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Context
Uttarakhand state in northern India has a population of 10 million people, living in densely populated plains as well as sparsely populated mountainous areas. It
presents an ideal case for expanding public access to primary care of epilepsy, as it is one of the few smaller North Indian states which has reasonable social capital
(women’s empowerment is relatively high), literacy levels and income levels, but is a poor to medium performer in health outcomes. Dehradun district, as one of the
most densely populated districts in the State, has geographically accessible secondary and tertiary mental health services. Raipur block, in Dehradun district has
171,377 residents and both urban and rural areas.
Uttarakhand DOH has delegated most operations to district level Chief Medical Officers. All officials and doctors have a high rate of transfers which limits continuity
of care for patients and momentum for programme implementation, and additionally leads to institutional memory loss. For example: during the first 8 months of
project implementation there were four different State Mission Directors for the National Health Mission, responsible for state-wide implementation of all primary
health services, in position. The long-standing organisational culture supports deferring decision-making as much as possible, and when action is required, to
cascade to a senior decision-maker, such as the Mission Director for the National Health Mission. Community help-seeking for epilepsy is low due to lack of
awareness, perceived stigma of those affected or attending mental health services, and alternative explanatory frameworks. In Raipur block there is one community
health centre (CHC) with 100 – 150 daily outpatients, ten in-patient beds and five allopathic doctors, and has four primary health centres (PHC) each staffed by one
or two doctors.

Access problem creating need for the collaboration
One in 100 people in India have epilepsy, a condition that can cause premature death, yet most cases go untreated. Health system factors contributing to the
epilepsy treatment gap include understaffing, limited knowledge of epilepsy management among doctors in primary care (PC), and unavailability of anti-epileptic
drugs (AEDs). Epilepsy that presents to primary care is typically referred to tertiary care. In September 2016, the National Mental Health programme (NHMP) was
approved for implementation across all districts of Uttarakhand, and this included diagnosis and management of all neurological, mental and substance abuse
disorders, including epilepsy. Procurement and supply of drugs (which includes anti-epilepsy drugs defined in the State Essential Drug List)) for each tier of health
service was included as part of NMHP implementation. Community help-seeking for epilepsy is reduced by lack of awareness, perceived stigma for those affected,
stigma for those attending mental health services, and alternative explanatory frameworks for epilepsy.

Timelines and key features of collaboration

Emmanuel Hospital Association (EHA) and Uttarakhand Department of Health collaboratively
implemented a three-pronged intervention package over a 12-month period. The
interventions involved: 1. Building awareness about epilepsy in communities: EHA
conducted a train the trainers for community health workers and school teachers, and
further awareness conducted by teachers and DOH staff in communities 2. Building capacity
of PC doctors to identify and manage epilepsy: Arranged by EHA, taught by AIIMS
neurologist to DOH doctors from primary care centres 3.Support supply and procurement of
AEDs: Provided by DOH with support from EHA

Key players
1. Department of Health (DOH), Uttarakhand – Additional Director Non-Communicable Disease
(including the NMHP); 2. Emmanuel Hospital Association (EHA) - non-profit providing health
services in Dehradun District in two hospitals and six community health and development
programmes and 3. All India Institute of Medical Sciences (AIIMS) – Delhi - Department of
Neurology.
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Willingness to order, stock, prescribe and dispense epilepsy drug in PC settings. Eight months after the
start of implementation one PHC in the block was treating seven PWEs and suppling required AEDs.
Twelve months after start of implementation, there was ongoing dispensing of epilepsy drugs at the first
PHC, extending to two new DOH sites.
Despite being listed on the Essential Drug list for PHC and CHC, procurement of AED was repeatedly
delayed by unclear processes, leading to stagnation of procurement decisions and a three-month
impasse in drug purchasing tenders in DOH. High turnover of senior managers, and a low-initiative
context, which limited engagement by State and PC pharmacists, hampered resolution of the impasse.
Interest in and focus on promoting epilepsy care in schools and by ASHA (community health workers).
Community awareness activities led to a small increase in help-seeking by people with epilepsy (PWE),
but this was poorly captured due to high use of private and informal providers. There is still mistrust of
government clinics.
Doctors attended and were positive about training, with two PC doctors showing ongoing commitment
and interest although now located outside target block. However, a key challenge is the shortage and
high turnover of allopathic doctors at PHC, with twelve of thirteen trained doctors transferred out of
block during the period of implementation.

Collaborative governance regime*
Drivers

Leadership by the State Secretary of Health, plus possibility of funding and developing a model for solving a shared problem led to
development of a proposal and joint submission with the three partners described
Collaborative Principled
The three implementing partners jointly and successfully submitted a proposal for an implementation research project (over 12 months)
dynamics
engagement to the Public Health Foundation of India/AHPSR/WHO Strengthening Capacity for Implementation Research (SCAPIR) funding. The idea
for a joint project was initiated by State Secretary of Health who was subsequently transferred to a different portfolio.
While there was a strong initial synergy with all three partners, the transfer of the State Secretary of Health reduced DOH engagement.
The process of developing the proposal was energised with AIIMS – Delhi experience in primary care epilepsy. Once the proposal was
successfully granted, the synergy was stronger between the non-DOH partners. The process of implementation stopped and started as
the DOH context, people and relationships were developed, and repeatedly re-negotiated with frequent transfers of key implementers.
The parties were not equally involved with AIIMS – Delhi participating as a supportive consultant and with EHA acting as the project
manager and prime driver of the project. Relationships were primarily managed face-to-face.
The role and forms of participation of the DOH took time to understand and develop. Although the proposal was implementing an
Shared
motivation agreed strategy (the National Mental Health programme (NMHP) was formally adopted in September 2016), the actual delivery of
epilepsy care in PHC and CHC was a novel practice and the DOH team were unsure if there could be negative ramifications for them in
sanctioning it. This slowed decision-making and the supply of anti-epilepsy drugs. The partnership between AIIIMS Delhi and EHA was
genuine and collaborative, while with the Department of Health it was hesitant, although by the end of the project there was a genuine
partnership with doctors in the target area as well as with key members in the DOH.
Capacity for Key strengths and contributions of each partner:
joint action DOH – New team and staff in NCD committed to implementing guidelines that were clearly sanctioned in writing by superiors. Some key
functionaries such as district pharmacists and some primary care doctors, were active and understood the system sufficiently to work
around administrative inertia to implement innovative practices.
AIIMS- Delhi – A very energetic and committed approach to primary care epilepsy – contributing resources beyond those needed by the
partnership – limited by geographic location (one day’s travel away).
EHA – Leadership and commitment to the partnership, with a strong team in implementation and pre-existing relationships in the
Department of Health and community.
There was no steering committee and no clear process accounting for participation and engagement of DOH which slowed and limited
engagement in the project. A key factor in this was the repeated staff transfers at all levels including the State NHM Director – a position
occupied by four different people in the implementation phase of the study.
Adaptation
New relationship between District Pharmacist and team and EHA with frequent communication and supported procurement and supply
of AEDs, collaboration relationship shifted to focus on district rather than state DOH, request for EHA to lead World Mental Health day
Ongoing relationship with AIIMS
*Based on: Emerson K, Nabatchi T, Balogh S. An integrative framework for collaborative governance. Journal of Public Administration Research and Theory. 2012; 22(1):1 -29

Key lessons for collaborative governance
Steering of the entire project in a persistent way by the implementing partner (EHA), and the
willingness to participate and implement on the part of a core group of primary care by doctors
and the district pharmacy team (DOH) which ultimately ensured the supply of medicines for
primary health centres. The expert role of the epilepsy trainers (a professor from the premier
medical institute (AIIIMS) in Delhi) affirmed the legitimacy of the intervention in the eyes of the
doctors and secured their participation. Thus all three partners’ participation and engagement
in the partnership was critical to the eventual positive outcomes. These built on relationships of
trust that were in place prior to this shared partnership.
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