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Community Participation
in Primary Care

Dr. Philip Crowley

Deputy Chief Medical Officer,
Department of Health and Children

My experience

5 years working with local communities in
Nicaragua in community health development

6 years working with local communities and
primary care in Newcastle upon Tyne

Worked with Combat Poverty on community
development and health programme

North side General Practitioner — developed links
with local communities

Deputy Chief Medical Officer in DoHC

Philip Crowley - Community Participation in Primary Care
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Health Inequalities in Ireland Levels of public involvement

» Mortality rates twice as high in social class Individual and carer involvement in own
4/5 as social class 1 health care

« Chronic illness is 10% for higher User and public involvement in service
professional Vs 25% for unskilled manual quality

class User and public involvement in policy and
 Travellers live 11 years less than settled planning

people Community involvement on their health
agenda — community developement

Public involvement and Primary National Primary Care Steering
Care Policy Group

Rec. 19 Primary Care Strategy Primary care teams should ensure user
“A mechanism for active community involvement participation, including involving local
in primary care teams.....involvement of local community and voluntary groups in service
community and voluntary groups in planning and planning, delivery, monitoring and
delivery consumer panels input into evaluation
needs assessments ensuring..social and
environmental health issues, which influence

health are identified and addressed” Community Involvement should be seen as

an ongoing process

Taskforce on active citizenship Why involve:

Strong interest in participation Patients
Commitment to respond to active citizens ~ To ensure appropriate treatment and care
. . . — To improve health outcomes
Cynicism about consultative structures . .
-To Improve access to services
Lack of coherence Public
Voluntary and community organisations — To improve service design
key — To determine priorities

Clear leadership required in public bodies — To strengthen accountability

Philip Crowley - Community Participation in Primary Care



Current approaches to public
involvement

Consumer panels
Primary care teams
Community workers employed by the HSE

Sectoral involvement e.g. Traveller and disability
organisations

Social Partnership: Towards 2016 commits the
health sector to ongoing consultation with the
social partners.

Regional Fora
Patient advocacy groups
Expert advisory groups

Terminology and meaning

Consumers
Patients
Users
Communities
The Public

Primary care team development

500 teams planned

Cover all the country
Process takes time

Pressure on implementation

Proposed toolkit includes section on
community involvement

Initial focus will be on clinical teamworking

Philip Crowley - Community Participation in Primary Care
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Review of current participation

Lack of evaluation

Selection and participation of reps
Health service response to public input
Coordination

Inconsistency and need to build on good
practice

Irish General Practice

Independent businesses
25% aged over 55

30% single-handed
31% are female

Higher rates of demand for GP services in
deprived areas associated with higher illness
rates

Reps on PCTs

Isolated individuals
Who represents?
Co-option

Overlap of agendas?
Linked to wider group
Links between reps
Feedback?

Influence?




Challenges

Preaching to the converted
Convincing the cynics

Lack of evidence - EVALUATE
Implementation timetable
Divergent agendas

Keeping the community interested

Creating influence and demonstrating
effectiveness

Future approaches in primary care

PCTs a major opportunity
Involve communities in PCT development

Survey patients for their experience not
satisfaction

Feed views into area management
Create links between patient/community
reps

Deliver other services at PCT premises

DoHC/HSE participation strategy

To design a consumer and community
involvement framework, which will
enable the HSE to provide more patient
centred care

To complete the framework within 6
months; June to November 2007

Email: rachel.mcevoy@mailg.hse.ie

Philip Crowley - Community Participation in Primary Care
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MIEUR

Must first listen to front-line staff

Only those already advantaged participate

Minorities excluded

Public priorities may be hospital services
not public health priorities

Tension between patient and public

involvement

Signs of success?

Evidence of minority group involvement
(race, gender, sexuality, disability).
Evolving community leadership.

Evidence of community impact on decision-
making.

That individuals who represent their
community are linked to and accountable to
a wider community network.

Conclusion

Use a variety of methods
Decision-making must be responsive

Ensure involvement of minority groups

Resources needed to ensure accessibility of
process

EVALUATE
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Irish Congress of Trade Unions

Current Public Spending %GDP
[Use Irl. GNP @ 35% in 07]

(Source: European Economy, EU)

—— Denmark
—=—EU15
Ireland

COMGRESS CONGRESS

Irish Congress of Trade Unions Irish Congress of Trade Unions

STROMGER TOGETHER DGETHER

CONGRESS CONGRESS

Irish Congress of Trade Unions wish Lovigre sy of Tiade Lnlons
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NGRESS
Irish Congress of Trade Unions Irish Congress of Trade Unions
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Norway
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United Kingdom Irish Congress of Trade Unions Irish Congress of Trade Unions
United States
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Irish Congress of Trade Unions

Irish Congress of Trade Unions

Paul Sweeney - Quality Public Services: The Economic Perspective



Combat Poverty Agency Conference - Community Participation in Primary Care - 27 June 2007

STROMGER T

ONGHRESS

Irish Congress of Trade Unions rish Capress of Trade Unions

CONGRESS

Irish Congress of Trade Unions

CONGRESS

A% e on peisi A dY 100

Paul Sweeney - Quality Public Services: The Economic Perspective



Combat Poverty Agency Conference - Community Participation in Primary Care - 27 June 2007

Community Participation in

Primary Care in New Zealand:
a story

Poverty is Bad for your Health: Community Participation in
Primary Care

COMBAT POVERTY Conference, 27 June 2007

Pat Neuwelt

University of Auckland, New Zealand

Acknowledgements

m Combat Poverty Agency

m University of Auckland, School of Population
Health

m University of Otago (Wellington), Dept of
Public Health

m PhD research funded by Health Research
Council of New Zealand

NEW
ZEALAND Tasman Sea
Total Population

4.2 million

(Auckland

region 1.3

million)

Te Tiriti O Waitangi / The Treaty of
Waitangi
Founding document of NZ — 1840

Commitment of the Crown to Maori,
as tangata whenua

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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. Positioning this talk...
Outline

The Alma Ata Declaration

m Health inequalities in New Zealand , . . ) .
First International Conference on Primary Health Care,

m NZ Primary Care Context

Alma
World Health Or;

m NZ Primary Health Care Strategy, 2001

G( Health for All by the Year 2000
(the reduction of health disparities both within and between
count

= Community Participation in Primary Health
Organisations

all in 20 minutes! ) i
( ) STRATEGY: Comprehensive Primary Health Care

Health Inequalities in NZ

lorst health outcomes among Maori and
Pacific peoples
m Political commitment to reducing inequalities
m Rights of indigenous people (Treaty of Waitangi)
and right to health for all people

m NZ DCpI‘iVﬂtiOﬂ Index: multifactorial (income,
education, hous s to phone and transport, etc), small
area measure (immediate locality)

Life Expectancy Gap: The Distribution Gap:

poverty level by NZ Dep Index 2001

10-yr difference between Maori and non-Maori

Figure 3: Dep . Maori ane Maori, 2001
-
B noncM ek
._; 15
3
10
5
10 is
most
. deprived)
Source: Decades of Disparity: Ethnic mortality trends in New Zealand : ) : ! “Dectle ! ) v
1980 — 1999. Ministry of Health, 2003. Sourey it Bow Fastuns

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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The Outcome Gap: Pacific Peoples
Life expectancy by deprivation level 1995-97 R

Non-Maori

Samoan, Cook Island Maori,

44 : < & Tongan, Niuean, Fijian
Female « Tokelauan, Tuvaluan.

Courtesy of Statistics NZ

For Pacific Peoples Inequalities in Access to Health Care

Similar picture to Maori: Ambulatory sensitive hospitalisations (those which could have
TN been prevented by pri calth ¢ rvention) increase steadily
m 5-year gap in life expectancy I S . e 2
. e S and dramatically rease in deprivation level.
= High rates of avoidable mortality and ambulatory

sensitive hospitalisations E— I
Utilisation data demonstrates that those with highest

m Pacific children have 40% higher infant mortality health needs (Maori, Pacific peoples and th sith
rate than NZ average highest deprivation scores) utilise primary care setvices

m 42% of Pacific people in NZ live in NZDep10 arcas the least (Tudor Hart’s ‘Tnverse Care Law’)

Barriers in accessing primaty care: cost, lack of
transportation, cultural & language batriers, ?the wrong
model of care.

A Picture of Primary Care in NZ

Majority of care delivered by small general practices owned by

The NZ Primary Care Policy Context

Growth of third sector (not-for-profit, non-governmental)
i are in 1980’s and 90’s in response to the needs of
e groups, such as Maori, Pacific, unemployed and

‘working poot’

sations tend to adopt Alma Ata model of
and have community governance.

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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Comparison of Third Sector Primary Care Organisations

to Private General Practice in NZ

Evidence of efforts to reduce batrriers to access:

patient ch (on av re staff whose ethnicity

staff teams.

younger, largely non-European, low-income population, who
ented with complex needs.

The New Zealand Primary Health Care
Strategy
Minister of Health, 2001

OLD System

Focus on individuals. Focus on health of populatio

Provider-fo Community- and people-focu

Emphasis on treatment. Education and prevention too.

Doctors are principal Teamwork — nursing and

providers. community outreach e

Fee-for-service. Needs-based population funding,
Atter to cultural competence.
Connected to other health and
non-health agencies.

Structure of the NZ Health System

Minister of Health
Advice
Ministry
of Health

-~~~ | Papulation-based
Funding- _

\
\

\

DHB
PHOs, NGOs, provider

Other arm
Providers (hospitals, etc)

Getting Primary Care on the National Health
Agenda

National Health Committee Reports (appointed non-partisan advisory
group to Minister):

1998 he Social, Cultural and Economic Determinant:
Health in New and: Action to Improve Health
1999 — eries of pap c issioned by the NHC:
S I 1 for the National Health
e: A report prepared for the National
%)
in New Zealand (Tukuitor 1999)
health outcomes

(Coster & Gr
2000 - Improving Health for New Zealanders by Investing in
Primary Health Care.

Primary Health Organisations

Not-for-profit provider organisations funded by
Disttict Health Boards to provide primaty health cate
services for an enrolled population

Funded by capitation on a population funding formula

(incorporates ethnicity, NZ. ge, etc)

Each PHO made up of providers or general practices

Total of 81 PHOs nationally (established July, 2002 to April, 2006)

Enrolled populations range from 5,000 to 340

Minimum Requirements for PHOs: standards

sing a national formula, to provide a set of
Ith cate services to an enrolled pop’n

to include health promotion/disease
prevention and first-line illness services

Must demo
influence tk
oup being di

Not-for-profit bodies, ope ountable for the use of public
funds and for the quality and ecti of their ices (most
are charitable trusts or non-profit companies)

Must involve their communities

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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Minimum Requirement for PHOs cont’d

Minimum Rqulrement of PHOs “The DHB must be satisfied that community
on Community Involvement participation in PHO governance is genuine and

oives the communities 2 meaningful voice. In
Prlmary_ Health Orgamsatlons_ WIII _be ; addition, DHBs will require PHOs to show how
expected to involve their communities in their
governing processes. They must also be able
to show that they are I'eSpOI']Sive to (Minimum Requirements for PHOs, MOH, Nov 2001)

communities' priorities and needs.”

they respond to their communities.”

Community Involvement in PHOs: for what
purpose? Reducing Access Barriers / Community Participation
Upholding human ri
® 2 right of Maoti under the Treaty of Waitangi m Two sides of the same coin

B an ethical and democratic right of all citizens. . . .
S m One without the other is unlikely to reduce

To increase co-operation with health inequalities in health

programmes and services. . ) i
m [t requires conscious efforts to involve

To create more accessible, affordable and ) .
vulnerable groups by teducing access bartiers

‘ appropriate health services .

re

groups and populations.
It is good for business!

The policy of community participation
in PHOs
The idea of citizen participation is a litile like eating

I think what the government is looking to enconrage us Spinach: no one is against it in principle because

10 do s to move more from the business sort of model of it 15 good for you

selling items of service to individual people, to a sitnation

in which a group of providers, from often different

[/ZJK/ZJ/Z/MQJ /]ﬂ[/{’igl'()//ﬂ{{‘f, Y ’Ol}é » Yf/j f/}f’/i' [07}”}////]/0’ 70 Arnstein, S. R. (1969). "Lad: f Citizen Participation." Journal of the
promote the health and well-being of that commmnity in a

positive sense-— as well as selling items of service

Research participant: Public health physician

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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Conceptual Challenges

m What is ‘community’?

m What is ‘community participation’?

= How would one ‘measure’ or ensure meaningful
community participation? (i.e. ensure that
community engagement, empowerment and
development are occurring)

Community development
Community empowerment
Community capacity-building

Communlt_v engagement

Progress in New Zealand

Patient register
Maori community
Ethnic community
Mental health community
Aged community
Gay community
Church community
School Community

Community organisations

The Need for Resources and Standards

Organisational Structure
5
4

Governance & Management

™: i
Processes aori Responsiveness

Consultation & Decision-

Use of Resources.
making

Links to the Wider
Community

Challenges for PHOs

m Tension exists between the business imperative in for-
profit primary care (general practice) and community
involvement in governance.

‘Champions’ with visionaty leadership within the PHO
(board, management, others) are a key ingredient to
successful community involvement. Without them,
community involvement is token.

People involved in PHOs want and need education and
suppott for engaging with communities.

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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Evidence of a shift in attitude.... Ministry of Health Actions

m Development of a governance guide for PHOs

. o . .. (draft out for consultation June 2007)
I believe the commmunity is one of the most potent political -

Jforces. General practice needs to be aligned to the
commmnity. .. The best way to get the community on = Community involvement still a strategic goal in
board [the PHO] is to give them influence. Ministry’s Implementation work plan.

Research Patticipant: GP Chair of a PHO Boatd

Evidence from the Third Sector: R
Benefits of Community Participation In Conclusion...

When you’re working in partnership with communities people are very forgi
...yon give and they give 2 and so there’s a much more caring and i i s : .
humane. environment to be working in. hstenmg to people s needs and belng responsive

Community involvement is as simple as truly

to them in the way we deliver our community-
based health care.

Important to keep the goal in mind: the
reduction of health inequities.

Research particip rd Sector GP

Peaple have an enormouns respect for doctors. Enormons, irrational
respect sometimes, because they're not actually different from other
people. They just have very specific and expensive training which

we valne very highly. But they are still just people and when it

comes 1o making decisions about what goes on_for the benefit of
the health of a commmunity, then surely we can be equals and
accept the skills of the doctors and the skills of the person from the

mental health gronp, the refugee group, the new mothers’ group. ..

Thank-you

Research Particip “ommunity Health & Disability Activist

Pat Neuwelt - Community Participation in Primary Care in New Zealand
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Involving Communities in Primary Health Care:

A Community Participation Framework

Combat Poverty Conference Workshop:
Setting Standards in Primary Care — A Toolkit for Participation
27 June, 2007

Pat Neuwelt
Senior Lecturer in Public Health,

University of Auckland, New Zealand

Outline

Presentation of the research which has resulted in the
Community Patticipation Toolkit for primary health
organisations in New Zealand.

Discussion of the framework, its indicators and their
potential usefulness.

Further discussion about standards for community
patticipation in primary care.

Minimum Requirement of PHOs
on Community Involvement

“Primary Health Organisations will be
expected to involve their communities in their
governing processes. They must also be able

to show that they are responsive to
communities' priorities and needs.”

The New Zealand Primary Health Care Strategy, 2001

Acknowledgements

1 study funded (2 year project) by Health Research Council of
aland

Host Institutio:
Medicine & Hez

Principal Investigator and PhD Supervi Dr. Peter (
Public Health, Wellington School of Medicine and Health
University of Otago

274 PhD Supervisor: Dr. David Thorr
School of Population Health, Uni i

i Porou Ha
Tka.

The origins of participation in health

The Alma Ata Declaration
First International Conference on IP: ary Health Care,
Alma-At SR, 197

Wo UNICET

GOAL: Health for All by the Year 2000

(the reduction of health disparities both within and between
countries)

STRATEGY: Comprehensive Primary Health Care

Built on the successes of g
primary care initiatives in many

Minimum Requirement for PHOs cont’d

“The DHB must be satisfied that community
patticipation in PHO) governance is genuine and
oives the communities a meaningful voice. In
addition, DHBs will requite PHOs to show how
they respond to their communities.”

(Minimum Requirements for PHOs, MOH, Nov 2001)

Pat Neuwelt - Setting Standards in Primary Care: a toolkit for participation
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Research Goal

The idea of citizen participation is a little

To develop a framework for assessing spinach: no one is against it in principle becanse

& developing community patticipation 2115 good for you

in PHOs appropriate to New Zealand.

cin, S. R. (1969). der of Citizen Participation." Jou of the
n Institu nn 216 .

Part One: Key Stakeholder Interviews and

OVCl‘ViCW Of Research MethOdS Development of Draft Toolkit

Data collection (Feb-Aug/03):
t=3
Part One: Data collection, ysis and development o eIndividual and g i i
framework and toolkit on community participation. *Key stakeholders in primary cate sector
(managers, board members, GPs, practice n s, DHB funders,

Part Two: Consultation on the draft framework and toolkit. Ministry of Health personnel)

*Total 42 participants, in different parts of NZ, 50% Maori.
Part Three: Pilot the framework and toolkit in PHOs. :

Data analysis: Grounded Theory methodology using thematic

o J t=)) r=)
) . . . . analysis of qualitati

Part Four: Finalize the toolkit and disseminate research results. ? 1
Results: Draft toolkit for primary care with emphasis on developing
CP, with a quality improvement focus.

Part Two: Consultation on the Draft Toolki Pilot process (Oct-Dec/04)

y-August/04)

Five PHOs formally approa with aim of diverse sample
Survey included questions about toolkit format, content and Location and size
relevance to general practice and/or PHOs. Population served
Fund
*Toolkit sent to 78 indivi iverse in their role, location and
ethnicity.

*Total 26 responses (33% response rate) — but broad sample. ps: board, mz  advisory group,

*Toolkit edited in light of consultation feedback ceting ed 0 of PHO, applying the six toolkit

Pat Neuwelt - Setting Standards in Primary Care: a toolkit for participation
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Community Participation Toolkit: a resource for

primary health organisations

ge) on order from kerry.husley

“CONC

ng Communities for PHOs

Neighbourhoods
and Iwi

Caregivers

Potential| Pop’n /

Churches patients \ Patients

& Schools
Extended family/
whanau

Community groups
& services

TABLE of CONTENTS
PART ONE: TOPICS for PHOs - Exploring Key Concepts
T fining ity PHO

om ‘Community’

THE REVIEW WORKBOOK
a] Structure
nsiveness

and Management Pro

6. Consultation and Decision-maki;

Community participation in PHOs

is more than consumerism

s 10 be confusion betwee usumer’ and. ‘commnnit he priority
mist be on the commmnity. Naturally, there should be regular surveying and.
dialogue with the actual patients who make up the register of the PHO. But
that is different to discussion with the conmmmnity—1ihis discussion will be
driven by the community, on their venues, following their protocols, and led
by their agenda.

nator of a third sector

Building Relationships

(for collaboration and primary care involvement)

y centres

mental health club and consumer groups

local community boards and councils

tenants’ associations and housing advocacy groups

te}
church-related social service agencies (ex: Salvation
Arm ogrammes, Catholic Community and Social
Services) marae-based groups, kohanga reo

churches (especially for some ethnic groups)

m Other non-governmental organisations and agencies:

. =) ~ 3
Grey Power, Women’s Refuge, Citizen’s Advice
u, Maoti Women’s W ague, etc.

Pat Neuwelt - Setting Standards in Primary Care: a toolkit for participation
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Taking Primary Health Care to Communities
The CP Toolkit Review Framework

Respond to the needs of your communities.
Examples might be:

= Clinics at community centres ot in housing 1. Otganisational Structure (9 indicators)
estates 2. Maori Responsiveness (4 indicators)

Mobile setvices: well child, oral health, ete. 3. Management and Leadership
Stalls with free health checks or advice at 4. Use of Resources

community events 5. Links with the Wider Community
Collaborative ‘health fairs” in local 6. Consultation and Decision-making

communities

2. Maori Responsiveness

1. Organisational Structure 2. Miori Responsiveness
The PHO has structures in place which facilitate iwi, consumer and community The PHO oporate: a manner which demonstrates a high level of
involvement. responsiveness to Mlourtungala whenua needs and perspectives.

Evidence | Seli-Rating
. (15 1

the Troaty of
il communites seevod
Governance

T2 | Mborl and I | e
|| PHO boarns in have mal intusece in decision-making, 1 [ wlh‘:qllu.unﬂl::wﬁh.
T3 | The PHO has and implements Cloar palicies which cuting T e kel
role of and sslection of ks goverming body. 4 I "Euitural Competence
T4 | Thare s wikderce of perioaahis In goverig pocesses, wih 0 TMPHDMwmnm
| undue infoance by cra indhvidaal of groue. [® o s
Faprosentation the oanisation
T [ Thacw o wikdarcs Tl B PHIO wweks 0o o viuract f bt mo‘upuoww«w

| omsses and e leacors of al key o | stat, Maori and non-sor, with |
| rogand so werking with Mbori

Reducing Access Barriers |
3 | Thers is svidence that the PHO ‘

[T | Thrs o ovidunce T o0 PG epecis T8 proceases of B
| and . o

| i sctively raducing acesss
for Maor

marship
nw I G o PO comaet B Fani ooty

| Maor Participation
24 | Thern s evidenca that Maor
i — partcicate In ol key decisions.
Al Kiry commUnEES v S0 INVIDd 15 pANCEats 1 planning and | | Which afiect tham within e

| buadson withins the PHO, inchuing drak annusé plans, drat sirasegic PHO.
plans and contirucus qualty Improvemsnt pmgrammes

3. Governance & Management Processes 4. Use of Resourc

3 and F 4, Use of Resources

The PHO commits to These
include human funding. and

The and of the PHO a
‘commitment to reducing barriers to participation at all levels of the organisation.
[Evidence o | Action &[M‘dmﬂ el |
| Achiavement | Reguired s | Rating
and lhnpmlbh -5

Resporaitie | (1-5) Expected

o hary
Comermnition ot o kol of S
crgsisation

There Is evicance of the FHU §
ot

| orpariaons.

|3 | Them & svdence hat sisd of e |
PHO and s
[ ———

| Thers is swdence ihal the PHO
makes a clear sfort 15 recuce
barmars 1o parscpaten for the

T

| | 10 support communty imvotvermant
| i tha r0, and PHO Incharsert
| o ceramy

roups periancieg healt

Pat Neuwelt - Setting Standards in Primary Care: a toolkit for participation



Combat Poverty Agency Conference - Community Participation in Primary Care - 27 June 2007

5. Links with the Wider Community 6. Consultation & Decision-Making

6. Consultation and Decision-making
5. Links with the Wider Community

Thers s chear comenunication between the FHO and the communities served,
The PHO has a culture of networking and collaborating with the wider and this consultation impacts directly on decision-making within the
community in its region and with other sectors bayond health, ) _ 3

Ty Whwn and | Bl

Ao Raguired | By Wi and | Swi | = |5 | (057
| and Expected | Wheis i Expresed
| Ouscomes Reaponaiie | (1 | s | | Dutcomes |

and
‘organisations in its ansa.

There is svidence Fal the

PHO works intersocionly by
laising and colaborasng
with pubil agancies in fs
aoe.

hare 18 0 it
‘starf of the PHO and ite
risations
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Conclusions

is evidence of community engagement having
positive impact on PHO service and programme
planning; in some PHOs.

B There is evidence that some PHO staff and board
members are wanting training and development to
enable CP in their PHO.

u The Community Participation Toolkit for PHOs
appeats to be a positive resource for primary catre in

/.

Pat Neuwelt - Setting Standards in Primary Care: a toolkit for participation

Thank-you
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Setting and Applying Indicators of
Participation

Combat Poverty Agency, 27t
June 2007

Participation and the Practice of
Rights Project

. h..f«*'P PR

Practice and Participation of Rights (PPR)
Project

« A coalition of groups and
organisations working on social
justice issues in North Inner City
Dublin and North Belfast

< Aim to give groups, communities
and individuals the tools and
support they need to actively
assert and campaign for their
economic and social rights

PPR Project

« Communities gather evidence to show
denial of their rights and campaign to have
them fulfilled

« Groups underrepresented in public life
play an active part in addressing the
Issues that prevent them from fully
enjoying their rights

PPR Project

» Use evidence to measure how the
government is really fulfilling their
economic and social rights

« Communities to set standards and
indicators of what is necessary for them to
access and use services in a way that
make their economic and social rights real.

Health and human rights

 Poverty, social exclusion, poor housing
and poor health systems are among the
main social determinants of health.

All these factors can be linked to
international economic and social rights
standards

Why develop indicators?

* Indicators show whether a situation is
improving, staying the same or getting
worse (progressive realisation)

 Evidence holds governments accountable

* Indicators are linked to international
human rights standards

PPR Project - Setting and Applying Standards of Participation
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Indicators

« Participatory approach : Indicators are set
by the groups themselves to show what a
change would look like to them

Participation

* Right to participate in decisions that affect
you and your family (European Convention
on Human Rights)

« Many other international treaties and
conventions contain the right to participate
in developments that affect you and your
community

Seven Towers Case Study

* Issues of overcrowding, poor housing conditions,
and inappropriate housing of families and people
with health problems

* PPR Training “How communities can use rights”

* Three issues chosen:
Pigeon Waste
Maintenance problems and upkeep
Re-housing families

Seven Towers Case Study
* Why use human rights indicators?
Addressing issues as human rights violations
Progressive Realisation
Outcome and process

Disaggregation

Seven Towers Case Study

« How did they set indicators?
Gathering a baseline
Survey results

Setting the indicators

Seven Towers Case Study

Indicators for Participation

“The right to the highest attainable standard
of health requires as much participation as
possible in the health sector”

PPR Project - Setting and Applying Standards of Participation
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Seven Towers Case Study

Indicator 5: No. of residents reporting dissatisfaction
with how involved they feel in NIHE decisions which
affect them

“67% of tenants felt that, overall, they had been well
consulted by the Housing Executive”

NIHE Tenants Charter, 2005

Baseline: In April 2007, 58% of residents reported
dissatisfaction (scoring between 1 and 3 on a

scale) with their level of involvement in decisions made by
the NIHE.

Seven Towers Case Study

Benchmark:

After six months - 34%
After 12 months — 10%

Human Rights Standard
CESCR General Comment 4, Paragraph 9

The full enjoyment of other rights...such as the right to
participate in public decision making is indispensable if
the right to adequate housing is to be realised and
maintained by all groups in society.

Seven Towers Case Study

» Outcomes and Learning
Evidence hearing on the Right to Housing

Importance of measuring fulfilment of human
rights standards on the ground

Building up group — need to move at their
Pace

Keeping momentum going

Further Information

* Contact:

* Nicola Browne: nicola@pprproject.org

* Maeve Ni Liathain: maeve@pprproject.org

PPR Project - Setting and Applying Standards of Participation
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Lifford/Castlefinn

‘A Model of Community
Participation in Primary
Care’

What Happened in Lifford/Castlefinn
. |

Community consulted about application — 2002
Interim Community Representatives from start — March 2003
First Primary Care Team (PCT) meeting — April 2003

Community Participation Working Group — May 2003 (one of 4
working groups)
e Public Meetings

Community Consultation — What
Happened

e Joint project funded by Combat Poverty and NWHB — October
2003 — June 2004

e 17 Focus Groups — Raising awareness of the Primary Care Project
and identifying the needs in the area to be included in the Needs
Assessment

Reported back to each Focus Group for agreement
Formation of Community Health Forum (CHF)

CHF selection of their community reps

PCT agreed to third rep in a supporting role

Needs Assessment
|
e Waiting on National Template — still waiting!!!
e Public Health Nurse seconded — between
February — November 2004

e Data
e Consultations/Interviews
e 17 Focus Groups

Main Findings of Needs Assessment -
2004

41% of persons over 70 years live alone
47% of the GP Practice population have GMS eligibility
27% of the population had left school at primary school level

Lifford and Castlefinn have high unemployment rates — 20.48%
and 25.2% respectively compared with an average of 5.6%
county wide and 8.8% nationally

e No recreational/play areas

e 1in5 family units are one parent households compared to a
national average of 1in 6

e Poor transport infrastructure
e Poor Housing Stock

Community Health Forum -
Developments

.|

e Joint funding for Community Support Worker
— 2 days per week — Sept 2004

e Integrated action plan developed from
priorities of Needs Assessment — Oct 2004

e Community Reps participated in PCT training
— Dec 2004

e Actions implemented - CHF becomes partner
in the delivery of local health services

Lifford/Castlefinn PCT - A Model of Community Participation in Primary Care
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Actions Implemented by CHF
C—

Lifford/Castlefinn Carers Group
Lifford/Castlefinn Pension Day Projects
Support to Doneyloop Youth Club

Support to Lifford/Clonleigh Youth Project
Lifford/Castlefinn Parent & Toddler Groups
Lifford Lone Parent Group

Play areas in Lifford & Castlefinn

Joint PR Working Group

Policy Influencing

Castlefinn Community Pharmacy

Benefits
G

e Services aligned and improved to meet needs identified by the
community through integrated partnership

e People as partners in their own health enhancement and in
building healthy communities

e Disadvantaged groups included
e Modest Investment

e Strengthened the Community and Voluntary Sector within
Lifford/Castlefinn areas

e Increased understanding, respect and value for the various
players

e In the spirit of the Primary Care Strategy

Challenges
G

Community Reps — Fears and Expectations

CHF structure perceived as slowing down progress

CHF - Social Inclusion of the most vulnerable

CHF — Additional voluntary contribution

Castlefinn not having a Development Worker

Limited understanding of Community Development and its
potential contribution to health

Community Health Structure

Funding at National Level for Community Participation in
Primary Care — to implement projects and fund Community
Worker

What needs to be in place for a
meaningful Community Participation

e National, Regional and Local Support from the HSE
management

Community Health Structure — ideally set up before PCT
Full involvement in Needs Assessment

Integrated Action Plan

Clear communication structures

Support and Training for Community Reps

CHF/PCT Joint Training

Funding

Community Work Support

“Community Participation done well has the
potential to transform the way we think
about health and how we design and deliver
health services to meet the needs of
particular communities”

The Health and Social
Outcomes of Community
Paticipation in Primary Care

Lifford/Castlefinn PCT - A Model of Community Participation in Primary Care
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IS a community development
organisation working toe reduce health
inegualities among ethnic minarity.

communities.

Stephanie Whyte
Tonya Sanders
Cherif Labreche

> Establishment and ongoing support of
Ethnic Minarity Health Forum.

Croke Park, June 2007

Collective Collective action leading to collective impact
Participative Articulating ethnic minority experience
Equality Providing support

Social determinants of health
Investing in process
Influencing change

Providing, gathering and disseminating information
Building a platform to influence policy e.g. HSE and service
providers

Focusing the community agenda — health

!ndividual Training Participative
issues
J e o
participation €
F o F \ development based need
- g |uu|p and bulld_mg Group:
evelopment community’ participation:
Support to infrastrucutre and
leaders Group representation
Wider participation ‘;V'de’

. eterminants
determinants Wider _ of health and
of health determinants health needs

of health and Greater links.
health needs, to policy

Policy arenas

Cairde - Ethnic Minority Health Forum



Getting people involved:
« Liaison and outreach work - Identify Ethnic Minority Groups and individuals

Building trust and working relationships
Addressing participation barriers — language, childcare, transport, food
Starting where people are at — health was not an issue of top priority in 2001
Wider determinants of health

Keeping people involved:
Support around organisational development and group development
Providing ongoing support to leaders who are providing ongoing support to
their community
Respond to information needs
Facilitating networking and exchange e.g. national conference
Responding to emerging issues
Wider determinants of health
Invest in process

Community Health Worker and supports for this role

Geographical vs. issue

Participation barriers

Long term voluntary participation

Difference — participation, capacity, issues, areas, cultural references
Community conflict and divisions

Representing all groups? Expanding membership

Analysis of health needs — wider determinants of health, narrow focus
on language

Different interpretation of policy within HSE

Responding to change — external environment and changes of need
within community (IBC)

Resources and funding for minority ethnic community groups

Demand from other regions

Pre-development work — outreach and individual support

Small group development

Established Ethnic Minority Health Forum — initially invited individuals

Few ethnic minority community groups — ongoing development work with
leaders establishing groups

Health not particularly an issue — immigration, accommodation, poverty
Discussion on needs — training and information needs

Decision that membership is only for ethnic minority community groups
Emerging community leaders were providing ongoing support to their members
and were receiving support for this

Discussion focused on experience of health difficulties rather than the why of
health issues

Cairde - Ethnic Minority Health Forum
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Provide information — communities can then assess whether they
have enough info, assess whether they are accessing the
services they are entitled to, assess whether the info is relevant,
accessible and appropriate

Develop skills - targeted training and workshops on leadership
skills, facilitation skills, rights based approach etc.

Provide support - leaders who provide support to their
community need support, build capacity of individual members
within their communities

Analyse need — support a move from anecdotal to evidence
based need — e.g. health needs assessment, other assessments

Build expertise - Involvement in actions e.g. D Doc

Influence change - bring to communities the whole concept of
influencing policy and support participation in strategies to
change existing practices — ERHA Strategy & Intercultural
Strategy

Emerging ethnic minority infrastructure on health — voice and policy makers
and service providers can engage with

Emerging model of community participation in health

Increased capacity at community level in health — information, analysis,
research, rights, move from individual experiences to more strategic and
collective experience

Community leaders being supported in their work at community level
Interaction with policy makers leading to some key issues being taken on
board at national level

Ethnic minority communities engaging in process to address issues - working
with local partners — Temple St. D Doc

Ethnic minority communities promoting their right to equality in health and
access to health services

Ethnic minority communities developing their own resources responding to
their own needs WANET male circumcision leaflet etc.

Targeted training provided to emerging community leaders — health policy,
health inequalities, community development and health, facilitation skills,
leadership skills, Irish health system

Shift to analysing the why of health issues — social determinants of health
Emerging community leaders were providing ongoing support to their members
and were receiving support for this

Ongoing group development and support

First steps to influencing policy — links with HSE, participation in ERHA
Regional Strategy for Ethnic Minorities consultation process and
implementation Forum and sub committees

Information gaps emerged to move away from anecdotal to evidence

Process became more structured to reflect the changing external environment,
more strategic focus — Co-ordinating committee, representatives, decision to
undertake participative research of health needs




