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SERVICE PERSPECTIVE
A range of services needed by people at end of life are operating in the community.
AND
Services across the whole system commonly act in silos.
AND
There is a limit to services, funding and workforce across the whole system.
AND
Services will be covering a variety of urban and rural areas (majority mixed) and
travelling time will be a significant factor in service delivery responsiveness and
resources.

=

SERVICE LEVEL

AND
Issues of professional “ownership” of palliative and end of life care are at play
whereby designated palliative care services may wish to see other services
providing end of life care but also see this as a threat.

AND
Professional boundaries are shifting across health and social care, including those ' -
between doctors, nurses and other professionals and between registered and non- [ equipment may facilitate.
registered workers.

AND
Integration of health and social care is a national driver.

AND B
Organisations seek their own branding for sustainability purposes. I

AND
Individual professionals seek to differentiate their roles and functions so they all
continue to be “needed”, for their own personal sustainability.

PATIENT AND FAMILY, NEEDS “AT THE FRONT DOOR”

Patients in the last phase of life and their family carers require and use services
from a wide range of statutory, voluntary, health and social care providers.

AND

Palliative and end of lfe care patients have a constantly changing trajectory of
illness and a high risk of unexpected needs which are difficult to anticipate.

LEVEL

Patients are not always clear about when and what they need or who to contact.
that should trigger them making contact to request services. They prefer not to
acknowledge that they need hospice care. They don’t want to make too many |
demands on busy and charitably funded services.

organisations.

The H@H service Is working effectively
with other service providers internally,
externally and on the ground. Shared
visits, IT systems, honorary contracts,
arrangements for medications and

WHOLE SYSTEMS / COMMISSIONING

If budgets and workforce and
organisational structure are managed in
an integrated way across provider

Better integrated health and social care services will deliver
better and more cost effective services to patients and
families.

AND

Patients and carers receive a seamless service & continuity
of care without delay, duplication or gaps.

The multiplicity of organisations and roles may cause
confusion and conflict (“ruffled feathers”).

Patients receive a seamless service & continuity of care
without delay, duplication or gaps (they really don'’t care who
is providing it!)

Services are able to provide staff to respond rapidly to
unpredictable and fluctuating workloads in a cost effective
way.

Patients know who to contact in an emergency and get the
response they need.

Fewer patients have unwanted emergency admissions.
»_More patients have enhanced hospital discharge.

" The multiplicity of organisations and roles may cause
confusion for patients and carers.
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el CONTEXT—

All health and social care workers should
have basic knowledge and skills in palliative
and end of life care.

There is wide variability within localities in
the levels of skills, knowledge and
performance of community based staff,
‘which may vary GP to GP, community nurse
to community nurse, practice to practice.

Palliative and end of life care has developed
into a “specialty” area of knowledge, skills
and ethos.

There is a range of other “specialists” also
working in the community which will vary
from one locality to the next. E.g.: other
palliative care staff, Admiral nurses,
respiratory teams, heart failure services.

For some patients, basic skills may not be
adequate to meet their difficult or complex
needs.

IMECHANISV]

H@H services, in order to add value to the
whole system of care, provide expert
knowledge and skills in palliative and end of
life care and have a suitable ethos to support
this care.

TIME is a key element to the added value
provided by H@H services.

MECHANISM RESPONSE
Expertise and familiarity promote trust and
confidence in the advice and support given.

Most of the expertise in palliative and end of
life care still resides in cancer care and
patients with other illnesses (e.g. dementia)
may present particular challenges to staff
and organisations

Lack of confidence about assessment and
communication with patients with diagnoses
other than cancer.

More patients receive the care they need
when they need it and where they prefer to
be.

Other health and social care workers are de-
skilled and their knowledge and confidence
decreases over time resulting in poorer care
for those who do not access specialist
services and increasing demand for specialist
services.

Inequity and mis-match in care provided.
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Unpaid care provided by family and/or
friends is critical to enabling patients to
remain at home.

How the patient and their informal carers -
as a unit - feel about dying at home and how
they respond to challenge.

The carer may require confidence and new
skills to enable them to provide care up to
and including the point of death at home.

If there is an assessment of carer needs and
there is a multidisciplinary team available to
meet their needs.

.| Carers will be able to continue to care,
enabling more sustainable patient care at
home.

If carer and patient choices are affirmed and
supported wherever possible.

If there is a continuously negotiated
partnership between the carer and staff.

Occasionally, carer needs may become the
main focus at the expense of the patient.

If the carer has (quick) access to an

2 A If too much is expected of the carer, there
appropriate point of contact 24/7.

are some tasks they may not be able to
manage or they may not be able to continue
caring.

MECHANISM RESPONSES:
- Carers trust and have confidence in the

advice and backup provided by the service
E Carers have an increased sense of control.

AFTER DEATH

There may be short or long term
consequences for carer’s mental and physical
health.

There is a concern about “medicalising”
bereavement which is a normal process.

H@H services come to a sudden halt when
the patient dies.

The carer will have the best chance of a
positive outcome following bereavement
If there is support pre- and post- and recovery from the caring role.
bereavement which is based on relationship
and understanding of the situation and also
a shared story of caring for the patient.

Carers may have a negative experience of
care and the burdens and dif Ities.

If there is a process to identify those who are NEVERTHELESS

experiencing “extreme” grief and may need
additional/expert help.

Some carers may accept this negative
experience as a price they wish to pay to
allow their loved one to die where they

- want to.
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Worked Examples - SUSTAINABILITY What s your role?

O service provider [ commissioner [0 member of the public

MECHANISM COMMENTS
The H@H service needs to “be on the front foot”, i.e. if the H@H service proactively

seeks control over the available statutory funding by one or more approaches:

DOES IT MAKES
SENSE? (tick if
‘yes')

DO YOU DO |
THIS AT
YOUR H@H?

Proposing a business plan and “selling it” to commissioners;

Providers take the lead and provide services without a great deal of scrutiny, TRUST

Board of trustees or executive leader develop a reputation for excellence, meaning they
are trusted to use funding well

Taking on a lead provider role and subcontracting with other providers in the area

Provider partnerships may enable small organisations to maintain their responsiveness
and alacrity.

Accepting a block contract from commissioners to enable predictability to the funding
available

Securing continuing healthcare funding to provide or part-fund services

Accept NHS funding which will support the HAH service and requires it to deliver other
(“non-palliative care”) roles, such as OOH catheter replacement, general rapid response
for example.
Accept funding for elements of service from Personal health budgets
(note, often not found suitable in this area where patients and families struggle to
manage this)
If the H@H service is run by an independent organisation which undertakes charitable
fundraising from different sources, this will include actively seeking external engagement
with the wider health and social care environment by:
Develop a “profit-making” element of the service which charges and subsidises other
elements of service provision
Hospice charities may give the impression to the public that they are fully dependent
on charitable funding, (they don’t overtly advertise their access to statutory funding), in
order to make their fundraising activities more effective.
Anything else?

O OOO0OO0oO0ooOooOoo
O OOO0OO0O0oOooOoao

OoOoo o o
Oooo o o

© et HeH consensus events 2020 .
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PUBLIC VERSION:  Worked Examples - SUSTAINABILITY

If the local hospice at home needs to make a substantial budgetary cut, which of these would you prioritise?

MECHANISM How would you rank

| importance?

G 1=very important PLEASE EXPLAIN WHY YOU HAVE RANKED
The H@H service needs to “be on the front foot”, i.e. if the H@H service proactively seeks control el ot THIS WAY:

over the available statutory funding by one or more approaches: 3=not very important

4=not important at all

Proposing a business plan and “selling it” to commissioners;

Board of trustees or executive leader develop a reputation for excellence, meaning they are
trusted to use funding well, and provide services without a great deal of scrutiny

Taking on a lead provider role and subcontracting with other providers in the area

Provider partnerships may enable small organisations to maintain timely responsiveness

Accepting a block contract from commissioners to enable predictability to the funding available

Securing continuing healthcare funding to provide or part-fund services
Accept NHS funding which will support the HAH service and requires it to deliver other (“non-
palliative care”) roles, such as out of hours catheter replacement, general rapid response for
example.
Accept funding for elements of service from Personal health budgets
(note, often not found suitable in this area where patients and families struggle to manage this)
If the H@H service is run by an independent organisation which undertakes charitable fundraising
from different sources, this will include actively seeking external engagement with the wider
health and social care environment by:
Develop a “profit-making” element of the service which charges and subsidises other elements of
service provision
Hospice charities may give the impression to the public that they are fully dependent on
charitable funding, (they don’t overtly advertise their access to statutory funding), in order to
make their fundraising activities more effective.
Anything else?

(@ PeLH@H Consensus Events 2020 .
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Warked Examples — INTEGRATION & COORDINATION What is your role?

[ service provider [ commissioner [0 member of the public

WHICH OF THESE
MECHANISM APPROACHES ARE TELL US MORE ABOUT HOW YOU DO THIS?

YOU TAKING?

A blended service is provided whereby different services can provide what is needed
by the patient without hard boundaries around particular roles; honorary contracts
with NHS may facilitate this.

Budgets and workforce and organisational structure are managed in an integrated
way across provider organisations.

O

A secondment into a different setting (e.g. a healthcare worker into social care) may
facilitate integration by the “learning of another language”.

Other providers trust the H@H to make assessments and will act on their
recommendations. N.B. this trust may be based on individuals or on the reputation of
the H@H service as a whole.

An element of flexible workforce is employed (by the H@H service or others) or staff
are flexibly deployed from other areas (e.g. inpatient unit)

Clinical records are shared with other organisations.

District nurses provide and administer all anticipatory medications (agreed division of
labour).

Advance plans are made and the need for medications and equipment are anticipated
and provided on time

The H@H service may have medical or non-medical prescribers available within their
service.

OoooOoO0OoOooOoao

The H@H service has direct access to shared equipment stores or have their own D
stores.

WHAT OTHER APPROACHES ARE YOU TAKING?

1) PEL H@H Consensus Events 2020
e
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Which organisations are integrated in your area? please draw a line between organisations that you consider to be integrated and
explain above the line how the two are integrated.

Community
Team(s)

®@ e
® ©

@ PEL H@H Consensus Events 2020
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PUBLIC VERSION: Worked Examples — INTEGRATION & COORDINATION

Please provide examples of what you think good and poor H@H integration may look like?

GOOD JOINED-UP WORKING

@ PEL H@H Consensus Events 2020

POOR JOINED-UP WORKING

Example quotes:

Carer (EC014):
“So [domiciliary carers] were just
communicating with the [home care agency]
bosses and their office in [the village]. Now, that
information, whatever they put onto it, was
never communicated to the district nurses or
[H@H] in any way, shape or form, so they didn't
speak to each other, they didn't communicate
with each other”

H@H Nurse (VSP002):
“While I’'ve worked here I've got an honorary
contract with the local Trust so that | can
administer medication out in the community. |
know other hospice set-ups don't necessarily
have that luxury [...] They work really closely
with the district nursing teams here”

CCG commissioner (MCOMO001):

“[H@H] attend the GP’s palliative care meetings,
so they discuss the patients on the palliative care
register, and there’s an MDT meeting and they
make sure that everybody knows what they’re
doing and what support the patients getting if
there are any gaps. [...] The partnership working
is definitely quite strong [...] the GPs and the
practitioners have commented on [it]”
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What is your role? At first contact Dunng Patlent After
. . .. . visits bereavement
[ service provider [0 commissioner 1 member of the public

If you were caring for family member / friend at the end of their life, how » »
could Hospice at Home support you as a carer?

At first contact

@ pet o consensus events 2020 I
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Worked Examples — SUPPORT FOR CARERS During patient =
At first contact s
visits bereavement

If you were caring for family member / friend at the end of their
life, how could Hospice at Home support you as a carer? > |

During patient visits

© ret e consensusEvens 2020 I
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Worked xamples - SUPPORT FOR CARERS S——s =N

If you were caring for family member / friend at the end of their > »
life, how could Hospice at Home support you as a carer?

After bereavement
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Is there a role for volunteers in H@H?
If so, what would that look like?

a) How does this change along the continuum
from stable, deteriorating to actively dying?

b) Who is the key focus — patient, carer or both?

What tasks can volunteers be trained
to deliver?

We have examples of ‘semi physio assistants, financial advice,
ACPs, post-bereavement support

a) How much does this depend on the volunteer’s
professional background?

b) What are your concerns and how would you
address them?
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a) Obviously for the volunteer and the
organisation, but also for the patient/carer

b) How can the hospice ensure that this clarity
protects all involved (volunteers, the hospice, patients
and carers) without being unduly inflexible?

c) What level of risk is ‘acceptable’?

Are volunteers employees (albeit unpaid)

or ‘freelance’? Friend or professional?

a) How might this impact on volunteers’
perspective of their role?

b) How might this influence patient and carers’
satisfaction?

€) What are the implications for the organisation?
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Statutory funding conditions and arrangements
change over time.

There is often difficulty establishing consistent
relationships with commissioners.

Commissioners may not be knowledgeable about
palliative and end of life care.

FUNDING

Commissioners may not recognise the full “cost” of
what they are commissioning as significant
charitable funds are supporting the H@H service.

The H@H service needs to “be on the front foot”, i.e. if

the H@H service proactively seeks control over the

available statutory funding by one or more approaches
AND/OR

If the H@H service is run by an independent organisation

which undertakes charitable fundrai

AND/OR

nationally.

STAFFING

There is a national drive towards care at home,

ostensibly in response to patient “choice”, but also

with a view to cost savings.

AND

Hospice inpatient beds are a relatively scarce
commodity.

NATIONAL POLICY

NHS commissioners and charity boards require the
collection of data to provide “evidence” to support

continuing service provision and development.

There is a shortage of staff in health and social care J

The H@H organisation actively seeks external
engagement with the wider health and social care
environment.

MECHANISM RESPONSE
In each case, the H@H service is trusted and respected to
know what services are needed, to raise funds and then

)| to deliver them.

| If the H@H has a reputation for investing in staff through
CcPD
AND/OR
If the H@H or leader has a reputation for excellence
meaning it is an organisation people want to work for
> ] AND/OR
skill mix profiles may be altered in response to shortages - |
of registered professionals and some staff deployed
differently.

Home based care is supported by local health and social
care commissioning and funding.

If patients and families are already receiving H@H services -
and their wishes and preferences are not fully explored or
revisited over time.

|| Enormous volumes of activity data are collected. Very
| little outcome data or cost benefit data is collected or|
|| derived (e.g. about avoided hospital admissions).

Sustainable, longer-term funding is enabled and patients
will continue to receive the H@H service.

=

The H@H service is able to recruit the staff they need to
deliver the care that patients need.

Home-based care is resourced and available.
>

Activity data may satisfy some stakeholders.
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>

O e B
National workforce shortages in health and
social care so that paid workforce is in short
supply.

Societal norms re neighbours/community

N If volunteers are effectively recruited,
are changing.

trained and managed
Many people in communities offer their AND
time and skills as volunteers to hospices.
THEREFORE Volunteers have clear responsibilities,
| support of management.
The volunteer workforce is attractiveto I 1

employers but hospices may have concerns
around using volunteers in a clinical setting

e.g. reliability, liability, health & safety. j
> | il

Volunteers are rarely (if ever) trained to meet
healthcare needs when the patient is actively

m dying.

H@H services offer short periods of care, in

situations where physical care needs are

significant and rapidly increasing.

relevant training (e.g. retired nurses) or

carrying out indirect tasks (e.g. shopping).
.

Y B § o a

Hospices rely heavily on the volunteer
workforce to support fundraising activities
(e.g. fundraising, admin, driving).

The arrangements for volunteers are more
straightforward in this context.

"

J?hem are exceptions such as volunteers with |

= DUTGOME . =

a The hospice will feel confident to utilise

volunteers
AND
Volunteers can/will make a valuable

contribution to a range of hospice activities.
>

Volunteers may have a limited role in H@H

o (beyond be-friending in earlier stages of

illness).

-7 T

Volunteers make a valuable contribution to a
wide variety of activities, without which

' services would be more limited.

|
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RAISING AWARENESS

There is a complex system of health and social care
providing services for patients in the community at end of
life and many professionals are not aware of services or of
details of patient suital

Hospice services are often thought of as hospice buildings

The H@H actively markets its service to professionals and
the public through clinical and public engagement.

and there is less understanding of hospice community |
services.

GETTING TO THE RIGHT PATIENTS AND EQUITY

Not all patients who could benefit from H@H services are
currently referred.

If the H@H has robust criteria for identifying which
referrals are suitable, which may include trained triage
staff to manage service admission
AND/OR
If the H@H service has robust criteria for discharge
AND/OR
If criteria, explanation of the service and treatment are
clearly communicated to patients, families and health and
social care professionals.
AND/OR
If there is clear information about referral onto other
services when the H@H service is not deemed suitable.

Professionals may be reticent to refer patients to HOH

services because it means having a conversation about

death and d h they may not feel skilled or willing

or have enough time to do.

Referrers may think the service is only for cancer patients.
AND/OR

The public have negative perceptions of the hospice [

involving the fear and stigma of death and dying.

The H@H actively markets its service to professionals and
the public through clinical and public engagement.

The H@H will be seen as an essential service by
professionals and the public and more patients with
suitable needs receive timely referral and care.

>

The H@H will be seen as an essential service by
professionals and the public and more patients with
suitable needs receive timely referral and care.

The H@H will be seen as an essential service by
professionals and the public and more patients with
suitable needs receive timely referral and care.

X

MANAGING EXPECTATIONS

The term “hospi
intensity and specialism which H@H services may not be

encourages expectations of quality,

able to replicate at home.

Patient and carer preferences are explored
AND
Explanation of the service and treatment are clearly
communicated to all parties.

Professionals, patients and families wil be clear about
when and what they can expect to receive from the

. H@H service.





