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Part 1: Introduction

The Highgate Centre Audio Diary Project is a collaboration between Healthwatch
Camden and service users from the Highgate Day Centre.

Healthwatch Camden is an independent organisation with a remit to make sure
that the views of local service users are heard and help to bring about service
improvements.

The Highgate Day Centre is a service for people with mental health needs in
Camden.

During 2015-16, the service underwent significant changes, partly as a
consequence of resource constraints and partly in response to changes in thinking
around appropriate models for service delivery. Before the changes, service users
described their service as a therapeutic mental health day care centre based on a
recovery-oriented programme. The changes aimed to reorganise the service in line
with what the service providers (the Trust and the Council) described as the
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orecovery model 6.

The most significant change proposed was the abolishment of the Associate

Membership, meaning those who had completed their programme as Core m embers

would no longer be able to retain access to the Centre for support or peer contact.

Other changes were also proposed. These included cuts to staffing levels, ending

the provision of the daily hot lunch prepared by a staffcook i n t he Centr eds
kitchen and making changes to the programme of groups and classes

Service users were distressed by the changes proposed and expressed their views
throughout the consultation process and at the Adult Health and Social Care
Scrutiny Committee . Camden Council (which commissions the Highgate Day Centre
service on behalf of Camden resident s) and the Camden and Islington NHS
Foundation Trust (the body that provides mental health services in Camden
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which Camden and Islington NHS Foundation Trust is guided see Camden and Islington NHS Foundation Trust,
Clinical Strategy 2018021, page 27, avalble at:http://www.candi.nhs.uk/aboutus/corporate

information/our-strategyand-objectives/clinicaktrategy A briefing published by The Kings Fund summarises
evidence around recent changes to models of provision in mental health services. See Mental Health Under
Pressure, The Kings Fund, November 2015 available at: https://www.kingsfund.org.uk/publications/mental
health-under-pressure



http://www.candi.nhs.uk/about-us/corporate-information/our-strategy-and-objectives/clinical-strategy
http://www.candi.nhs.uk/about-us/corporate-information/our-strategy-and-objectives/clinical-strategy

including The Highgate Day Centre) provided responses to their concerns, but the
service users said:

oWhat you say is happening does not reflect the reality for those of us who have
to liv e through these changes. @Highgate Centre service user, Health and Adult
Social Care Scrutiny Committee Meeting, September 2015)

The aim of the project

Healthwatch Camden offered to work with the service users att he Highgate Centre

to co-design a research project that would seek to capture, in real time, their

lived experiences of the service changes at the Centre. Qualitative evidence from

lived experience is often neglected in favour of quantitative evidence leav ing an
oevidence gap6 around what service changes r
lives. We wanted to challenge the tendency to write off ind ividual experience as

anecdotal by gathering and analysing personal testimony systematically.

We also wanted to understand how the lived experience of the service changes
evolved over an extended period, starting at the time of imposition of the service
changes and continuing beyond the time when the process was e xpected to have
been concluded. All partici pants knew this study would not have any direct impact
on plans for t he Highgate Centre. Nor did the project seek to assess the relative
merits of different models of service delivery : the aim was to learn from this
experience to help inform approaches to service change elsewhere in the future.

BOX 1: Membership of the Highgate Day Centre
Prior to the changes, service users were either:

Core Membersdservice users who were entitled to access a full range of services
for up to two years;

Associate Mambers dservice users who had completed a 2 year programme of
support but were entitled to continue indefinitely as Associates of the Centre,
accessing a small number of services and retaining contact with pe ers through
the Centre. There were over 80 Associate members at the time this project
began;

Membersin transition - service users who were progressing towards a situation
where they would be expected to reduce their use of services provided by the
Centre and convert to an Associate m embership.




Method

B even service users volunteered toverthecord r
course of the changes at t he Highgate Centre. These eleven were broadly
representative of the total body of service users, included men and women, older
and younger people and were from a range of ethnic groups including black and
minority groups. The group included Core members, Associate members and
members in transition . (See Box 1 for explanation of membership of t he Highgate
Centre.) The project p articipants wer e not drawn just from among those who were
actively lobbying against the changes at the Centre. The invitation to participate
was addressed to all service users. Anyone interested was invited to attend a
meeting to discuss the project.

Once a group of participants had been identified, a meeting was held at which
ideas were sought about how best to design the project and agreement reached on
objectives, me thods and practical arrangements . In line with good practice, formal
consent was sought and given by all participants and information packs provided.

Each participant was issued with a handheld digital recording device on which to
record their diary on a weekly basis. The diary recordings were to answer three
specific questions about the changes to the ment al health services they were using
at t he Highgate Centre.

The questions were as follows:

As a result of the changes in services at t
How has your week been different?

What external activities, or alternative support, if any, have you had this week?

How are you feeling this week about the changes to your services?

Before starting on their weekly reporting,
i nt er tiprewd® a baseline.

The weekly diaries were then submitted on a weekly basis, transcribed into text ,
anonymised, coded and charted.



We chose Framework Analysis as the appropriate methodology for the collation and
analysis of the audio diary data .?

Using Framework Analysis the gathered data were sifted, charted and sorted in
accordance with key issues and themes.

Framework analysis was considered the appropriate methodology for the following
reasons:

Alt is grounded or generative: it is heavily based in, and driven by, the original
accounts and observations of the people it is about.

Altis dynamic: it is open to change, addition and amendment throughout the
analytical process.

Alt is systematic: allowing methodological treatment of all similar units of
analysis.

Altis comprehensive: allowin g a full rather than partial or selective review of the
material collected.

At enables easy retrieval: allowing access to, and retrieval of, the original textual
material

At allows within -case and between-case analysis: it enables comparisons
between, and associations within, cases to be made.

It is important to note that framework analysis counts numbers of comments, not
the numbers of individual people making the comme nts. A large number of
comments made by a single research participant will therefore be reflected in the
data.

Of the eleven participants, one did not submit a diary, one submitted diaries for
only the first two weeks. Nine continued to submit weekly diaries through the full
30 week period. These nine were comprised of four Associate members and five
Core members of whom two were members in transition.

Over the 30 weeks of reporting we gathered a large data set.

2 For an explanation of Framework Analysis see:

Ritchie, J. & Spencer, L. 1994. Qualitative data analysis for applied policy research" by Jane Ritchie
and Liz Spencer in A.Bryman and R. G. Burgess
194.

Srivagava, A. & Thomson, S. B. (2009).Framework Analysis: A Qualitative Methodology for Applied
Policy Research, JOAAG Vol. 4. No. 2

[ eds.
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Project progress was reviewed in meetings with the group of participants at
regular intervals and participants were con sulted over decisions around release of
interim findings and other matters concerning the progress of the work.

In addition to co -designing the research with the mental health service users who
were the research subjects , we also wanted to integrate lived experience
expertise in our team of researchers. Healthwatch Camden therefore contracted
two service user consultants with lived experience of mental health issue sto help
design and conduct the framework analysis and to provide guidance.

Proposedchanges to the Highgate Centre were under discussion for an extended
period through 2015. The changes were scheduled to come into effect at the end
of November/December 2015. The timeframe for the study was designed to begin
before the changes came into e ffect and to continue well beyond the expected
transitional period. Entry interviews were conducted in early November. First

diary entries were in the week of 30 ™ November 2015. The final diary entries were
in the week of 20 ™" June 2016 30 weeks later.



Part 2 : Findings and Discussion

A. BEFORE THE CHANGES

The Highgate Day Centre, situated on Highgate Road, London, NW5,is a
community based day service for adult residents in Camden. The Centre offered a
therapeutically informed programme of activities and structured access to a key
worker for people with mental health needs , each of whom had an individual care
plan.

Prior to the changes, service users were either Core members (who were entitled
to access a full range of services for up to two years ) or Associate members (who
had completed a 2 year programme of support but were entitled to  continue
indefinitely as Associates of the Centre, accessng some core services and retaining
contact with peers through the Centre should they need or wish to do so). At any
one time there would also be members who were progressing towards a situation
where they would be expected to reduce their use of services provided by the
Centre and convert to an Associate membership. For the purposes of this study, we
called this group Transitional m embers.

Specific changes announced were that the Associate Membership $heme would

end. In future, members who had completed their time -limited programme at the

Centre would not be offered the opportunity of indefinite affiliationto  the Centre.

Current Associate members would see an end to any specialist support from the

Centre in November/December 2015 and would be encouraged instead to access

alternative support through networks and acti vities available in the community.

For Core members, the Centre wou Id remain open and would continue to provide a

range of services with some changes to the programme and to staffing. In

particular, the staff cook would not be retained meaning there would  no longer be

a cooked meal provided at | unchtime from the

The changes proposed by the Camden and IslingtonNHSFoundation Trust (the

Trust) and Camden Council(the Council) were described as a transition to a

orecovery model 6 of service delivery which a
services. A secondstated aim was to release resources from the Associate

programme to make the service available to greater numbers of new members.

The changes were also intended to save costs at a time of significant budget

constraints.

We began by conducting in-depth one to one interview s with each project
participant to establish some baseline information about their experience of the
Centre and their expectations about the changes to come . This would enable us to
track the changes for people over the seven months during which the reforms
would be implemented and during which the y would be completing audio diaries.



During these interviews the participants expressed an overwhelmingly positive
response to questions about the value they placed on the service provided by the
Centre. There was a very high degree of satisfaction with the service among all
three groups: Core; Transitional; and Assocate members. SeeChart 1 below.

1. Value of Highgate Centre to service users before changes
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In particu lar, the diary comments show that participants valued the service

because it theramutcaandunitg 6o whi ch of fered peer
valued the programme that was therapeutically informed and oriented towards

supporting users to live a meaningful life.

OoHere you might have 80 people all with mental health problems looking pretty

nor mal . 0

ootds the peer support hereé. You know the

similarothingsée

ol used to be alone at home. | used to end up in A&E, emergency services,

psychiatric wards and that hasndét happened

Centre. o6

Such a high level of satisfaction indicates that any changes to the se rvice were
likely to be resisted . All participants expressed concerns about the forthcoming
changesii a point to which this report will return. Nevertheless, during the

interviews some people expressed some positive views about some of the proposed

changes This demonstrates that the particip ants did not begin the process from

an entrenched position that was i mplacably opposed to change.
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B. THE CHANGES

i) IMPACT OF SERVICE CHANGE ON OVERALL WELLBEING

Service users were told: The new model/change to the service will be
better for your wellbeing

What did service users experience?

Service users at the Centre were told that the changes were not being driven only

by the need to cut costs (although the financial challenges facing the Council due

to central government funding cuts were openl y acknowledged). The Trust

explained that the changes were informed by new thinking around the beneficial

outcomest hat coul d be expectoedde |Ifor oonf as eorrveiccoev edreys

ment al heal th service us eimentionwahteyromoter e t ol d
recovery rather than to have a large number of people dependent on The Highgate
Centre6 ( Mi nutes, Scrutiny Committee,embéeal th an

2015) and that the objective was an overall and long term improvement in their
mental healt h and wellbeing.

Overall our research finds evidence of negative impact of the changes at the
Centre on the mental health and wellbeing of all th e audio diary project
participants .



2.Negative feelings about the changes

No negative feelings reported
General negative feelings
Impact of previous losses

Lack of empathy

Feeling aburden

Sense of powerlessness
Dissillusionment/hopelessness
Anxiety/insecurity
Anger/frustation

Low mood/depression
Confusion/uncertainty

Core

Transits
[ Associates

Sense of loss/isolation

(@]

10 20 30 40 50 60

Number of comments over 30 weeks

Chart 2 shows the range of negative feelings reported by participants over the
total 30 weeks of the audio diary project. These data speak to the overall impact
of the changes on the mental health and wellbeing of the se members. Anxiety,
uncertainty, depression, isolation and sense of loss all feature strongly. In some
weeks, a small number of participants did not make any negative comments about
the changes. Not surprisingly, the highest number of comments about negative
feelings are recorded by associate members who were experiencing the total loss
of their service. However, there are also high numbers of negative feelings
recorded by transitional and core members. Given that these data relate to mental
health service users, such high reporting of negative mental health is of serious
concern.
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oo think the i mportance of [l oss of member sh
amazing how much this means to me, even thou
the Centre for many years. 0

0The language of recovery is being used to cover up the re -designing of something
that is going to hurtus . 0

ol was |l ooking at getting a job. I was doing
undone. 0

o0l was |l ooking at the prospect of building ¢
thatds no | onger a certainty. ltdés the secur
gone. 0

0l got sent home early from work on Saturday
have any firm base to start from anymore. o

dve been drinking miendseaétkeéentraals it wouldhaves i ng fr
en great to somewhere to go and talk about

3. Positive feelings about the changes

Feeling more settled [

o O
o —

Increased clarity/certainty [

Maintained contact with support |

Maintained social/peer contacts [

[
Totals:
External events/reasons [l Associates,
Transits
and Core
Diary/Healthwatch combined

(0] 5 10 15 20 25 30

Number of comments over 30 weeks

Chart 3 shows the range of positive feelings reported. Although it is clear that the
total number of reports of positive feelings (22 in total over 30 weeks) are  vastly
outnumbered by the number of reports of negative feelings (393 in total over 30
weeks) we can nevertheless see that there was some adjustment to the changes . A
few reports (which were later in the diary timeframe) show participants feeling
more settled and less confused. A further data set ( Chart 4.3 see Appendix A,
page 42) records a total of 10 reports of partial acceptance of the changes.

11



However, all these comments were made by a small minority of participants.  This
tells us that the belief of the Trust and Council that service users at the Highgate
Centre would be able to reduce their dependency on the service may have been
justified but we find this in only in a very small number of cases. Also of note here
is that participation in the Healthwatch Camden Audio Diary Project accounts for
the largest single cause for positive feelings f showing that this may h ave served
as a support mechanism during the period of change .

0Ol dve probably been begi nni nggitedbutmi ss Hi ghg
a

hopefully it will get better in the weeks h

0l dve managed to get on with doing things an

o0ltds been okay really. My ment al heal th has
that if there were something you needed support with,  that support is no longer
there. o

oOMaybe 10611 be abl e to f &mayhbha nlg swdméctk. t@ngleyt
will teldl 3

0}
4. Risks arising from service changes

Riskofselfharm e
Staff safety risks [l
Feelingunsafe
Worse mental health - |

Suiciderisk

@ 5 10 15 20 25 30

Number of comments

Chart 4 tells us what risks the participants reported as a result of the changes to
the service. The very hig h number of comments about suicide (27 in total) give
cause for very serious concern. We know from the diary entries that these risks
were not only perceived but real. Over the 30 week period of reporting, the diaries
indicate that there were suicide attempts by at le ast three of the nine audio diary
project participants. We also know from the diaries that t hree participants we re
admitted to a Crisis Centre and one participant was admitted to a mental health
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hospital ward. As well as these admissions, other participant s also called on the
Crisis Team over the period of 30 weeks. Itis possible that there were critical
incidents which were not reported in the diary entries, meaning that these could
be underestimates.

Overall the majority of participants experienced a gr adual decline in their mental
health.

0l have urges to hurt myself and | just feel
ol felt a-hlaortmilnigk et hsiesl fweek. | feel quite de:
backtoself-har mi ng and risking my I|ife.5®o

ol t ook an Tohvuerrsddoasye. ol-harimeaddince fbefosedhe Ehanges

at the Centre]. o

0l mhonrn he cr iarsambulahce andrtie police came and | went to
hospital .o

0l had a rel @amgen iamdmyh adeltfo go to hospital t

0l 6m acttheel Icyriisn' s house.

0
0l dm not sl eeping well. My physical heal t h |
hearing and seeing things again. o

Ol t 8tsr awemat i sing. 0

5. Negative feelings: variation over time

30
25
20
15

10 — Week total

— Trendline
5

Number of comments
about negative feelings

0
0 5 10 15 20 25 30
30 November 2015 20 June 2016
Week number

Chart 5 explores how the reporting of negative feelings varied over the 30 weeks
of the audio diary project. Of interest here is that the total numbers of negative
comments, while remaining high throughout the process of change, did reduce
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slightly by the final w eek of reporting. Examples of specific comments from these
weeks shed some light on this and suggest that the decline in negativity
represented a sense of resignation among participants . Some had begun to come to
terms wi th the changes but others felt desp ondent.

oPeople are not getting used to but are ackn.
OoThinking about how this whole process has |
oWhat | need is to be mindful and just do so
ol think a lot of service users havejust gi ven up. 6

ol try to get as much out of the service as

Findings at a glance i impact of service change on overall wellbeing

1 The changes at the Centre caused a gradual decline in the mental health
and wellbeing of all the project participants

1 Both core and associate members experienced anxiety, uncertainty,
depression, isolation and sense of loss caused by the changes.

1 The assertion by the Trust and Council that people would be able to
reduce their dependency on the service holds true in only i n a small
minority of cases.

1 The very high number of reports of negative mental health inc luding
suicidal thoughts give cause for serious concern.

ii.) CONSULTATION and CHANGE MANAGEMENT

Service users were told:  We will consult and listen to you about how to
make the changes and the changes will be made in a planned way and
communicated to youéé

What did service users experience?

The Council and the Trust notified staff and service users at the Centre about their
intention to change the service. Several meetings were held at which the proposed
changes were explained and views sought. Meetings between the Council, the
Trust and the service users continued throughout the period of change. T he Adult
Health and Social Care Scrutiny Committee received deputations of Highgate
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Centre members on several occasons and called representative s of the Trust and
the Council to re spond at the meetings.

The project participants acknowledged that there was consultation about the
future options. Analysis of the audio diaries showsa high number of comments that
refer to meetings and discussions with either Centre staff, the Council or the
Trust. There were 38 references to talk about future support options although
many of these referred to being @BeeChadd r at he
2.7.1 in Appendix A, page 43). A common theme is that participants felt they were
consulted in theory but were not listened to and that communications from the
Council and the Trust were characterised by dishonesty and conflicting messages.
Comments recorded indicate that trust in the process and in the responsible
managers was lost at an early stage in th e process of change with the impact of
contact with senior managers and commissioners being recorded as overwhelmingly
negative. (See Chart 2.10 in Appendix A, page 43

0oThe trust sai d it was the counci l and the ¢

0 An a bralgionshig is when someone tells you they care for you while

hurting you. This is how the Trust and Counc
0There is a complete discord between our | iwv
explanation of the cuts and reduction of the

6. Impact of consultations about changes

Mixed [
Negative ——

Positive

O 10 20 30 40

Number of comments

Chart 6 showsthe impact of the discussionsand consultations about the changes.
It shows that participants were not all or always negative about the changes that
were planned. It is therefore reasonable to believe that there was potential for a
better outcome had the changes been better managed and service users properly
supported through the changes.
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7.Impact of consultations about changes: variation over time

3

2

Strength of negative
or positive feelings*
2

— Weekly average +/-

(0] 5 10 15 20 25 30

* For explanation of how these values Week number

are calculated, see Appendix B.

Chart 7 shows how responses to the consultations varied over time. The peaks and
troughs of positive and ne gative responses closely mirror Chart 9, presented
below, which traces the variation in response to the actual service changes over
time. This suggests that the expectations and disappointments emerging from the
consutation process and the overall mood of the participants were closely
interrel ated. The peaks of positive comments in February and in March can be
correlated with meetings of the Health and Adult Social Care Scrutiny Committee
at which m embers were given reassuring responses to their concerns. These are
each followed by dips in posi tive views as these reassurances appeared not to be
borne out in reality. One notably negative trough in early March coincides with a
consultation meeting held at the Centre at which confused messages were
communicated by the Council and the Trust.

It is important to note that the audio diary participants did not all attend the
consultation meetings or the meetings of the Adult Health and Social Care Scrutiny
Committee (although some participants were among those who attended). Yet the

data show that these meetings had an impact on all the participants i not just
those directly involved in the consultations.

o[ After making a deputation to the Health an
Commi ttee] | just spent the week in bed. o

0l heard about pheiocpse at scputing committeé. hat was very
good because these people seemed to convey to the political people how things
are. o

The very significant imp act that the dialogue with the Council and the T rust
appears to have had on the mood of the particip ants demonstrates the power of
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consultation to be negative or positive and the importance of taking it seriously ,
being transparent, avoiding confused messages and meaning what is said.

0oTheredve been | oads of emails coming throug
partici pati onéé. . but I 6m actually thinking nor
I think these meetings just cause so much frr

8.Impact of service changes on different groups of members

Frustration

Low mood/depression
Increased anxiety
Reduced motivation
Loss of hope
Confusion/uncertainty
Core

Transits
B Associates

Allimpacts - combined totals

[©]
(§]

10 15 20 25 30

Number of comments

Chart 8 shows what different impacts participants reported as a result of the
changes taking place at the Centre. These included confusion and uncertainty (by
far the greatest impact), low mood and depression and increased anxiety.
Importantly, the data show that these negative impacts were seen equally stro ngly
among all three groups of m embers, including among the Core members for whom
the service was not intended to change significantly. Considering that Transitional
members are a minority among the study participants, the number of reports of
negative impacts by this group is very high.

oDefinitelynslkeeuwholyearound Highgate is bein
better i f there is clarity.o
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9. Did views about the service changes vary over time?
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are calculated, see Appendix B.

What’s going on?
Some key events which may help explain variation in mood over time
Week 1: Audio diary reporting begins

Week 2: At meeting of the HASC scrutiny committee on 9th December, the Deputy Chief Executive of the
Trust announces that the understanding of the members that December 1st represents the date after which
Associates canno longer use the Centre is ‘a misunderstanding”. Instead he says there will be no cut-off date
for Associate membership.

Weeks 3-10: This is followed by ups and downs but an overall decline in average positivity/negativity over
the following weeks.

Week 7 (trough): Further announcements of staff cuts. The chef leaves the Centre.

Week 10 (trough): Service changes taking effect. Hot lunch is no longer provided. Media reports on inquest
into suicide of Highgate Centre service user.

Week 11 (peak): A HASC scrutiny committee meeting on 9th Feb correlates with a peak of positivity. At this
meeting the Deputy Chief Executive of the Trust announces that, contrary to what members have been told,
the kitchen at the Centre can be used to prepare hot food. Other reassurances are also given. Local media give
supportive coverage to service user concerns. There is a leaving party for a long term staff member. Service
users have the opportunity to speak to the Care Quality Commission as part of an inspection of the Trust.

Weeks 12-13 (decline): Members learn that, contrary to what had been said by the Trust at HASC, the kitchen
cannot be used to prepare hot food. A meeting at the Centre with the elected member for Adult Health and
Social Care and others is reported to have given conflicting messages about the future plans for the Centre.

Week 16 (trough): The long term Director of the Centre leaves at short notice as a consequence of the changes.

Week 18 (peak): At a HASC scrutiny committee meeting on 15th March, the Deputy Chief Executive of the Trust
announces that there will be a new drop-in service on Fridays for Associate members who will henceforth be
called ‘graduates”.

Weeks 20-22 (trough): Centre staff leave prompting a further drop in positivity.

Weeks 25-26 (trough): Participants receive a letter explaining that the new “graduate” drop-in service will be
ending. Artwork belonging to members is thrown out as part of the reorganisation of the Centre.
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Chart 9 charts the variation over time in the depth or strength of positive versus
negative views recorded about the changes to services at the Centre or new
services available through alternative s in the community. The text which
accompanies the chart describes events taking place contemporaneously with
peaks and troughs which might help account for them. The spikes of positivity and
negativity appear to ¢ oincide with specific contextual events such as attendance at
the Adult Health and Social Care Scrutiny Committee in Week 11 and departure of
the Director from the Centre in Week 16. However, the trend line over the 30
weeks of audio diaries charts an overall shift from positive to negative views
expressed by the participants about the things that were different compared to

the services they had previously accessed through the Centre.

Chart 10 draws on data from the baseline interviews to show t he concerns
recorded by participants at the onset of the change process. The horizontal axis
identifies al | the concerns raised about the changes proposed while the vertical

axis shows the number of comments recorded about each area of concern. W e can
see from this that participants were particularly worried that the changes at the
Centre would mean a loss of support, would have a psychological impact on them
and would involve a high degree of anxiety and uncertainty. Cross refere ncing this
chart with findi ngsfrom throughout the 30 week period of the audio diaries we see
that the participants proved very accurate in their predic tions of the challenges
that would be involved over the period of change . If members concerns had been
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