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Presymptomatic and
Predictive Genetic Testing

Manifest Symptoms and Diagnosis Disease Progression End of Life

#Children go through paediatric service
£ e Expected last 12 months of individuals life — separate to the Dying Stage

Integrated within Disease Progression

Neurology

Psychiatry Pathway Needs:

' 1. Neuropsychiatry/access to mental

Psychology health within a structured pathway

(neuropsychiatry within HD Clinics)
Medication 2. Coordination between the

(chorea, sleep, ! pathway and Carol Dutton

3. MDT working improved within

behavioural

management) ICTs in relation to HD

|
|
4, Improve care home expertise
y using in county resources
| . 5. Finding right equipment through
|
|
|

Physio/OT/SLT

specials
6. ASC skillset
7. Central point of expertise advice

Challénges — waiting times across whole pathway + no oversight ofi care coordinator ! and E“‘“"‘e;:a:::'“")‘“”‘”
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PEG Discussions

Good Practice Queries Good Practi Challenges
- SLT does not offer home visits
_What do (= _ - 5LT have limited offer to care homes
SR s e T e parme mer e eoen iy 1 Tk e
specific knowledge and skillset necessarily from health _ ) P
1. As a therapist? St - Younger person with symptoms may be caring for relative with HD
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i 2. Asa MDT? - How to monitor governance if HDA post is being used as a coordinator/
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Challenges
Queries - Supporting local care home to develop - If behaviour unmanageable there is no or little in county resource.
HD expertise through: Therefore moved out of county which lose connections and access to local
" " . : senvices - far or moved away from family
- What point does + Sharing skillsets for common needs
palliative care start? = Videos for care homes .
* Looking after HD patients (e.g. general - High physical and high cognitive needs poses a placement issue

- Is there a benefit to early are not NHS employees p— o interest in HD. - Low use of hospices information/referral pathways) - High physical and mental health needs pose a barrier to psychiatric services
neuro and psych? —can it “IM project echo -~ No info ion on G-C.

interventions of therapies? o ~ho need i - - Less barrier if the event is large, those that manage find it | to
i uate IT structures facilitate eyl opyjevaRbi o iaio i par vy, they are someone s the Eedbvic s = ESEEIED A (i ST UL e e e = e -F control due to possible longer Eol phase at home or
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_ rtise of thei _  failing t access neuropsychiatric services (mental health liaison)
Gloucestershire County Council (GCC) S et s? || reeis || i st | ot o e ks s P e e
community individuals and GRH/ locally. Most of their input is delivered prevent future issues _ s this SEE e entRlEsin e aitet mll.:[::;l P PSS SR netn
. Psychiatry services. Significantly remotely which may also have it's e - ASC — Most specific knowledge held by SW. This d ke a differe
Jane Blackett LD/PD & OP In-house Services Manager sows down the widerprocess Cralenges They would ke Woukineucpalate crebe scaly suna gty reparnig ek
responsibility for the dlinical care of the mitigated by the CSNRT in the e L2 (S T TR
I e T e SR e presents of MDT fi e identify symptom control quite early in pathway. Early decisions needed due

La M e m b e rs patient and then patient could be ‘to cognitive dedline with mgard;tu _PEG\, RESPECT and advanced care
- What support is available for planning

discharged back to |ﬂ¢'ﬂ_| care as and Carol D if risks identified of - No neuropsychiatry in HD cinic (contact with local psychiatrists due to
when appropriate e competency, understanding of remit. (look at label, not needs. Organic label

Julie StOCkWin may cause push back)

- Impact on criminal justice

Emma Terranova = Patient Engagement: Questionnaires & Workshops

- Early conversations regarding
ACP and ReSPECT plan — could
this be done at MDT clinics?
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Challenges

- Huntingten's Disease Clinics restart in 2023
with Huntington's Disease Association - Glos manage symptoms. Other areas
seem proactive

- Lack of expertise within the care setting regarding HD End of Life care or in

- Physio guidelines are written and circulated
within practice - NHNN would be happy to see anyone

who's GP refers to them directly, or if

specialist nurse — not NHS or ASC and is Ad Hoc

- Is there shared care between Y ulngv;l;:onsatﬂlis - Psychiatric required but not available + needs a named psychiatrist with

Please give two examples of what matters to you, living with HD?

: 1. Gloucestershire Huntington’s
Gloucestershire’s Integrated Care System does not have a dedicated HD service. The local HD pathway, such as it | AP inlsicescg Wtiok o U ki, o Bl able s el Disease Review

Provide support with dlinical and someone at a time of crisis”
financial assessments such as

is, is attributed to a small number of experienced individuals with an understanding of the care system and — a6 e — k h |d Lived experience workshop — for people with HD, families and
confidence to act as positive risk takers. They navigate an informal and fractured network that allows them to ool i Stakeholder Management- Four Sector i

a'lead agency’ NHS Gloucestershire is undertaking a review into its Huntington’s disease (HD) services and would like to hear
. . . . . . . . . . Cna: v;‘ :(Dm h:ol:mf:‘d SppoFL fvrc)m y?ju regardir;}g your ﬁexperile;\oe: of either living l:’ghh or suppom'rg sn:jm;onef wi!rII HD. ;
peop! 3 hes rstand i i t, li i ct r ilies, t t
negotiate and co-ordinate support for their clients and colleagues within a limited scope, at the same time facing ool ) ta b | e S e s e fae e T s w3
Provide a platform for information As we all know, HD affects people in such different ways and it is vital that we listen to and act upon, the needs
individuals to be signposted to of our local population, in order to ensure the services we offer and provide are tailored to meet those needs.

challenges in engaging system partners and upholding effective communication between services. s o suppont, s

sodal care - including within the We are therefore holding an engagement workshop which will seek to explore three specific themes, which
ves have been identified from patient and carer feedback we have already heard.

2 2 . 2 3 Thinking about the services you encountered relating to HD:
On a scale of 1 to 10 how lmportant is this to you: (1 bemg not 1. What positive experiences have you had with the services you've encountered with regards to HD?

Improve communication, SATI S FY MA NAG E important, 10 being very important) 2. What experiences have you had which didn't go so well with the services you've encountered with

The review seeks to map the HD pathway in the county, whilst highlighting the various gaps and challenges the oo s e Lay representatives HB ik R —— _
people with HD access J R SA O O O O O O O O O O During the workshop, we will be split into small groups to explore these questions in more detail and ensure we

lack of such pathway presents on patients, their families and carers and the wider health system. , P et
LM AT g::rr;::lr)rnbed. we would be happy to visit you at a location / in a setting of your choice, to ensure your voices

1 2 3 4 5 6 7 8 9 10 We would be delighted to welcome you all, though we are only able to accommodate 25 spaces. If we are

Provide regular physical and
mental health reviews which Provide timely access to
pre-empt crisis events and appropriate services as partof a
support the individual and their crisis management pathway
families / carers to ‘ive well'

Update GCare with pathway
data, information and flowchart,
indusive ofavalable resources for|

2. If you would like to share your thoughts but would rather provide these outside of a large event such as this,
_J F E P EXAMPLE: ”Understanding what thefuture holds, or being able to call please respond as per the contact details below and we will arrange a suitable time and location with you.
: ',

JA someone at a time of crisis” We would therefore be grateful if you could respond to this invitation at your eariiest convenience, should you
wish to attend.

HIGH POWER

To improve the lives of people
VENUE: Sanger House - Board/Biffen Room, 5220 Valiant Court,; Gloucester Business Park, Brockworth, GL3

[ ] [ J [ ] Tiving with HD
Aims & ObJECtIVES ' " K
Improve the experience of WHEN: 3rd July 2023, 13:30 - 15:30.
people with HD in residentual LC

el
and nursing environements Design / support the Light will be made available. &) A i
development / delivery of a Please let us know if you need any accessibility support to attend the workshop. 3 m e/
; \

In o and skills For further information on this event, please contact James Mitchell, }
crease the knowed, A ent, ;
of the health and s‘:dal care MONITOR IN FORM Health and Social Care Commissioning Manager at:

The project group aims to: oroen ke coie Eml: fames milchelz0nhs ne
. i . i pncmme,“»:‘:, social M R CG Post: FAO James Mitchell
Complete a full review of the Huntington's Disease pathway.
Develop a map of the current HD pathway, inclusive of services and practitioners. e Y
. oy . . . . . R cS important, 10 being very importan
Gain critical feedback from lay members and people with lived experience to inform the mapping process
. . . “ O0O00O000O0 0O
and engage in the design of further recommendations. improe s o Wi savices, Deveop s e for S B B 5o & wm s
9 10

inclusive of psychiatric / increased Psychiatric input in HD

. . . . . . . ol | support for peo| clinic and p: for HD
Present an evidence — based options appraisal, using information & data gathered from aims 1,2 & 3 e St LOW IMPACT / STAKEHOLDING HIGH IMPACT / STAKEHOLDING

Sanger House, 5220 Valiant Court,
AW JB Gloucester Business Park, Brockworth, 8~
GL3 4FE —

Patient experience participants KS On a scale of 1 to 10 how important is this to you? (1 being not

LOW POWER

Measures Used :
o — o Project Outcomes, Progress and Impact Learning for the
Currently, the project is in the review phase. However, it is anticipated that there will be a significant number of

_ . L oo . PROJECT MEETINGS i
metrics used to measure the success o; tlhe recdom.rtrlwfndaglor.\s / change initiatives which will be designed and 9 successful project meetings held 14th September 2022 I 11 p roveme nt CO mmaun |ty
elivered within a business case. Two clinical pathway mapping workshops completed 7th December 2022

These metrics will be inclusive of: One patient engagement workshop held 15th February 2023
Hospital admissions avoidances (comparative data analysis) 15 Patient engagement questionnaire completed 26th April 2023

HD specialist referrals and activity data (KPI’s) 7 detailed case studies 21st June 2023 ) . :
HD clinic data One HDA specialist shadowing day with patient ‘Go see’ had not even considered. The perspectives and feedback of these populations

Cost / benefit data analysis ‘What Matters to Me’ & ‘Personalised Care and Support Plan’ being co-designed with HDA specialist. MAPPING MEETINGS were essential in driving change |n.th(.e _”ght dlrec.tlon and ensure that their
Patient experience feedback (i.e. MyCaw) HD clinic set up and run by GHT inclusive of GHT neurologist, Dr Sian Alexander, GHT Consultant Clinical 9th November 2022 29th needs are understood and play a 5|g.n|f|cant partin how services, roles and
Neurology audit Psychologist Dr Aileen Thomson and HDA Specialist Advisor, Carol Dutton November 2022 14th pathways are designed and delivered.

December 2022

Engagement with patients, people with lived experience, their families and
carers opened up the review to new areas of investigation that we as clinicians
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