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1 Introduction 
This is an appendix to the final report for the Community mental health care planning (for adults with 
severe and enduring mental health illness).   
 
Five condition-specific focus groups were held during October 2020 to test the draft standard 
and gaps identified earlier with service users as well as health and care professionals from the 
NHS, social care and the third sector. In all 60 people were involved, representing a broad 
coalition of service users, clinical specialists, carers, social care professionals, peer support 
and link workers and other third sector professionals and volunteers. Because of the 
collaborative nature of care planning, we believed focus groups would provide an ideal forum 
for people with lived experience to share their views and perspectives alongside professionals. 
 
The five focus groups were organised around the needs of individuals with different diagnoses. 
They were entitled as follows:   
  
Focus Group 1: Psychosis, bipolar disorder and severe depression (8th October 2020). 
Focus Group 2: Personality disorders (13th October 2020) 
Focus Group 3: Severe eating disorders (15th October 2020) 
Focus Group 4: Mental health rehabilitation needs (20th October 2020) 
Focus Group 5: Co-existing conditions (including neurodevelopment and cognitive conditions 
– 22nd October 2020) 
 
2 Focus Group Thematic Analysis 
 

The following tables are analysis of the themes raised and discussed in the focus groups. They are 
arranged by theme (subheadings 2.1 – 2.8) and outline in which focus group session the theme/point 
was discussed.  

The resulting recommendation, following an internal review with the project team and leads is 
included under ‘Recommendation(s) column. 

Sections 2.4 and 2.7 are grouped with more granular subsections for improved clarity around the 
issues discussed.  
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2.1 Privacy/Consent 

Points raised Focus 
Group 

Recommendation(s) 

Consent and information sharing controls may 
need to be specific to certain pieces of 
information for example if VCSE need access to 
care plans, how much access to the shared care 
record do they need? People have different 
views on how they want to interact with the 
record and how and how much information they 
want to share particularly in mental health and 
the views on who they want to share information 
with may change over time  

 

1, 2, 4 

Also some mental health information such as life 
history (which may include trauma) could be 
highly sensitive and may only have been shared 
with the psychiatrist (not 
family/carer/employer/educational institution) – 
and should not be shared widely. This may be 
documented in formulation as a potential cause 
of the disorder, or in a separate section.  

Also true for a mental health diagnosis. Strict 
controls around mental health data required to 
maintain the privacy of the individual. 

 

For mental health disorders people need to be 
able to indicate who they want their information 
to be shared with.  

 

2, 3 

Consent is out of scope for this project but 
important to reference for implementation. 
Decision made to include a recommendation 
for further work needed in the final report. 
 
Also logged in the PRSB maintenance log to 
consider in future releases. 
 
Digital consent is to be handled as part of the 
Shared Decision Standard.  
 
Implementation of the standard should follow 
national guidance on consent to information 
sharing; local role-based access guidance and 
local data sharing agreements. 
 
Future work should: 

1. Check whether NHS England / NHS X 
work on IG / RBAC supports controls 
around sharing sensitive mental health 
information 

2. Needs to take into account patients 
sharing preferences and clinical views 

Advance choice legislation coming in 2023/2024 
and individuals will be able to indicate who they 
want their Advance Choice shared with. 

1, 2 ! Log for review and addition in next 
maintenance release at the PRSB 

! Keep linked with Jack Wadham NHS X  
! Add to maintenance log and consider 

incorporating into the CIS (Legal 
Information section) in due course. 

 

2.2 Who needs access to the care plans? 

Points raised Focus 
Group 

Recommendation 

Dentists may also need access –as they must 
know if someone is suffering from an eating 
disorder. This is particularly important for people 

3 Include in implementation guidance for the 
standard. 
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with bulimia.   May need an educational 
awareness programme for dentists. (Focus 
group 3) 
The individual themselves and their carer would 
need access to the care plan and possibly 
family. Families may need to know warning signs 
and what they can do to help to avoid a relapse.  

 

Digital care plan would be preferred (rather than 
paper) 

1 Need to enhance the care plan guidance to 
record family and carers roles in crisis 
management 

A crisis plan may need to be shared more widely 
than a care plan (with police, ambulance, A&E 
etc. 

1, 2 Include in implementation guidance for the 
standard. 

Care plans often get overwritten when someone 
moves.  

 

Also information about the implication of a 
diagnosis is not always shared when someone 
moves GP (focus group 1) 

1 Include in implementation guidance for the 
standard. 

Patient / service user and carer needs access to 
the information prior to the care planning process 
(Focus group 1 & 5) 

1, 5 Include in implementation guidance for the 
standard. 

Police may need access to crisis care plan 
(particularly for people with BPD avoiding 
detention under the MHA) 

1, 2 Include in implementation guidance for the 
standard. 

VCSE – housing providers not always invited to 
CPA meetings so may need access (Focus 
group 2) 

2 Include in implementation guidance for the 
standard. 

Recovery groups – drug and alcohol recovery 
groups are not often given access to care plans 
(Focus group 2) 

2, 3 Include in implementation guidance for the 
standard. 

Students services (university) and pastoral care 
(schools and colleges) should have access to 
the care plan This is especially important when 
transitioning from an inpatient setting back into 
the community (Focus group 3) 

 

3 Include in implementation guidance for the 
standard. 

Employer / occupational health may need to see 
the care plan  

4, 5 Include in implementation guidance for the 
standard. 

We have included pharmacists as those that 
would be involved in care planning and need to 

4 Include in implementation guidance for the 
standard. 
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see the care plan. May need to think about which 
pharmacist professional (chemist, GP based 
pharmacists, specialist pharmacists..) (Focus 
group 4) 

Peer support workers, housing providers, victim 
support officers, addiction services may also 
need access to the care plan. 

4 Include in implementation guidance for the 
standard. 

Families but not just relatives may be involved in 
care planning or need access to the care plan  

4 Include in implementation guidance for the 
standard. 

Physiotherapists would also need access to the 
care and support plan  

5 Include in implementation guidance for the 
standard. 

 

2.3 Who has professional responsibility for the care plan? 
 

Points raised Focus 
Group 

Recommendation(s) 

Who will be responsible for creating the holistic 
care plan with the individual if it covers mental 
health, physical health and social wellbeing?  

Not every mental health patient will have a care 
co-ordinator (if not part of the CPA). They may 
have a key worker but how is this recorded? 

1, 2, 4 Discuss with project leads.  

Result: This is covered by the following 
sections in the digital care and support plan 
model:  

1. ‘Person completing record’; 
2. ‘Responsibility for review’. 

It must also link to the ‘Professional contacts’ 
section of the shared care record (CIS) which 
includes the individual’s role. 

Include the importance of referencing the care 
coordinator and other key contacts (and how 
these are recorded) in the implementation 
guidance. 

A care plan is iterative and needs to be gradually 
built up. It may be contributed to by multiple 
professionals across different settings and 
therefore shared widely – currently a GP may 
have a plan if someone is on antipsychotics but 
the CMHT doesn’t necessarily interact with the 
GP about the care plan - this links to the 
question of who has overall responsibility 

 

1, 5 The care plan must allow access to multiple 
professionals and be able to record who has 
entered the information, including who is 
responsible for reviewing it at the various 
stages.  

This is covered by the ‘Responsibility for 
review’ section in the model.  

It must also link to the ‘Professional contacts’ 
section of the shared care record (CIS) which 
includes the individual’s role. 

A care plan must be holistic and take mental and 3 Add to implementation guidance:  generic 
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physical health conditions into account  guidance for care planning 

 

2.4 Information needed to inform care planning 

 

Section Name Focus 
Group 

Points Raised Recommendation 

2.4.1 Formulation 1, 3 Formulation 

Formulation links closely with an 
About Me and is fundamental to care 
planning for people with mental health 
conditions. (Focus group 1) 

There was discussion about whether it 
should be part of the care plan and 
whether it is holistic or could become 
holistic or whether it is one part of 
someones care plan.  (Focus group 1) 

A clear definition of formulation is 
needed as different professionals 
understand formulation to mean 
different things. It is not about facts 
but about why someone presents in a 
certain way at a certain time and why 
we are providing these interventions. 
Need to be clear how it differs from a 
diagnosis – 5Ps, Presentation, 
predisposing factors, precipitating 
factors, perpetuating factors, 
protective factors (Focus group 1, 3) 

In a crisis the formulation might be 
important - more so than a crisis plan. 
But it needs to be locatable (Focus 
group 2)  

Psychologists and psychiatrists use 
formulation differently – psychologists 
create very detailed formulations but 
we are talking about the higher level 
formulation that psychiatrists use here 
(Focus group 1) 

Explore with leads. 

- Consider addition into 
the model   

- enhance section 
description  

- consider addition of 5 
P’s/W’s as elements 

2.4.2 Development
al and life history 

1, 4, 5 Developmental and 
Life/Background History.  

 

This would include pre-conception for 
people with neurodevelopment 

Consider new section for the 
model 

Need to consider where this 
information would be best 
stored and any 
privacy/consent issues 
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conditions, through childhood 
developmental history. Developmental 
history includes trauma etc. This 
would inform the formulation and in 
turn the care plan. (Focus group 5) 

Very little life history would be 
included in formulation but past 
trauma history is required to develop 
an effective care plan. (Focus group 
1) 

Presentation, Family History, Personal 
History, Previous Personality, Past 
Psychiatric History, Past Medical 
History, Social history (Focus group 1) 

related. There is not currently 
an obvious place for this in 
the CIS. 

2.4.3 Treatments 
and interventions 

1, 3, 4 Treatments and interventions 

 

What is generally very difficult to find 
in electronic records is a list of what 
has been tried and what the outcome 
was (Focus group 1) 

Could include: 

• Treatments and interventions 
should include historical and 
active treatments (focus group 1) 
(Focus group 3) 
Need to be careful about including 
information about non-compliance 
with treatments and interventions 
as could be stigmatising but it is 
important information (Focus 
group 3) 

• Outcomes – what has worked 
well, what not so well (in the 
opinion of the clinician and the 
patient), what a person likes etc. 
Not currently a consistent way of 
measuring outcomes. (Focus 
group 4These could be captured 
at different stages – assessment 
pre intervention, during and after 
etc.  

• Context – need to understand the 
stage of recovery the person is at 
because that could be a factor in 
the success of the intervention 
(e.g. stage of recovery of 
substance misuse (Focus group 4) 

• For ED outcomes would be 

This is not currently in the 
CIS and would need to be 
added. 

 

Would need to link with 
problem/diagnosis because 
e.g. substance misuse will be 
recorded as a diagnosis and 
would have a stage 
associated with it. 
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recorded in a collaborative 
discharge report (following 
treatment) [SJ question – would 
there be a discharge report 
following e.g. community based 
group CBT interventions] (Focus 
group 3) 

• Persons view of the outcome 
could be different from the 
professionals view (both need to 
be recorded) (Focus group 4) 

2.4.4 Medications 2, 4, 5 Medications 

Need to be able to record what has 
been tried and tested, any sensitivities 
and side effects and what people find 
not effective and what works. (Focus 
group 2) 

What worked and what didn’t work for 
an individual, need past medications 
what has been changed / stopped and 
why (Focus group 4 & 5) 

Need access to all medications 
prescribed including those that may 
have been prescribed in for example 
HIV clinics (where sometimes the 
person is recorded anonymously) 
(Focus group 4) 

Adherence to medications also 
important and needs to be captured in 
a non stigmatising way – could be 
recorded as how the patient is taking 
their meds e.g. remembers to take, 
sometimes takes, takes every day etc. 
(Focus group 4 & 5) 

Appears to cover all issues in 
the original model. 

Look through Medications to 
see if anything is missing.  

2.4.5 Social 
context 

1,3 Social context 

This is essential for care planning. 
Including but not limited to information 
around accommodation, household 
environment and dependents. 

“The name social context may be 
better described as personal situation 
when displaying this section to service 
users.” 

Essential for care planning. 
Exists in CIS. 

Explore name change with 
leads. 

2.4.6 Alcohol and 
substance misuse 

2, 5 Information about whether someone is 
using drug and alcohol service. There 
is little information shared from the 
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drug and alcohols service with the GP 
and information from the service e.g. 
stage of recovery would be important 
to know. Would also need the contact 
from the service (Focus group 2 & 5) 

Past opioid addition must be made 
available in records in case someone 
is taken to A&E and given a 
medication to take away e.g. codeine. 
(Focus group 2) 

Also prisons do not share much 
information when people are released 
(and they are often very unwell in 
prison). (Focus group 2) 

2.4.7 Admission 
Details 

3 Admission details (including length 
of stay are important for care 
planning). 

(Focus group 3) 

Exists in the shared care 
record (CIS). 

 

2.5 Recording differences of opinion between the service user and professional 

 

Focus Group Points Raised Recommendation 

1, 2 It is particularly important to be able to 
record differences of opinion between 
service users and clinicians in relation 
to risks, problems/diagnoses, 
formulation, history as a service user 
may have a very different 
understanding of the nature of their 
difficulties from the views held by a 
clinician. (Focus group 1), (Focus 
group 2) 

The difference of opinion needs to be 
recorded when making diagnosis and 
risk assessments rather than when you 
are care planning (Focus group 2) 

“For example, a lot of people would not 
necessarily agree with a diagnosis of 
BPD (because its stigmatising) – could 
be considered as untreated trauma” 
(Focus group 2) 

Differences of opinion could also relate 
to outcomes of treatments or 
interventions and effectiveness of 

A way of recording difference of 
opinion should be considered for 
addition to the shared care 
record (CIS). 

Could be as a single entry that 
could apply to risks, history, 
medications and other sections. 
Record for future maintenance 
release. 
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medication, outcomes of goals in care 
plans. 

 
 

2.6 Multiple care plans are needed for different purposes 

Focus Group Points Raised Recommendation 

1 Person-centred, goal-based care 
plan is one aspect of the care 
plan.  

More detailed management / 
treatment plans are needed. 

‘Care and support plan’ section 
for person-centred goal-based 
plan. 

‘additional supporting plans’ for 
detailed/specialist plans. 

2 Educational and health care plans 
are produced for people with 
neurodevelopmental conditions 
and apply up to the age of 25 – 
however, they transition into adult 
services earlier (issue around 
transition) so this plan may exist 
at the same time as a care and 
support plan. 

The Educational and Health 
care plan should be an 
‘Additional support plan’ within 
the care and support plan. 

 

2.7 Potential changes to (and use of) the care and support plan 

Theme Focus 
Group 

Points Raised Recommendation 

2.7.1 ‘What the 
service user wants 
or doesn’t want’ 

1, 5 Who someone wants involved and who 
someone doesn’t want involved and under 
what circumstances (Focus group 1) is 
important to ensure preferences are captured. 

This applies to crisis situations (ie Contingency 
plan section) but can also apply to other 
sections of the shared care record: 

What treatments or interventions someone 
wants or doesn’t want (Focus group 1) 

Need to consider the implications of certain 
medications e.g. weight gain as a result of 
antipsychotics – this may influence an 
individuals choice about medications – this 
links to the need to record what works and 
doesn’t work for an individual in medications. 
(Focus group 1) 

For contingency 
planning,  ‘what 
should happen’ and 
‘who should be 
contacted’ cover the 
preferences.  

Future work will need 
to consider a more 
generic 
section/elements for 
this in the shared 
care record 

2.7.2 Signposting 1, 2, 3 Signposting – providing information about 
services provided in the community by the 

A lot of future work 
needed to address 
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voluntary sector (Focus group 1; 3) 

Curated information about available services 
(e.g. debt relief, housing concerns) is not 
always available but it is something that is 
being worked on (Focus group 1) (Focus group 
3) 

Also, important to know what services an 
individual has already tried and what worked 
for them etc. (see previous theme) 

Also  recording what individuals can give back 
as a result of their pathology e.g. being 
involved in patient/service user groups 
etc.(Focus group 2) 

this in standards.  

 

A section needed to 
record signposting to 
services that would 
be helpful either for 
self-care or during 
crisis.  

2, 3 Coping strategies may change regularly for 
someone with EUPD and there was a concern 
raised about how seriously information 
written/provided by the would be taken. (Focus 
group 2) 

Rather than listing a health problem / diagnosis 
e.g. EUPD in a care plan it might be that there 
are a list of things that this individual struggles 
with e.g. having suicidal thoughts, or 
interpersonal relationships and the care plan 
could include a set of tools to deal with them. 

Wellness action recovery plan focuses on 
strengths and assets but provides a toolkit for 
people in managing different issues / 
situations. This is the kind of information that 
should be recorded in a care plan.) (Focus 
group 2)  

Recording a set of 
issues in the care 
plan is covered in 
the ‘Needs, 
concerns and health 
problems’ section. 
Consider addition of 
an example related 
to EUPD where 
someone records as 
set of issues and 
has a set of 
strategies identified 
as actions in the 
plan. 

 Include ‘tools’ to 
carry out 
coping 
strategies in 
the guidance 
for the 
section. 

2.7.3 Coping 
strategies, Trigger 
Factors, early 
warning signs and 
relapse indicators 

2, 3, 4 Trigger factors/early warning signs / coping 
strategies should appear in digital care and 
support plan and not just in a crisis plan”.  

“Coping strategies could be strengths or they 
could be risks (e.g. self-harm or using drugs) 
but they should be identified as coping 
strategies if that is what they are” (Focus group 
2)  

Coping strategies may need to be regularly 
updated as it may depend on the stage of 
recovery the person is at. (Focus group 3, 4) 

Trigger factors’ 
section exists in the 
contingency plan 
section.  

Relapse indicators 
and coping 
strategies should be 
part of the 
contingency plan. 

 

Consider adding new 
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Triggers could include those that might occur 
while receiving treatment or interventions e.g. 
what not to say to a person and those that take 
place outside treatments and interventions 
(Focus group 3)  

element(s) for early 
warning signs and 
relapse indicators 

 

2 Coping strategies need to be included in crisis 
plans (Focus group 2) 

 

Crisis indicators, early warning signs and 
relapse indicators do not apply to EUPD 
(Focus group 2) 

Include “hooks” the thing that makes you want 
to stay alive so that they can be used in ‘keep 
safe’ conversations by crisis teams. (Focus 
group 2) 

 

Coping mechanisms 
may be covered 
under “What should 
happen” in the crisis 
plan but could be a 
separate section.  

May need a new 
section for things to 
say (hooks) or could 
be covered by 
formulation? 

Need a new place to 
record early warning 
signs, relapse 
indicators and crisis 
indicators in the 
crisis plan. 

2.7.4 NICE 
guidelines 

3 Suggestion that relevant NICE guidance could 
be referenced in the care plan so that 
professionals are aware of them (Focus group 
3). 

List these in the final 
report for users. 

2.7.5 About Me 2, 4 About Me is the most important part of the care 
plan as it provides context. Concerns were 
raised about how much awareness there would 
be of an About Me by professionals (Focus 
group 2)  

Really important to find out about a person / 
about what they want (Focus group 4) 

Meaningful activities should be recorded to aid 
recovery (Focus group 4) 

Need to consider 
what we define as 
part of the DCSP 
standard and what 
we define as the CIS 
(e.g. About Me, 
Formulation etc). 

Meaningful activities 
would be recorded in 
an about me and this 
needs to be 
available in the care 
plan. 

Discuss with leads re 
where the section 
should ‘sit’. 

2.7.6 Self-care 3 ‘What keeps me well / safe’ should also be 
included. (Focus group 3). 

The care plan may need a self-care section 
which would cover how to support yourself on 

Actions / activities to 
support self-care 
could be covered 
under goal related to 
self-care with actions 
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an on-going basis and the above the above. 
Routine may also be important in the care plan 
as it would keep you going. (Focus group 3). 

associated with it for 
the individual.  

Routine could be 
covered under a 
goal related to 
maintaining a 
routine. 

Discuss future 
enhancement to 
‘About Me > My 
Wellness’ section to 
include a reference 
to self care. 

2.7.7 Carer’s role 2 Information about how much time an individual 
gets with their carer should be included in the 
care plan (Focus group 2) 

Need to include 
somewhere to 
record the carer’s 
role in helping the 
individual achieve 
the goals or avoid a 
crisis. 

Ask leads whether 
already included 
under DCSP > 
Actions and 
activities > ‘Who’; 
and in Contingency 
Plan – ‘Who to 
contact’ 

2.7.8 Risks 4 Consider addition of risks and wishes (to 
needs, concerns and health problems) (based 
on a conversation with a psychiatrist at 
Southern Health Trust. For example, a risk e.g. 
risk of suicide / risk of self-harm may be 
included in a care plan from which to consider 
goals / hopes and actions.  

Recording risks (such as fire risk from 
hoarding) would be helpful in the care plan 
(Focus group 4) 

Concerns could also include things like 
financial concerns (debt etc) as it affects 
wellbeing (Focus group 4) 

Short and long-term goals and actions should 
be recorded because an individual may have 
to wait a long time for a particular intervention / 
service. (Focus group 4) The care and support 
plan accommodates stage goals (shorter term 

Potentially update 
‘Needs, concerns 
and health 
problems’ to ‘Needs, 
concerns, risks, 
wishes and health 
problems’ – or 
decide to leave 
Risks in the shared 
care record (CIS). 

 

Implementation 
guidance for ‘ 
Needs, concerns 
and health 
problems’ should 
include a reference 
to financial concerns 
as a type of concern 
that can be recorded 
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2.7.8 Risks 4 Consider addition of risks and wishes (to 
needs, concerns and health problems) (based 
on a conversation with a psychiatrist at 
Southern Health Trust. For example, a risk e.g. 
risk of suicide / risk of self-harm may be 
included in a care plan from which to consider 
goals / hopes and actions.  

Recording risks (such as fire risk from 
hoarding) would be helpful in the care plan 
(Focus group 4) 

Concerns could also include things like 
financial concerns (debt etc) as it affects 
wellbeing (Focus group 4) 

Short and long-term goals and actions should 
be recorded because an individual may have 
to wait a long time for a particular intervention / 
service. (Focus group 4) The care and support 
plan accommodates stage goals (shorter term 
goals).  

Plan should include the support someone 
needs to access and intervention. (Focus 
group 4)  

Potentially update 
‘Needs, concerns 
and health 
problems’ to ‘Needs, 
concerns, risks, 
wishes and health 
problems’ – or 
decide to leave 
Risks in the shared 
care record (CIS). 

 

Implementation 
guidance for ‘ 
Needs, concerns 
and health 
problems’ should 
include a reference 
to financial concerns 
as a type of concern 
that can be recorded 
here. 

This could be 
recorded as an 
action for an 
individual in the care 
plan. 

2.7.9 Recording 
difference of 
opinion 

4 Both the persons’ and professionals’ view of 
the outcome should be recorded against the 
goals and actions as they may be different 
(Focus group 4)  

Differences of opinion could also relate to:  

 - risks 

 - problems/diagnoses 

 - formulation,  

 - outcomes of treatments or interventions 
(point above re treatments & interventions ) 

 - effectiveness of medication 

 - signposting to services (point above) 

This is a potentially 
new section with far-
reaching 
implications across 
many other sections 
in the shared care 
record. For 
discussion: likely to 
need further work to 
explore. 


