangement is very tokenistic' Stakeholder group member 

So the rationale underpinning the concept of user involvement and expectations 
on the part of staff and the public were quite different, often associated with 
disputes over language and terminology. 

The Future of Participation 

Those interviewed did not want to see 'static' user groups that achieved nothing 
of particular significance and risked being tokenistic. Instead they envisaged a 
range of short-term, focussed, task specific groups and opportunities that would 
appeal to a broad cross-section of users, potential users, groups and 
communities. Users input to leaflets and publicity about various aspects of the 
service was one suggestion which has already been translated into action by the 
Transgender group. Other avenues to develop are the range of volunteering 
opportunities from the existing, very successful host helper model in use at the 
Steve Retson Project to training and supporting people to take more of a role in 
running self-help groups, helping out in the library, making videos about the work 
of the Sandyford etc. The empowering potential of volunteering rests in the ability 
of the organisation to respond to the growing interests and skills of the individual 
whilst giving them a range of potential activities to get them started. In order for 
this to happen, staff across the organisation need to be aware of and committed 
to the potential for involving non-health professionals in activities. 

But it was acknowledged in some quarters that a more fundamental shift in how 
'user involvement' is conceptualised and translated into practice was also 
required. As users or community representatives grow in skills and confidence, 
there should be a hierarchy of opportunities for participation that progress along 
the full spectrum of the empowerment continuum to include co-planning of the 
direction and nature of services, not merely feedback on the ones that exist 
already and even political action for change around e.g. the legal status of 
transgendered people, lesbian rights to assisted conception. 

26 



'It's about not only asking questions but having the power and the willingness to 
change things' Stakeholder group member 

Recommendations 

• Rebranding/Language 
Rethink the language of user involvement to reflect both the language of the 
most recent White Paper and the preferences expressed in this review. 
Substitute with participation, empowerment or partnership. 

• Event/Celebration/Networking 
Hold an accessible, innovative fun event to use as a platform for sharing good 
practice , ideas on participation and tools that might be useful e.g. participatory 
planning, Participatory Action Research, story-dialogue etc 

• Participatory Planning 
Provide training in participatory planning to maximise the flexibility of the 
organisation and its responsiveness to community/ group input 

• From Training to Partnerships 
Training and support should be offered to all aspiring and existing community 
representatives on planning/advisory/stakeholder groups. Some people are 
either unaware of the existence of a Community Access Worker post or unclear 
about how to use him. If there was some training and support offered to all 
community representatives, volunteers and those wishing to get more involved in 
a variety of ways with the Sandyford, this would act as a useful mechanism for 
two- way relationship building. Joint training for staff and other Sandyford 
'participants' in things like groupwork or working with volunteers would start to 
break down any 'us and them' divisions and build foundations for genuine 
partnersh ip working . Founders and leaders of groups like the Anderston Asian 
Women 's Support group could be supported to develop their leadership qualities 
and skills by for example training as tutors in the Health Issues in the community 
course(Health Scotland & Moray House accredited course co-ordinated by the 
Community Health Exchange- CHEX), which would open up access to to a new 
training avenue for other women from the Asian community . 

More Bottom Up/Less Top-Down 
There should be a clear framework and hierarchy of opportunities for volunteers 
and community representatives to participate in the Sandyford Initiative. The 
nature of the opportunities on offer should be flexible and tailored to the needs 
and interests of the individuals and groups concerned. Consideration should be 
given to the creation of a Volunteering Development post - perhaps linked to the 
extension of the peer education concept. 

• Reciprocity and Getting Something Back 
One of the key realisations that emerged at the seminar towards the end of the 
review process was how important it is to ensure that individuals, groups and 
communities get something back from their input to e.g. consultation and 
feedback exercises that have been initiated by organisations. Although the 
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satisfaction of seeing things change as a result of your feedback is some reward, 
all too often organisations tend to think that participation is its own reward. The 
nature of the opportunities for participation needs to be determined as much by 
individuals, groups and communities as by organisations. One of the single 
biggest factors determining the success or failure of a group is who initiates it. 
When the organisation tries to set up a User group, it struggles to get motivation 
and attendance of the right people. However if the organisation assists a group to 
set up around a shared need or issue which they have identified themselves, the 
group is much more likely to flourish. The organisation needs to constantly ask 
itself if it has maintained enough flexibility to be responsive to the issues people 
themselves identify as being things they want to take action on at a time and in a 
way that suits them, not necessarily one that fits in with the Forward Plan of the 
organisation. This requires creativity and commitment as well as dialogue on 
both sides. 

• Build wider ownership of access and inclusion agenda 
The role of the Community Access Worker needs to be rationalised and shift in 
emphasis to more of an educational and facilitator one in order to make the type 
of practice described in this report something in which more Sandyford staff can 
confidently take part. 

• Extend Peer Education 
Explore the possibility of building on the lessons and experience of the peer 
education approach in use by the Steve Retson Project to other parts of the 
Sandyford e.g . the Place 

• Power to make bigger change 
Some individuals , groups and community representatives interviewed would like 
to have the power to influence the strategic direction of the organisation and not 
just the smaller things 
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Conclusion 

The commitment to and range and quality of user involvement activities on offer 
at the Sandyford is impressive in comparison with other health services. In the 
first year and a half of the Community Access Worker's post there has been an 
understandable emphasis on improving access to the facility as a foundation for 
greater participation. As the work matures however, the practice and thinking 
around the potential for user involvement needs both to extend to greater 
numbers of staff and to be broadened out to include more of an appreciation of 
the principles of participation and empowerment and how they relate to the social 
model of health. The drivers for 'user involvement' tend to fall into three broad 
categories: 

1. Quality .:.. the need to understand the needs and wants of patients in order 
to create a relevant, valuable service 

2. Access/Inclusion - the principle of equity or fairness in addressing the 
needs of groups with particular needs 

3. Participation/Empowerment - enabling individuals, groups and 
communities to increase control over the factors that determine their 
health 

Where the first two categories relate to health care, the third encompasses health 
promotion. The 'user involvement' work to date at the Sandyford Initiative has 
tended to emphasise the first two, although other aspects of the organisations's 
work such as the increasing profile of counselling and self-help groups and the 
introduction of the Health Screen, informally relate to the third driver. 

The role of the Community Access Worker may need to change in emphasis 
from 'doer' to facilitator in order to achieve a more across the board 
organisational commitment to and understanding of community participation and 
empowerment. Staff need opportunities for training and practice to increase their 
awareness that user involvement is not just about structures that allow for patient 
consultation and feedback . It is something more fundamental about respectful, 
equal communication between communities and their health care providers as to 
the various perceived meanings and determinants of health and disease . It 
requires a degree of professional hum ility to respect other stories of what health 
and ill health represent and the many strategies for protecting and promoting 
holistic health . People do not always feel that their expertise on their own 
community or health issue is adequately respected alongside the formal, 
techn ical, clinical knowledge that health professionals have . Power and how it is 
shared are at the heart of user involvement or community participation. The 
many ways in which professionals use and abuse power are often hidden but 
must come to light in any conscious strategy to empower users, potential users 
and the commun ities from which they come. These are issues with which staff at 
the Sandyford Initiative have genu inely begun to engage but the process is still in 
relatively early stages. Progress is, as always , relative . 
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The latest White Pape r, 'Partnership for Care'(2003) talks about the need for a 
culture change in how healthcare is planned and delivered characterised by a 
new style of partnership between professionals, patients, carers and local 
communities . There is little doubt that the Sandyford Initiative is in the vanguard 
of that change. 
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Appendices 

Interview Guides 

First Round of Interviews, (Internal Informants) 

1. Introductions, clarification of concept, preferred terminology 

2. role in S~ndyford? 

3. origin/perceived rationale for user involvement? 

4. What does it mean to your practice? 

5. specific examples from current practice in Sandyford as a whole 

6. who is involved/leading on it? 

7. Perceptions of the Community Access Worker's role 

8. Ideally what would it look like? 

9. Where is it now? 

10. Gaps/potential? 

11. Potential improvements 

12. any other comments; close 
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Interview Guide, Second Round of Interviews (External Informants) 

Introductio ns, Background to , Format of and Purpose of Interview 

History and description of involvement with Sandyford 

Origina l expectations 

Initial impressions/contacts 

Any changes/progression in nature of involvement (individual, 
organisational, community) 

Assessment of most and least valuable aspects 

Perceptions of Community Access Worker's role 

Key factors? 

What helped/hindered? 

Nature of outcome 

Anticipation for future involvement 

Feedback for Sandyford on how best to create a new kind of relationship with people in 
your position or whom you represent 

General perception of awareness of mechanisms for involving people 

Any other comments. Thanks. Close 
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Chronology of Significant Events since the Appointment of 
the Community Access Work er 

June 2001 
Community Access Worke r starts at Sandyford Initiative . 

January 2002 
First meeting of the Transgendered Patient Support Group. Now facilitated by 2 
volunteers and meeting twice monthly . Has resulted in new leaflet written by 
patients and alternative route to access counselling . 

February 2002 
62 service users interviewed during the 'How was it for you?' feedback week. 
Report and action grid produced . Led to changes such as the revised map on the 
new Sandyford Booklet and more space being left between the Family Planning 
reception desk and the seating area to ensure confidentiality. 

February 2002 
Comments Card Scheme 2002- Undertaken over 4 weeks in January/February 
2002. 290 cards completed. Report and action grid produced. Comments about 
cramped GUM waiting area led to GUM drop in patients waiting downstairs in 
more comfortable area. 

February 2002 
Disability Audit completed in conjunction with fpa Scotland. Report and action 
grid produced. Led to changes in seating area and relocation of water cooler. 
Information made available in alternative formats such as audio and large print. 
Lowering of the Family Planning reception desk to make it more 
welcoming/practical for people in wheelchairs . 

February 2002 
First meeting of the Chinese workers group. This would eventually become the 
Sandyford Multicultural workers group which continues to meet. This group was 
instrumental in the layout of the new Sandyford booklet which will be available in 
4 languages and in helping to plan the Chinese/Asian people's open day. 

March 2002 
Creche promotion day. Launch of new creche leaflet, new sweatshirt for staff to 
enable them to be more visible for parents or carers who might be prospective 
users of the service. 

April 2002 
Open Day for Asian and Chinese people . Approximately 200 people attended. 
Report produced. Led to establishment of Chinese User Group. 
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May 2002 
Participatory appraisal process with young gay men completed in conjunction 
with Health Promotion. Report produced to inform development of gay service for 
young men. C.A.W. continues to attend the Steve Retson Project Stakeholder 
Group. 

June 2002 
Questionnaire and interview process with users of the Genitourinary Medicine 
and Family Planning Drop In clinics. 121 questionnaire forms completed. 9 men 
interviewed. Report with recommendations produced. Led to the Sandyford 
opening half an hour earlier in the mornings to prevent people from having to 
queue outside. 

June 2002 
Men's MOT night held. Approximately 25 men attended. Highlighted the need for 
men's counselling. 

June 2002 
Supported staff in devising and implementing questionnaire process for young 
people using the Place service. 

July 2002 
Deaf people's focus group held in conjunction with fpa Scotland. Report 
produced. Highlighted need for Sandyford to broaden the range of methods that 
it uses for deaf people to communicate with the Initiative. 

August 2002 
Consultation with staff and users including Glasgow Access Panel about the 
potential changes to the reception area. Developments included removing old 
reception desk and introduction of new lower one at the foot of the stairs. New 
shelves introduced for the Place waiting area to create a private space for young 
people to wait. Ongoing staff reception meetings ensure that recommendations 
and feedback from service users regarding the reception area are taken forward. 
An example would be the public information boards and the clinic times for the 
Place service being made more visible . 

September 2002 
Introduction of user information folders in all waiting areas, including information 
on services , complaints procedure, methods of consultation and participation, 
quotes from service users and changes made as a result. 

January 2003 
Work with Breakthrough Youth Project in Maryhill to produce art for display in the 
Sandyford reception areas. Will culminate in prize-giving and young people's visit 
to the Initiative in Summer 2003 . 
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February 2003 
Comments Card Scheme 2003- Undertaken over 4 weeks in February 2003. 
128 cards completed. Report available June 2003. 

March 2003 
Report produced on feedback from Place service users following 4 consultation 
sessions. Work undertaken in conjunction with 4th year medic student and youth 
workers. Approx. 50 young people were consulted. Report produced with 
recommendations. 

March 2003 
'People, Power and Participation' session for staff/users on participation, 
empowerment and inclusion at Sandyford. Facilitated by Aine Kennedy. 

March 2003 
Sandyford Initiative awarded the Chartermark Award. 

March 2003 
Sandyford Initiative commended in the Glasgow Healthy City Partnership 
Community Health Awards. 

April 2003 
Consultation with Anderson Asian Women's Group. Recommendation for Asian 
women volunteers to be introduced at the Sandyford Initiative. 

May 2003 
Lesbian user participation process. Feedback form (OLGA) Older Lesbian Group 
and LIPS (Young Lesbian Group). Process ongoing. Recommendations include 
promoting the service as being for lesbians and bisexual women, and offering a 
telephone listening ear service. C.A.W. continues to support the Sappho Steering 
Group 

May 2003 
First meeting of the Partners and Families of Transgendered People Group. 

May 2003 
Open Day for Women held at the Sandyford. Approximately 170 women attend. 
Report pending. 

June 2003 
Launch of the new Gender Identity Clinic patient leaflet, produced by the 
Transgendered Support Group . Celebration held to mark the success of the 
Transgendered People's Support Group. 29 people attend event. 

Planned/In progress: 
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O The new Sandyford Information Booklet currently at printers. Produced in 4 
languages: Urdu, Punjabi, Cantonese and English. Will be distributed July 
2003. 

o Interviewing users of Sandyford services to gain their views on the Sandyford 
Health Screen. 

O Interviewing users of the Feeling Good About Health Clinic for people with 
teaming difficulties to gain their views on the service. 

O Community participation process to infonn the review of the Sandyford 
peripheral clinics. 

o Staff training 'organised to cover 'deaf awareness,' 'multicultural awareness,' 
'customer care,' and 'gay, lesbian and bisexual awareness.' Training will be 
facilitated with the support of health promotion and the primary care trust 
multicultural health team. 

O Continuation of volunteer scheme - volunteers currently supporting with 
community participation work, group facilitation and development of reception 
area. 

0 First discussion group planned for June 2003 on the theme of menopause. 
This will be a women only event focussing on the clinical service, counselling, 
resources and any need for ongoing group support. This is planned as the 
first in an ongoing series of discussion groups. 
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