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Objective To combine insights from service users with long-term
conditions (LTCs) to assist the development of a community refer-
ral intervention designed to promote engagement and improve
access to health-relevant resources.

Background Social deprivation and reduced access to resources
have been causally linked with social isolation and the ability to
manage LTCs. Participation in meaningful activity has been asso-
ciated with positive health benefits, and strategies to promote
access to community activities have shown some potential to
improve outcomes for people with LTCs. This suggests the need
to develop an engagement and referral intervention in partnership
with service users and community groups as part of mainstream
self-care support.

Method A series of focus groups and interviews with members of
community groups in Greater Manchester designed as an iterative
and collaborative approach to elicit the role of personal and com-
munity networks that support long-term condition management
(LTCM) to develop a community referral tool.

Results Participants reported a broad range of resources relevant
to LTCM that often went beyond the usual concerns associated
with self-care. This helped to inform a tool (PLANS) to tailor
access to types of community-based resources which can support
LTCM.

Conclusions Understanding the everyday challenges of living with
a LTC highlighted the importance of connecting and engaging
with localized support for people. In response to this, we devel-
oped an intervention (PLANS) which tailors access to local
resources based on personal preferences, needs and acceptability to
encourage service users to engage with sustainable health choices.
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Introduction

Long-term conditions (LTCs) are the leading
cause of ill health and disability in the UK'?
and are disproportionately experienced by
socially deprived groups who suffer most from
reduced access to resources and social isola-
tion. Building on evidence that demonstrates
clear links between social isolation and chronic
illness,** this article outlines the development
of a strategy to identify need and promote
engagement of a tool to facilitate links to
health-relevant resources for people with
LTCs.

A focus for people with LTCs is self-care
support to increase capacity, confidence, effi-
cacy and improve knowledge and personal
skills of individuals.”® However, there is equiv-
ocal evidence regarding the outcomes of exist-
ing programmes for socially disadvantaged
groups,” '* begging the question of the extent
to which context and access to a broad range
of resources necessary for living life with a
LTC can be included within the remit of self-
care support. A pre-occupation with a focus on
individual behaviour change implies the merits
of a shift in emphasis to consider the role and
use of community and networks, which to date
has been unacknowledged.'* Developing strate-
gies of support for people with LTCs within
everyday settings which allow for social and
structural factors to be taken into account
potentially complements provision in primary
and secondary care.

Resources for self-care support: beyond
the individual

Social prescribing offers one model for utilizing
voluntary and community support by promot-
ing access to locally available health groups
(e.g. weight management, exercise).'”> This indi-
cates the possibilities of creative engagement
between primary care and non-traditional pro-
viders of health care (NTPs) as the basis for
attempts to develop dedicated tools.">'® Evi-
dence of patient outcomes from one study
reported a reduction in isolation, increased

confidence, improved access to non-stigmatized
support, improvement in the patient—clinician
consultation and reduced clinician workload."

Despite the potential that social prescribing
offers, it has had limited impact due to lack of
evidence, scepticism by clinicians, the complexi-
ties of establishing and sustaining a database
of local resources and the absence of a logical
process of referral of people to appropriate
local resources.'>!'®!® The latter suggests the
need for intervention development and empiri-
cal work to explore the barriers and enablers
to accessing support and to identify the types
of support people with LTCs most value. The
ethos of ensuring that support becomes a nor-
mal part of people’s day-to-day activities is rel-
evant for maximizing the likely uptake and
embeddedness of an intervention designed to
link people up with resources and net-
works.?*?! In this article, we describe the pro-
cess of identifying the meaning and role of the
community and voluntary sector for people
with LTCs, the development of an interven-
tion, and ways of working with people to
develop a strategy for linking people to local
support.

Patient and public involvement and
normalization process theory

That the development of complex interventions
should involve engagement with service users
has become increasingly normative’>*® with a
number of studies demonstrating the value of
incorporating the views of service users.”*2°
There is increasing evidence that involving lay
participants in intervention development has
the potential to bridge understanding between
the clinical and everyday experiences of people
with LTCs."” However, the practical means of
engagement are currently underdeveloped and
inconsistent, and the development processes
have been critiqued for being opaque, rarely
involving negotiation with lay members of the
public and removed from the everyday contexts
of peoples’ lives.!”

Moreover, patient as well as clinical inter-
ventions are liable to fail because they pay
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insufficient attention to the necessary condi-
tions of implementation at the development
stage of new interventions. Normalization Pro-
cess Theory is an implementation theory and
helps in providing awareness of the work
involved in embedding and sustaining practices
associated with an intervention, and thus opti-
mizing the chance of becoming normalized into
everyday settings.” Drawing on four con-
structs,” normalization process theory (NPT)
attempts to understand the uptake and embed-
ding of an intervention with reference to judg-
ing how a new tool is likely to impact on
interactions between people and practices; how
this relates to people’s existing knowledge rela-
tionships; the division of labour; and the orga-
nizational and other settings in which it is set.
In the arena of self-management support, the
interface between lay and clinical is of most
salience.'* We have used NPT to guide the
development of PLANS in a way in which
incremental changes could be made on the
bases of feedback at different stages from
patients, and with reference to the technologi-
cal, primary care and community settings, the
tool was orientated to operate within. Of par-
ticular, salience is patient normalization. That
is, to be an optimal candidate for normaliza-
tion, a new tool (such as the one proposed
here) should seek a “fit” with the actual or real-
izable set of roles within patients’ division of
labour and be capable of integration within
existing or realizable patterns of self-manage-
ment and service contact with professionals. It
follows from this that the advantage to patients
must be tangible and evident to their everyday
illness work and contact with services is crucial
to the evaluation of new interventions and
practices.

Thus, informed by NPT we outline the
development of a community referral tool
(PLANS) for people with LTCs in partnership
with lay members. We describe the develop-
ment of the tool using focus groups and inter-
views and illustrate how we tried to reflect the

*Interactional workability, relational integration, skill-set
workability and contextual integration.
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concerns and everyday
raised.

life support needs

Methods

Ethics approval for the study was granted by
the North West Greater Manchester Central
Ethics Committee (ref: 10/H1008/1). All partic-
ipants provided written informed consent at
the start of their involvement.

The methods used to develop and pilot the
PLANS tool as an interactive website involved
a two-stage process: obtaining initial grassroots
understanding about the use of localized sup-
port and then involving service users in the
subsequent piloting and evaluation.

Stage 1  Five focus Exploring the meaning
groups with and role of the community
established and voluntary sector for
community people with LTCs.
groups in Development of prototype
Greater PLANS
Manchester

Stage 2 Six participatory To refine and pilot an early
workshops prototype PLANS tool and
with a PPI gather feedback about

group of service
users with links
to the groups in
stage 1 Eight
interviews with
members of our
PPI group

practical implementation

Stage 1: exploring the meaning and role of the
community and voluntary sector for people
with LTCs

This stage was intended to gather a broad
range of perspectives on the meaning and role
of the community and voluntary sector for
people with LTCs. We recruited a convenience
sample of people from health-related support
groups and community centres offering a vari-
ety of activities, for example exercise, hobbies
and interests. These groups were selected on
the basis that they had local memberships and
provided activities or services which were
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Table 1. Demographics of participants in the stage 1 and 2 focus groups

ID Type Number Gender Ethnicity
Stage 1 focus groups 1 Cardiac support group 5 All male All white
2 Diabetes support group 8 Mixed All white
3 Sugar group 6 All female (@ women’s group) All Afro Caribbean
4 Good Neighbours group 10 Mainly female (one male) Mixed
5 Community centre group 5 All male All white
Stage 2 focus groups 6 Mixed from stage 1 6 Mixed Mixed

relevant to health or well-being and were in
areas of high deprivation. We purposefully
selected members from these groups to repre-
sent a range of conditions, ethnicity, gender
and age.

Three researchers conducted each focus
group, and the sessions were held in the
groups’ usual setting (See Table 1 for partici-
pant demographic characteristics). To prompt
discussions, we used an amalgam of personal
narratives of people living with a long-term
condition with opportunities for participants to
comment on other’s experiences and then inter-
ject with their personal thoughts and experi-
ences.””?® These groups were audio-recorded
and lasted between 1 and 2 h.

Stage 2: developing, refining and piloting the
PLANS tool

To test the acceptability and usability of the
tool, we conducted six participatory workshops
with members of our Patient and public involve-
ment (PPI) group recruited from stage 1 (these
were not audio-recorded, but comprehensive
field notes were taken by a researcher). We then
conducted eight interviews with people with
LTCs recruited from existing contacts, who had
agreed to participate in our PPI work to refine
the intervention and provide feedback about
practical implementation (details of the PLANS
tool are described in the analysis section, stage 2
and a final version can be found in Table 3).
This stage included a related resource called CO-
NECTS (Community and Networks for Condi-
tion Support), which is a series of short films
about the experiences of two people with vascu-
lar disease and the difficulties they have manag-
ing their health and who have tried taking part

Table 2. Demographics of participants of stage 2 interviews

Person ID Sex Age Ethnicity Location

P1 M 70’s White Oldham

P2 F 70’s White Oldham

P3 M 50’s White Oldham

P4 F 70’s White Oldham

P5 M 50’s White Bolton

P6 M 50’s White Bolton

P7 M 70’s White Levenshulme
P8 M 50’s White Levenshulme

in community activities (specifically walking and
slimming groups). These films were shown to
participants in the focus groups to encourage
reflections on their experiences of engaging in
social and community activities. These sessions
lasted around 2 h.

For the qualitative interviews, we used a
‘think aloud” method that focuses on respon-
dents verbalizing their thoughts and decision
making during a task.” This method was used
as a way to conduct a detailed exploration of
the way participants understood and responded
to PLANS and to better understand how the
intervention might improve awareness of local
support and participation in activities that have
health benefits. The ‘think aloud’ interviews
were followed by semi-structured interviews
allowing reflection about the process and the
influence of PLANS on how people feel about
accessing local groups and support (See
Table 2 for participant demographic).>**' The
interviews generally lasted between 30 and
45 min and were audio-recorded.

Analysis

All authors contributed to three rounds of anal-
ysis and discussions where a consensus was
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reached on key topics. Each author read at least
two transcripts with associated field notes and
listened to two audio recordings of the focus
groups and interviews. All authors contributed
to analysis discussions where a coding scheme
was developed and refined. The focus groups
and interview data were coded thematically** by
CB and PJ and discussed with the research team
at analysis meetings. Themes were identified
whilst allowing the stories and the context in
which they occur to be examined and category
consensus reached, leading to the emergence of
several themes related to the concept of
PLANS.* For the analysis of the focus groups
in stage 1, themes were developed into categories
for the PLANS tool and reviewed by the
research team. Analysis of the focus group and
interviews in stage 2 provided further insights
into the themes and categories developed in
stage 1. Thematic analysis was conducted by CB
and PJ, and discussions with the research team
informed a further important theme (mobility).
This process was conducted until category satu-
ration was reached. CB and PJ used the coding
framework to analyse the qualitative interviews
to evaluate and refine the PLANS tool.

Stage 1. findings from community focus groups
Topics raised in the focus groups gave some
insight into the complementary and alternative
functions of community groups with regard to
self-care, the meaning and the role of the com-
munity and voluntary sector for people with
LTCs, and the types of support people with
LTCs found valuable and how they can be
found within the local community. Thematic
analysis identified three principal themes: isola-
tion, safety and linking to support; the group’s
power to normalize the problems of chronic ill-
ness; reciprocal communities, namely groups as
a forum for exchange of emotional and practical
support. The following section explores these
themes with the aim of highlighting the role of
community and voluntary groups in supporting
people with LTCs to manage their health.

Isolation, safety and linking to support. All par-
ticipants felt that the groups they attended
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played an important social function in their
lives, as many had reduced social contact due
to retirement, limited mobility, finances or
because they had lost their partner/spouse. It
emerged that loneliness and isolation was for
many the most difficult part of getting older or
coping with poor health, and attending their
group was a rare opportunity for social con-
tact. For example,

I came here because I retired in 2008, it was
wonderful for the first few weeks, I didn’t have
to get up in the morning, I could lie in. But as
time goes on you start to get bored - depression
sets in - so [ said I've got to get out of this rut.
So I went to my doctor and he says ‘go and join
(this group)’ and things like that, which I've
found very very helpful. (Male, 70s, 4)

The groups were described as a ‘safe place’
where members could share meals with others
or engage in social interaction, but also served
other functions that were initially less recog-
nized by participants. For example, some par-
ticipants who lived alone told how their group
provided security, for example if they were
absent from the usual events, then someone
would contact them to ask how they were.
Groups also provided an access point to a
range of everyday support such as transport,
home help or advice about benefit entitlement.
Awareness of these resources was generally lim-
ited to links through the groups. The only
other alternative was the GP who was not
regarded as appropriate to perform this func-
tion. Linkage to these resources through the
groups was described as a lifeline to help which
otherwise participants struggled to know how
to access. Because these types of support were
for seemingly trivial things such as odd jobs
around the house, participants were unlikely
to actively seek help. However, in the context
of the group, these concerns were more
easily shared with others who had similar
experiences.

The group’s power to normalize the problems of
chronic illness. The groups provided opportuni-
ties to participate in a variety of activities that
had more direct links to health such as exercise

© 2013 The Authors. Health Expectations published by John Wiley & Sons Ltd. Health Expectations, 16, pp.e48-e59
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groups, but significantly these were talked
about as part of a variety of social activities on
offer. For example:

We came to do paintings first and er, it devel-
oped into all sorts of things, all different kind of
paintings and er, and then we, we, we come up
to the exercise class, and er, one of the main rea-
sons is you’re meeting with other people; you're
not getting bored, and er, well it’s so kind in this
place and they help you as much as they can.
(Female 70s, 4)

The exercise classes appeared to be tailored
to suit the range of mobility restrictions of the
group and importantly they seemed situated
within a familiar and comfortable environment
where participants were doing enjoyable, every-
day things. Hence, familiarity with the sur-
roundings and the other people involved
appeared to create an encouraging atmosphere
for participants to take part in exercise. Simi-
larly, all the groups gave participants a chance
to discuss topics related to lifestyle and health
with other people in similar circumstances in a
relaxed and supportive atmosphere where they
could share tips or vent frustrations. The rhet-
oric of these forums was occasionally defiant
of clinical guidance which some felt was at
odds with meeting everyday life challenges.
This seemed to be an important process
towards achieving a personally acceptable
long-term condition management (LTCM) plan
and links with the overall notion of community
groups as a form of self-care support which is
not available through formal or usual chan-
nels.

Reciprocal communities. Furthermore, giving a
sense of purpose to the day and having some-
thing to look forward to attending the groups
offered members an opportunity to play a val-
ued social role. For example, one participant
said,

I do all the minor repairs in the church...I enjoy
it, working for people, helping people... (Male
80s, 5)

Members undertook tasks for the group
such as delivering newspapers, preparing food

or helping with form filling. Participants in
the focus groups were very keen to stress their
active involvement in what they described as a
‘community’. Feeling valued and doing things
for others appeared to be at least as impor-
tant to members as receiving support. This
contrasts sharply with the type of formal self-
care support available that generally requires
an individual focus and passive acceptance of
clinical and lifestyle advice. The groups
seemed to provide an informal setting in
which member had the chance to access a
range of social or practical resources which
was reciprocated by the members. This active
engagement with the group was a significant
motivating factor for many of the members to
be positive about themselves, their lives and
their health.

Stage 2. developing and piloting PLANS:

Findings from participatory workshops

Drawing on these findings and the literature,

the focus group analysis informed the develop-

ment of a tool designed to improve awareness
of existing local resources and make clear links
to local support based on the criteria of
expressed ‘need’ and ‘acceptability’, which we
call PLANS. The idea of PLANS is to reflect
the everyday needs and concerns of people
who live with a LTC and consolidate up-to-
date information about health-relevant local
resources into one website. The website con-
tains a self-assessment questionnaire, which is

completed by users who are provided with a

tailored set of options based on personal pref-

erence. The types of support people with LTCs
benefit from as derived from the focus groups
included the following:

1. Opportunities for meaningful and enjoyable
things: well-being.

2. Access to personally relevant information
about health problems: health education.

3. Help with everyday practical problems and
access to a range of local services to support
independent living: practical support.

4. Access to locally available and affordable
activities to help with exercise and healthy
eating: diet and exercise.

© 2013 The Authors. Health Expectations published by John Wiley & Sons Ltd. Health Expectations, 16, pp.e48-e59
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We then conducted an internet search for
these types of support in an area of Greater
Manchester (where we intended to conduct
further workshop groups) to (i) ascertain
active local groups (ii) inform the development
of a typology of groups, services and support
and (iil) create a website and database with
tailored links to local groups, services and
support. We used the following search terms
together with ‘Oldham, Greater Manchester’
(Box 1):

Box 1 PLANS categories and search terms

Categories Search terms

Well-being Social activities; hobbies; counselling

Health education Diabetes; kidney disease; heart
disease

Practical support Home support; independent living

Diet Weight management; healthy eating

Exercise Gym; keep fit; leisure centres

We developed a short questionnaire measur-
ing (i) Need, for example what health-related
problems are reported by users and (i) Accept-
ability, for example what solutions are locally
available that match with things people like and
can do. We adapted the questions from closely
matched items in the Health Education Impact
Questionnaire (heiQ) to encapsulate the key con-
cepts and themes from our focus group find-
ings.** We chose the heiQ as an exemplar
because its development took a similar grass-
roots approach. Development of the heiQ
involved extensive work with patients and other
stakeholders to target crucial outcomes of
patient education programs for people with
chronic disecase. We then added Likert-style
scales so that if the user chose either ‘disagree’
or strongly disagree’, then they were directed
towards the corresponding category option
(Table 3).

The prototype PLANS website consisted of
two stages of questions, the first stage mea-
suring ‘need” and the second ‘acceptability’.
Once completed, users arrive at a set of

esy4 Patient-Led Assessment for Network Support, C Blickem et al.

results of groups/services including contact
details, descriptions of activities and services
which might be relevant and acceptable to
them based on their answers to the question-
naire.

Piloting the PLANS tool

Participants in the workshops were keen crit-
ics of the types of self-care support available
for people with LTCs and at times discus-
sions tended to fixate on problems with medi-
cation and frustrations about encounters with
medical professionals. There was general sup-
port for the PLANS tool, and by the end of
the sessions, participants had each completed
a questionnaire, and some members had even
made independent enquiries about the groups
in their PLANS results. These sessions
appeared to encourage participants to con-
sider the PLANS options because they offered
space to reflect on barriers and facilitators to
trying new things. The workshops provided
further insights into the types of support peo-
ple with LTCs value and some of the every-
day barriers to accessing appropriate support.
Analysis of notes from these workshops pro-
duced three key themes in relation to utilizing
community resources for LTCM: previous
experiences of groups; mobility; and existing
relationships.

Previous experiences of groups

Discussions became quite animated when par-
ticipants talked about groups they had previ-
ously participated in. Some felt nervous about
the idea of joining new groups, and others were
reluctant to entertain the idea because of previ-
ous negative experiences of groups and domi-
nant personalities or cliques. This is where the
notion of prescribing activities for individuals
became awkward as participants were initially
resistant to the idea of being directed to attend
a group. However, having an opportunity to
vent some of their irritations about past experi-
ences or anxieties seemed to clear the air and
support engagement with their PLANS results.

© 2013 The Authors. Health Expectations published by John Wiley & Sons Ltd. Health Expectations, 16, pp.e48-e59



e55

Patient-Led Assessment for Network Support, C Blickem et al.

100pIno

pue Supjjep sdnois

1equWOd pue Sle |ellep

sa}IAIoR 100d SulWWIMSG

$asse)d

9S12J9Xd pue SSaul4
swAS pue yodsg

sdnoig Suijesa/Suood

Ayyeay sdnois
juswaseuew W3IOM

SIIINIBS

1oddns awoH SadlAIBS

3ujuies) pue uonednpl

S92IAI9S 9)1dsal

Jnpe pue aied Aeq

S92IM9S Sulpualyag

9ai8es|q  9948esiq 10 9948y JoylaN 9948y 9348y AjSuons
951219x%9 3ulop

junuoddo ay3 yum Addey we |

9a18esiq AjSuonis

pue Supyjjem ajdwexa 10} ‘9AI9E 3q 0} dARY | S

9a.i8es|q 10
9ai8esig AiSuolys  dauSesiq 9248y JoyuaN 9218y 9948y A|Suons
1a1p Aw 03 pajejas s8uiyy pue Supjood ‘Suiddoys yim j1am Asaa Suidod we |

9ali8esiq 10

Ayaipoe eaisAyd

ul ajedpiyed pue 1y

daay 03 sayunyoddo

apinoid jeyy saniAie
pue s$321AI3s ‘sdnolg

Sunes

Ayyeay pue 3a1p 10}

9oueping pue poddns

13}J0 JBY) SR
pue sad1AI3s ‘sdnolg

1oddns
Jeanoeld Aephiana

(200t du10gsQ)

inoineysq

pajalip-yiesH
DI8H 9s1219x3

(£00Z dul0gsQ)

inoiAeyasq

pa1dalIp-yl|edy
DIsH 1810

(200t du10qsQ)
poddns pue

sdnoi8 9a.8esiq AiSuolys  dauSesiq 9248y JoyuaN 9218y 9948y A|Suons 13440 JBY) S3N}IAINE uoljeiSajul |eos poddns
9dIApe pue AoeI0ApY aw poddns pue djay ued oym ajdoad Auew yim 3oe3UOD Ul WE | pue sadiAI9s ‘sdnoig DI9H eandeld
poddns pue asueping (200 aui0qgsQ)
yneay 9a18esiq 10 ‘9dIApE paje|al-yjeay ySisul pue
InoA jnoge uojjeanpy 9ai8esig AiSuolys  dauSesiq 9218y JoyuaN 9218y 9948y A|Suoss 13440 JRY) S3NIAINE Sunoyuow uoleanpa
sdnois Sunjes Ayjesy uol3Ipuod Aw Inoge 30] B Mouy| | 1394 | pue sad1AI3s ‘sdnoln 119S DIsH yieaH
‘941 AepAiana
Supue)jeq pue swajqold (uoddng
(A1089382 S1DANOD yjeay wial-Suo] yum uol}Ipuo) 1oy
9y} 0} pajdallp SI 1asn 9ai8e 10 2318k A|SU0NIS, §I 0S PISIanal S| 3)edIS) SujSeuew jo saduanadxs S3HIOMIaN pue
2a18esig A|Suosls  9auSesig  9auSesiq 40 9248y JayllaN 948y 9au8y AjSuolls sJuaned jo swiy (Rew) Aunwwo))
92In0Sal auluQO SW J0J JNDUYIP 31 Supew S| ssau))l Aw eyl puy | }0ys Jo 921n0Sal aujuQ uojjesijewioN S1DINOD
suondo (@33N uonsanb SNy1d  Anaide/dnois jo uondidsaq uoliuyap way| uoddns
3UIM0]|04 B} WOIy 3S00YD Jo A1o8a1e)
ALIT18Y1d3DDV

$91108912IqNS SNY1d

1003 SNY1d @Y} JO UOISIaA |euld °€ 3)qel

© 2013 The Authors. Health Expectations published by John Wiley & Sons Ltd. Health Expectations, 16, pp.e48-e59



e56 Patient-Led Assessment for Network Support, C Blickem et al.

o
c 9 n
R Mobility
w e nh ok oL
= v = .23 2> . . .
o0 3 5 53858 One of the major barriers to accessing local
= ) c w2 .
w 3 w & 22E2 5 resources was mobility or lack thereof. Most
Q = S o0 Qv > - . .

S £ g ® 5 o &= 2 participants did not have their own transport
B = v T 5 . . .
% Eg zg®3 £2 > and so relied on public transport or family

8= © 5 o © = . . ..
EERE o 2 é % 8w é members if available. All of the participants
= w0 > © L L = .
24 25|Eews 23k lamented the expense of public transport and
== <o E w20 . . .
3 55|35 & bus services unsuitable for people with
o o restricted mobility. For many, this was a funda-
[ [
o & mental barrier to being actively involved in
(%] (2]
& = i things they enjoyed. It was also noted that
s = deprived communities will likely have fewer
o o o
% & & community resources and so access beyond the
5 o ° immediate area is important for those wanting
wn o o . . « e
g ® & to engage in community activities. Therefore,
= 2] = . ey eqe
8 B a from a PLANS perspective, accessibility, trans-
] port and resources should be addressed by
1%
2 creating direct links to practical support.
c
L
© o
= & .. . .
2 ?,J g ?ﬂ 8 Existing relationships
© on — bn .
&8 <T§ E<Tg It became clear that awareness and informa-
2 2o 220 . . .
s 5 -t tion concerning community groups and
£ = g = resources are sporadic and that accessing
= 8
— o . . . . .
a“l5 8 o O resources relies on existing relationships or
w = on T o . c- . o .
218 < T < links within the community. Participants often
=
S g 3 2y found out about other groups or resources
2 = > . . .
sl g <2 8 from their friends and family or from other
& > o= . ..
2 23w ) groups they attended, exacerbating the divide
< E S O € 9 . .
2l =°z € = with the isolated.
- _ Limitations and difficulties with transport
h=d — 2 o . .
2 £ So3no ) and access influenced engagement with com-
S S 2 o2t c o) . C .
T2 % SZESC 5 munity activities, and so, the category ‘mobil-
g c g wm.S = ES] K .
S|lo2se &=t §§§ @ ity was added to the PLANS website and
> v 8o S = - = =
5| 2ETS S0 =225| = database (Table 3). The PLANS approach
= Bl T L oo v o
g o v = .5 £ 95 -3 o - o . .
22258 92283 2 aims to make use of and create connections to
= I e agm ®E S . L.
S5|285c2 2.-.8£5s3| .8 community-based activities as a normal part
t O ® S L ESaooT o= K .
oo a §= of everyday life. Getting people to reflect on
2% barriers such as finding activities and anxiety
el
@ — o 5 .
c -5 5 £ E about meeting, new people was a valued exer-
S|l v 4,52 E 2 : :
212288 g o= cise during the workshops. Therefore, a fur-
¢ ‘v g oo~ = < . .
S|ef¥es sy EL ther category CONECTS (with links to the
o - T o - . .
- E|l3 "oz 3 S £ short films mentioned previously) was added
= T o Q35 . . . . .
E) el to the questionnaire and website with the aim
£ s 8 of encouraging reflection on the difficulties of
o S LT . e .
i > |z - £ E finding activities and attending groups. Ques-
@ 5|2 = <3 tions were then formulated to capture these
= s al 3 .
= Szl = Fa categories of support (Table 3).

© 2013 The Authors. Health Expectations published by John Wiley & Sons Ltd. Health Expectations, 16, pp.e48-e59



Patient-Led Assessment for Network Support, C Blickem et al.

Piloting the intervention using ‘think aloud’ and
qualitative interview techniques

Here, we summarize key findings from the
interviews with a summary of guidance to sup-
port the delivery of PLANS (Box 2):

Box 2 Findings from ‘think aloud’ interviews

Findings

Guidance for delivery of
PLANS

Participants found the
PLANS questions
understandable.

Too much information
about each option can be
off-putting. A short bullet-
point summary of each of
the resources is user-
friendly.

All participants felt that
their results were useful
andrelevant to them.
Some felt that a
conversation with a
support worker to discuss
the PLANS options would
be helpful, and a written
summary of the results
would encourage them to
take up some of the
activities.

During the interviews, it
seemed helpful for
participants to reflect on
things they did in the
past as these are the
activities they are
probably more likely to
try again.

Users can benefit from
reflecting on activities
they have performed
in the past to help
guide them towards
options they may find
acceptable.

Encourage users to think
about the potential
benefits of using a
resource and about
who is around them to
help with things they
want to do.

Highlight any problems
with cost, transport,
time or location and
try to guide users to
relevant PLANS
categories (e.g.
MOBILITY or practical
support) for possible
solutions.

Encourage users to
make a plan of action
if they have decided
they would like to try
an activity. Detail day,
time, transport and
who might go with
them.

Discussion

The conceptual focus of PLANS builds on the
notion that the needs of people with LTCs
cannot be adequately met through small

targeted interventions which are unrelated to
everyday life. The great majority of these self-
care resources would be professionally-led,
individually centred, and prioritize clinical
knowledge, formal narratives, adherence to
medical advice and action planning. Whilst the
value of this more traditional approach may be
the preferred choice of some people with LTCs,
we argue that parallel complementary health-
related resources need to be recognized as they
play an important role in LTCM and are rele-
vant to a broader group of people; particularly
those living in deprived areas who would bene-
fit from knowledge about what is locally avail-
able. Such an approach gives scope to align
LTCM with everyday life priorities and per-
sonal preferences. This allows for a better
understanding of the work of individuals and
their networks in building individual and col-
lective repertoires of health-relevant practices.
These repertoires could be nurtured through
engagement with a range of health-relevant
resources which might already be part of a per-
sonal community or be locally available. There-
fore, the key objective and outcome of our
approach in researching and producing the
PLANS tool has been to identify health-rele-
vant localized support and key parties and
resources that might be implicated in the access
and utilization of appropriate support.

Many participants in our study reported dif-
ficulties in staying active and involved in things
around them because of the isolating effects of
poor health and old age which is consistent
with the literature about the associations
between social deprivation, isolation and long-
term health problems."** Therefore, a tool to
increase social contact and promote commu-
nity support and engagement within deprived
populations has potential to address some of
these factors and hopefully reduce the impact
of social deprivation. The close engagement
with people with LTCs during the development
of PLANS helped inform a grassroots under-
standing of the range of health-relevant sup-
port which is valued and locally available.
Working sensitively with the concerns and
priorities of people living with LTCs has
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significant potential to improve the effective-
ness of health-care campaigns in general.

Our empirical work and pragmatic applica-
tion is grounded in and builds on established
evidence and theory. The short PLANS ques-
tionnaire is based on normalization process
theory by creating links to localized and per-
sonally relevant support for people with LTCs
so that it becomes a normal part of people’s
day-to-day activities’>?! and draws on work by
Osborne and colleagues.>* Our PPI approach
ensured we included pragmatic factors of key
importance to our target group such as mobil-
ity. Appreciation of the everyday non-clinical
challenges that people with LTCs face is a core
feature of the PLANS approach which aims to
normalize LTCM by weaving together health
and everyday life priorities so that LTCM sits
more easily amongst the things they value and
want to do with their lives. This approach has
potential to increase the likelihood that users
may utilize these resources because of their
location and their associations with everyday
life. Further financial benefits are possible by
reducing the duplication of public services by
the NHS and other state agencies.

The sustainability for PLANS would be
enhanced if websites and databases maintained
by organizations such as local councils, local
authorities and the voluntary sector are uti-
lized. In fact, one of the added values of
PLANS is in highlighting the health benefits of
locally available resources and the improved
accessibility and relevance PLANS offers to
these websites for people with LTCs. What is
more, PLANS could be used as a part of an
assessment of the availability and geographical
spread of health-relevant resources in specific
areas and could therefore also inform the com-
missioning process.

It must be acknowledged that the approach
we have developed here may have limitations,
and indeed, PLANS is likely to work better in
areas where the existing provision of suitable
resources and community groups is well devel-
oped. It also cannot be taken for granted that
existing groups will always welcome added
exposure or new members. Furthermore,
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PLANS could also be expected to perform bet-
ter if a part of a complex intervention aimed at
addressing different aspects of improving com-
munity engagement rather than when used on
its own. These limitations, however, only
emphasize the complexities involved in shifting
the emphasis in health provision away from a
focus on individuals towards social engage-
ment, well-being and network support.
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