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Clinical
Nurse for 15 years, 7 years as neurodegenerative research nurse

Academic
PhD researcher at University of Southampton (UK)
Integrate-HD study, HD European and international projects

Education
Guest lecturer at IPCB (Portugal)

Voluntary
Portuguese HDA

This study is funded by the National Institute for Health and Care Research ARC Wessex. The views expressed in 
this presentation are those of the author and not necessarily those of the National Institute for Health and Care 
Research or the Department of Health and Social Care.



What do I research?
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• Characterizing an integrated 
care model from the perspective 
of service users living with HD

• Identifying the most important 
person-centered care outcomes 
from care integration 

1. What good care looks like?

2. How do we measure it?



Work done in other neurological conditions

Literature review

How far are we from ideal

Survey

People’s needs

Interviews 

Success from people’s perspective

Consensus workshops

New Model

Integration

Picture edited from source https://matt.might.net/articles/phd-school-in-pictures/ 

Integrated care model that responds to the needs 

of those living with Huntington’s Disease

How do I research?

https://matt.might.net/articles/phd-school-in-pictures/
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What have I 
found?

No research in Huntington's 
disease

Mismatch between what people 
need and what is measured in 
studies
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Expert knowledge Person-centered

Coordination Continuity

Integrated Care 
Intervention

In the literature



What have I 
found?

Fragmented care, carers feeling 
ignored and “post-code lottery”

GPs and social workers involved in 
care BUT not knowledgeable

People with a care coordinator 
had a much better experience, 
BUT only 19% had access 7

2024

In the survey



Bartolomeu Pires et al. (2025). Co-design of a new integrated care model with people 
affected by Huntington’s Disease. Manuscript submitted for publication. School of 
health sciences, University of Southampton.

This work may not be reproduced or distributed in any form or by any means 
without express written permission of the authors.
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What have I found?

Good looks like:

PwHD WANT integrated care, HAVE complex needs,NEED resources to manage living better with the condition
9
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Caveats in care: Responsability without power
Expert knowledge

Person-centered care

Coordination

Continuity

Family-centered care

Vulnerability

Proactive care approach

Advocacy, empowerment or 
workload?

Choice or negelct?

Integrated care Complex needs Resources needed



4 bridges

Integrating HD: Are we special? 10
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This Photo by Unknown Author is licensed under CC BY-SA

https://commons.wikimedia.org/wiki/File:Railway_bridges_in_porto.jpg
https://creativecommons.org/licenses/by-sa/3.0/
https://creativecommons.org/licenses/by-sa/3.0/
https://creativecommons.org/licenses/by-sa/3.0/


4 bridges

• Understanding people’s capacity and people’s 
vulnerability in managing care;

• Identifying individual and family care needs;

• Recognizing the necessity of both physical and 
mental health treatment;

• Establishing relational continuity across health 
and social care.
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This Photo by Unknown Author is licensed under CC BY-SA

https://commons.wikimedia.org/wiki/File:Railway_bridges_in_porto.jpg
https://creativecommons.org/licenses/by-sa/3.0/
https://creativecommons.org/licenses/by-sa/3.0/
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Bartolomeu Pires et al (2025). Submitted for publication. 



EC4Neuro model
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“Hanging fruit”
Expert Knowledge Coordination Continuity Person-centered care Family-centered care

Lo
w

 
Professionals consult with 

nearest HD expert team.

Inter-professional HD 

education.

Social worker appointed 

and reachable.

Identifiable HD expert 

teams.

Regular appointments and follow-

ups.

Regular follow-ups at the GP with 

referral to HD experts when 

needed.

GP identifies and electronically 

records people at risk and 

caregivers.

Appointments are person-

centered and needs-based.

Signposting to community 

resources.

Longer GP appointments (double 

slot).

Care plan reviewed regularly.

Non-pharmacological therapies 

offered.

Individual care plan.

1:1 appointment for the informal carer 

(with expert team or GP).

Family kept updated and involved with the 

care plan.

In
te

rm
e
d

ia
te

 

Social worker integrated in 

expert team.

Care coordinator available. Mental health team accessible 

and with HD link pin.

Social workers hold cases for 

longer.

Appointments with same GP.

Self-referral system to expert 

team.

Roadmap booklet/app/resource 

to help people navigate living 

with HD.

Social worker supports family across the 

lifespan.

Caregivers training provided.

Professionals involved with the HD 

community (for example developing 

activities with children at risk).

Formal carers supporting with household 

tasks.

H
ig

h

24-hour expert helpline.

Expert multidisciplinary 

team available.

Core team of GPs 

particularly trained and 

involved with PwHD.

NICE guidelines 

development.

Raise public awareness.

Upskill professional 

workforce.

Increase funding to 

healthcare, social care and 

research.

Centralized electronic records 

between sectors.

Patient passport/QR code/key 

medical history accessible.

Care settings fitting people’s 

needs: home-based care, day-

care and long-term care for 

adults with complex neuro needs.

Robust care pathway.

HD hub caring for people at risk to 

advanced stages with non-pharma 

activities (including social worker).

Informal caregivers considered part of the 

workforce (financial remuneration)



This Photo by Unknown Author is licensed under CC BY-SA-NC

• Who’s the closest expert in HD? Professionals 
consult with nearest HD expert team

Expert 
knowledge

• Appoint a named social worker to this 
individual or familyCoordination

• GP identifies and records electronically 
people at risk and informal caregivers

• Invite person for a regular appointment
Continuity

•“What would make a real difference to you?”
•Focus clinical appointments on people’s needs

Person-
centered

• Invite the informal caregiver for an individual 
appointment.

Family-
centered

EXAMPLE 1
LOW HANGING FRUIT

https://www.flickr.com/photos/joeshlabotnik/6696935015
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/


This Photo by Unknown Author is licensed under CC BY

• Embed a social worker in the HD expert 
team

Expert 
knowledge

• Appoint a care coordinator responsible for 
this individual’s or family’s careCoordination

• Offer appointments with the same GPContinuity

• Create a roadmap/app to help people 
navigate HD (what to expect and how to 
prepare)

Person-
centered

• Let formal carers support with housechores 
so that the informal carer can spend 
quality time with the individual with HD

Family-
centered

EXAMPLE 2
INTERMEDIATE HANGING FRUIT

https://www.deviantart.com/yesterdays-paper/art/Fruits-of-Summer-691520415
https://creativecommons.org/licenses/by/3.0/


How do we know changes are 
working for people?
How to measure if care is integrated? 18
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This Photo by Unknown Author is licensed under CC BY

https://www.flickr.com/photos/39160147@N03/16162918332
https://creativecommons.org/licenses/by/3.0/


HOW CARE INTEGRATION IS USUALLY MEASURED

MORE INFO

Healthcare use

Activities of daily living

Motor 
symptoms

Disability 
status

Depression

Cognition

https://onlinelibrary.wiley.com/share/G5JX7TUZ8TPFN8G43X2G?target=10.1111/hex.13948






Top 10 interventions and outcomes ranked in the Integrate-HD consensus workshops
22

Ranking Outcomes

1 Access to expert HD team

2 Access to care

3 Knowing who to contact

4 Having a single contact

5 Response time

6 Quality of life

7 Caregivers' stress

8 Financial support

9 Crisis episodes

10 Social interactions



Caregivers’ 
stress

Expert team

Expert knowledge

Continuity

Family-centered

Coordination

Person-centered

Social 
interactionsSingle contact

Access to 
care

Venn diagram incorporating the EC4Neuro model components with 
some of the top ranked person-centered outcomes
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This Photo by Unknown Author is licensed under CC BY-SA-NC

Integrating HD:

Are we special?

https://superspecialmusic.blogspot.com/2009_11_01_archive.html
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
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WHAT IS SO SPECIAL ABOUT HUNTINGTON’S DISEASE CARE?



What is particular to Huntington's 

Disease care?

The Slido app must be installed on every computer you’re presenting 
from

https://www.slido.com/powerpoint-polling?utm_source=powerpoint&utm_medium=placeholder-slide
https://www.slido.com/support/ppi/how-to-change-the-design
https://www.slido.com/support/ppi/how-to-change-the-design
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This Photo by Unknown Author is licensed under CC BY-SA-NC

Integrating HD:

Do we want to be special?

https://superspecialmusic.blogspot.com/2009_11_01_archive.html
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/
https://creativecommons.org/licenses/by-nc-sa/3.0/


WHICH DISEASES DO WE SHARE COMMONALITIES WITH?

WHAT IS IT WE HAVE IN COMMON WITH THEM?



What other diseases have similar 

care needs to people living with 

Huntington' Disease?

The Slido app must be installed on every computer you’re presenting 
from

https://www.slido.com/powerpoint-polling?utm_source=powerpoint&utm_medium=placeholder-slide
https://www.slido.com/support/ppi/how-to-change-the-design
https://www.slido.com/support/ppi/how-to-change-the-design


How much do we 
share with other 
diseases?
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Neurological conditions

• People that experience stigma: 84%

• Medical professionals disbelief people’s 
symptoms severity: 85%

• Doctors don’t know enough about the 
disease, GPs: 85%; Specialists: 57%

• People report mental health impacted: 
35%

1. It is important to have tools and measurements 
that capture people’s symptoms

2. Support patients and caregivers to describe their 
symptoms more accurately

3. Better education and training for healthcare 
professionals

4. Health literacy is needed across education, 
employment and society

5. People need psychotherapy or counseling to 
support managing living with the disease

6. Informal caregivers need financial support to 
manage caring responsabilities but also high-
quality care services to participate in employment 

Invisible issues:
European Federation of Neurological Associations



How much do we 
share with other 
diseases?
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Progressive neurological

conditions
People living alone in the community:

• Parkinson’s disease 33%

• Motor Neuron Disease 33%

• Huntington’s Disease 38%

1. Knowing the numbers to better plan

2. Improve care access through giving people a care 
coordinator

3. Provide flexible coordinated care (comission 
services)

4. Educate the care workforce e.g., professionals 
assessing care packages

5. Improve access to financial support e.g., reduce 
bureocraucy and make it easier for people

6. Strengthen commmunity response, e.g., work with 
community groups to reduce isolation

7. Support informal carers. Encourage professionals 
to involve carers

8. Review research priorities, e.g., ask living situation 
in studies, direct funds towards managing complex 
symptoms

Care inequality:
DeNPRU project, policy recommendations



How much do we 
share with other 
diseases?

32

Rare diseases

• Adult rare diseases person with 
access to a care coordinator: 12%

• Access to a specialist centre: 32%

1. Lower cost of attending appointments

2. Electronic records immediately accessible to staff

3. Expert lead consultant

4. Access to a care coordinator

5. Specialist centre or clinic available

6. Formalised care plan

7. Meetings between care professionals to discuss 
care (coordinated care)

Care fragmentation:
CONCORD project



43% of the world lives with a 
neurological condition

1% of the world lives with a 
progressive neurological 
condition

6% of the world lives with a 
rare condition

3% of the world lives with a 
rare neurological disease:

~260 million people worldwide
This content has been created by an AI language model 

and is intended to provide general information. 



How do we get these needs 
ackowledged and acted on by 
decision-makers and managers?Challenge

Integrating HD: Are we special? 34
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What can we do next to improve care?

The Slido app must be installed on every computer you’re presenting from

https://www.slido.com/powerpoint-polling?utm_source=powerpoint&utm_medium=placeholder-slide
https://www.slido.com/support/ppi/how-to-change-the-design


We are more likely to improve care if we show 
how much we resemble other diseases.

Health equity. 

2025





WITHOUT RESOURCES, 
“SELF-MANAGEMENT” IS 

JUST NEGLECT.



Next steps



More information

Literature review article

Integrating HD: Are we special? 40
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Survey short report Survey article

Equity DeNPRU research CONCORD research

https://onlinelibrary.wiley.com/doi/abs/1
0.1111/hex.13948 

https://www.hda.org.uk/news/integrate-hd-survey-
unveiling-care-challenges-for-the-huntingtons-
disease-community/

https://journals.sagepub.com/doi/full/1
0.1177/18796397241288449

https://www.who.int/health-
topics/health-equity#tab=tab_1 

https://ore.exeter.ac.uk/articles/report/Living_alone_with_a
_progressive_neurological_condition_a_neglected_inequalit
y_DeNPRU_Exeter_report_2025/29813489/1

CONCORD: CoOrdiNated Care of Rare Diseases | 
Faculty of Population Health Sciences

EFNA surveys
SURVEY RESULTS: Assessing diagnosis and care 
pathways of people living with neurological disorders 
– EFNA

https://onlinelibrary.wiley.com/doi/abs/10.1111/hex.13948
https://onlinelibrary.wiley.com/doi/abs/10.1111/hex.13948
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THANK YOU!
Share the cockpit and set the course

41



PhD PPI group

Thank you.
Contact:

smbp1u20@soton.ac.uk    

Sandra Bartolomeu Pires

    integrate_hd

mailto:smbp1u20@soton.ac.uk
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