














































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. 
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'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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